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Summary

Disability is the result of interactions between biological and environmental factors including the
physical, economic, and social barriers imposed on an individual by society. In low and middle-
income countries, limited attention has been given to the situation of individuals with intellectual
disabilities, who remain seriously neglected. Given the lack of resources available to address
mental disorders, it is essential to examine the role of socioeconomic and socio-cultural factors in
the lives of these individuals. We conducted interviews of key informants and community
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members in a shantytown community in Lima, Peru, to explore public knowledge, perceptions,
and attitudes regarding intellectual disability. Findings indicated that the most important concern
for community members was the longstanding issues associated with poverty. There was a
profound lack of awareness of intellectual disability among the general population and an absence
of social integration for these individuals. However, interviewees also recognized the productive
potential of persons with intellectual disabilities provided they received currently inaccessible
support services. The results suggest that educational efforts and intervention strategies must be
mindful of the challenges of chronic poverty in order to successfully facilitate the social
integration of individuals with intellectual disabilities into the community.

Keywords
Disability; Intellectual disability; Poverty; Social integration; Policy

1. Introduction

The social model of disability states that the condition of disability is less the result of an
actual physical impairment than the environmental barriers that effectively disable one’s
ability to participate in society.1~* Social participation is not only dependent upon individual
functionality but is largely influenced by public attitudes towards disability.> However, there
is limited empirical data available to describe the social experience of disability for
individuals with cognitive impairments.

Previous studies of public attitudes towards the social aspect of intellectual disability have
focused on the educational and workplace settings, and have provided a mixture of findings,
ranging from positive attitudes towards inclusion within these contexts,5-9 to those that
reported negative sentiments.19-13 Such variability underscores the need to understand
attitudes towards intellectual disability within each unique social, economic, and cultural
setting.

One of the main recommendations of the recent World Health Organization report on
disability to increase the community participation of individuals with disabilities has been to
augment public awareness and understanding of disability.14 Data on public perceptions of
intellectual disability remain limited, especially in low- and middle-income countries, where
there are significant barriers to service provision, access and funding. In Latin America in
particular, there is currently a lack of epidemiological data and an insufficient understanding
of the social situation of people with intellectual disability.1®

Peru contains a highly heterogeneous population with immense socioeconomic and
sociocultural variability. The country was also one of the first to ratify the 2006 UN
Convention on the Rights of Persons with Disabilities, which recognizes the right of all
individuals to full and equal participation in society.1® Nongovernmental organizations and
autonomous government entities provide vocational training, therapy and advocacy to
improve the lives of citizens with disabilities, though accessibility to these services is an
issue. Instances of inappropriate institutionalization of intellectually disabled individuals
abandoned by their families, and egregious abuse and neglect within these institutions have
also previously been documented.1” Such dissonance makes the country an ideal location to
study perceptions about this population.

We report the results of a study whose objective was to provide qualitative information
concerning public knowledge, perceptions and attitudes of intellectual disability in a low
resource setting in Lima, Peru. The results can assist with the development of informed
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policy and intervention strategies within the challenges of this specific socioeconomic and
sociocultural context.

2. Methods

2.1. Study site

The study was conducted in Paraiso Alto and Edén de Manantial, two ‘pueblos jovenes’, or
shantytowns on the hills lining the periphery of the district of Villa Maria del Triunfo, one of
the largest districts in Lima. This is a peri-urban district with a population of 360 000, over
half of whom are impoverished, and over one fifth of whom live in extreme poverty.18
Fifteen percent of residents are malnourished; 35% live in dwellings without water while
nearly a quarter of residents live in housing without electricity.

2.2. Study population

The study included 12 key informants and 10 community members from the district of Villa
Maria del Triunfo; their demographic background is shown in Table 1. The data are of a
preliminary study that will later be used to make comparisons between communities of
varying socioeconomic levels in Lima. Key informants were selected based on experience
working in health care, education, or community leadership. The inclusion criteria for the
key informants were their ability to understand interview questions, age greater than 18
years, and a minimum of two years’ experience working within the community. We
recruited community members without consideration as to whether the potential participant
had a family member with a disability. A convenience sampling method was used in which a
recruiter who herself was a resident of the community was instructed to approach inhabitants
within adequately dispersed blocks that the principal investigator identified on a map of the
community. Sampling was stratified to ensure that three different age groups were
represented, between 18 and 29 years, 30 and 54 years, and over 55 years. An equal
distribution by gender was also targeted.

All potential subjects were contacted by the nongovernmental organization PRISMA due to
their existing relationship with the community. Each participant was approached by a
member of the research team accompanied by a community health worker who lived in the
community and worked with the organization. A total of 26 people were approached of
whom 22 agreed to be interviewed. Those who declined were unable or unwilling to invest
the time necessary for the interview, or declined to sign the informed consent document.

2.3. Data collection and analysis

A semi-structured interview was developed to explore how each participant defined
intellectual disability, their experiences with individuals with intellectual disabilities in their
community, and their views on the social, economic and educational situation of such
individuals. After respondents first described their own understanding of intellectual
disability, a standard definition of intellectual disability was verbally provided in a language
that was previously confirmed by the community health worker to be locally appropriate
before proceeding with the remainder of the interview.

Key informants were asked additional questions concerning how they interacted with
individuals with intellectual disability through their particular field of work. Interviews were
conducted between February and May 2009. Interviews lasted 30 to 60 minutes and were
recorded and transcribed in the original language.

Recorded interviews were analyzed with the ATLAS.ti (version 5.0) software (ATLAS.ti
Scientific Software Development GmbH, Berlin, Germany). The grounded theory approach
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was used in which interviews were initially reviewed to identify possible categories and
concepts. Codes were then developed based on these categories, and interview transcripts
were subsequently coded from which overall themes were inductively derived and reviewed
in collaboration with a second member of the research team.19

The categories identified from the research are presented with verbatim translations of
interview quotes from participants who have described their own understanding of
intellectual disability and their perceptions and attitudes towards individuals with
intellectual disability in their community. The themes derived from these categories were
poverty and its related concerns, lack of attention paid to intellectual disability, and the role
of the family. Figure 1 describes the relationship between the factors that were found to
influence the community integration of individuals with intellectual disability.

3.1. Perceptions of individuals with intellectual disability, and understanding of its causes

Interviewees were asked to give descriptions of people in their community who they
believed to have a cognitive impairment. Based on the descriptions of individuals they
identified, many interviewees had difficulty differentiating between intellectual disability
and other mental disorders. A majority of key informants and community members were
able to identify and describe at least two individuals with intellectual disabilities in their
community. The ages of those described ranged from 5 to 25 years:

There’s a girl, she is...17 years old... she comes and goes around here...
sometimes like a little girl, she sits down and urinates in any place... It seems that
her mother sometimes takes her to therapy, but sometimes for economic reasons it
seems that no... and here the kids, they know her, and they say, “look, here comes
the crazy girl... I’d say poor girl, no? Key informant, woman, 49 years.

I have a friend | work with, his son... he must be 11, 12 years old... there is no
treatment... they keep him in the house... he is like a 2 or 3 year old child... for a
while they were taking him to the San Juan de Dios clinic... but since they could
not do anything, now they just have him in the house. Community member, man,
54 years.

A number of interviewees also reported having no knowledge of any individuals in their
communities with intellectual disability, as in the case of this community leader:

There must be [individuals with intellectual disabilities within the community] but
the truth is | haven’t seen any. Key informant, man, 37 years.

Participants’ understanding of the causes of intellectual disability included basic scientific
background of genetics, disease pathology, physical trauma, or gestational intoxication. Key
informants who worked in either education or health care focused more solely on the
biological basis of intellectual disability, while community members tended to include a
familial basis of causation, including domestic problems, economic insecurity, drug and
alcohol abuse, or violence on part of either parent:

It could also be that there are sometimes problems in the home; he goes out
drinking, or a lot of things, no? Poverty, bitterness that they don’t have work...
Community member, woman, 67 years.

It has many etiologies, there are infectious, hereditary, and genetic causes... the
environment, radioactive substances now with this industrial boom minerals, lead
poisoning... and on the other hand intrinsic hereditary factors that | mentioned or
infectious disease as well... Key informant, man, 42 years.
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3.2. Intellectual disability in the context of health care and education

Key informants working in health care reported the highest amount of interaction with
individuals with intellectual disabilities, seeing up to two individuals per week in their place
of work. They also tended to be the most knowledgeable about the lives of these individuals,
and had the most consistent contact with them through work responsibilities. Patient care at
hospitals and health posts was not perceived to be of differing quality for patients with
intellectual disability. However, the health care professionals generally believed that the
number of patients with intellectual disability they saw grossly underrepresented actual
community prevalence, as evidenced by the following comment:

Generally for... the patient with severe intellectual disability, I’ve realized that they
don’t come, that they’re more in their house, even prostrated... and | speak of
adults... and they have them there in bed, at home, no?... it could also be for
economic reasons that they don’t come for [health care], or sometimes, they also
say, ‘No, Doctor, my son is just like this, he’s going to stay like this, and they’ve
told me to keep him at home’ and then... they don’t bring him. Key informant,
man, 42 years.

Lack of resources was reported to heavily affect the education of a child with an intellectual
disability. If the family wished to send their child away to a special education center (none
existed close to the community) they would be required to pay monthly tuition fees. The
next viable option would be to send the child to a public school. However, key informants
working in education strongly felt that students with intellectual disabilities were better
served by special education centers. This was due to what they perceived to be their own
inadequate level of training in special and inclusive education:

Even though | can give them a lot of affection here... they don’t advance. At a
different site they can give them, | don’t know, materials, things that they can do,
no? So they develop. Key informant, woman, 48 years.

There are no schools, our schools, for people with intellectual disability... schools
are expensive, no? They are private, and the majority of people do not have access
to it. Community member, man, 22 years.

3.3. Intellectual disability and attitudes toward social integration

Attitudes of key informants and community members towards intellectual disability were
affected more by personal priorities, ideology, and actual interaction with individuals with
intellectual disabilities than by sex or age group. Those who had personally witnessed or
interacted with individuals with intellectual disability tended to have stronger views on the
importance of social integration.

All but one interviewee believed that individuals with intellectual disabilities had the
capacity to perform some kind of labor if provided adequate training. Many reported having
observed or heard of individuals with intellectual disabilities working in jobs outside of their
own community in Peruvian chain stores. Participants reported a positive reaction by the
public to the hiring of these individuals, most of whom were described as having Down
syndrome. However, it was also cited that such employees tended to come from families
with the economic means to access proper training services:

For example packaging or sticking on price tags... simple things like this that they
can do... They carry and hand out packages, [the company] gives them simple
work. Other businesses no... they’re afraid they won’t do it well, no? This is the
only company that we’ve seen give them a hand... It is the only one | know and it
makes me happy, they are noble in this sense. Community member, woman, 72
years.
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Both key informants and community members felt that manual labor was the most
appropriate form of work for individuals with intellectual disability. It was also cited that
these individuals usually do not achieve their full productive potential. Stable job
opportunities are scarce in general, and worse for someone with a disability, who will in the
calculation of an employer, produce less:

If there is no opportunity for work for the healthy person, it’s less for a person that
has an impairment. Key informant, woman, 34 years.

Why would they hire them? Because they maybe have 50% capacity to solve
anything. Community member, man, 41 years.

The integration of an individual with an intellectual disability into community life was
considered important by all interviewees. Most respondents noted a lack of such integration
within their own community. All community members stated that they would respond
positively to their own child interacting with a child with an intellectual disability. Many,
such as the man quoted below, added that they would caution their children to treat their
playmate with greater caution:

...I'would tell him, as they’re kids, maybe, to be careful, to treat him like a smaller
child that the special child easily gets hurt, and is very sensitive to hits. Community
member, man, 21 years.

Key informants referred to a general cultural phenomenon in which individuals are
categorized according to personal characteristics or limitations to describe the
discriminatory attitudes they reported. Abnormal behavior and learning challenges are no
exception, and can be labeled as ‘crazy,” ‘sick,” or, in case of distinguishing facial
characteristics, ‘mongol.” People are often nicknamed based on their most striking physical
characteristics:

There is much discrimination, we call the fat person ‘gordo’, the short person
‘chato’, we search for adjectives... | include myself because | also live in this
country and it’s the first thing that a person with a problem, with a limitation
experiences; immediately they classify him... Key informant, man, 38 years.

All participants reported that they would be willing to participate in activities oriented
toward the integration of community members with intellectual disability. When asked to
provide suggestions for activities to stimulate social integration, key informants suggested
informative talks and community-wide advocacy campaigns:

Generally talks, training, go, give information to the people, on how it could be
important that everyone integrates themselves as neighbors. Key informant,
woman, 49 years.

3.4. Integration and the role of the family

The attitudes of community members towards an individual with an intellectual disability
were strongly influenced by the reputation of his or her family. There were cases in which
longstanding respect for a family by the community facilitated a positive community attitude
towards that individual. For example, it was relatively easier for the community to accept a
student with an intellectual disability at the local school whose family was generally
respected, and whose sister had previously ranked top in her class:

They treated her well... she was the youngest, calm, they knew... but the respect...
I believe, according to my own logic and my perspective, was more for the respect
that the family had won. Key informant, man, 38 years.
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The community marks that person, mark the person and through it unfortunately
[marks] the child. Community member, man, 41 years.

Community integration of individuals with intellectual disability was also strongly
influenced by the family’s attitudes, resources and proactive behavior. There were
individuals who were allegedly kept shut all day inside their homes, and those who were
sent to either a public school or private special education center during the day. Some
enjoyed greater levels of interaction with the community and accompanied family members
on daily errands such as grocery shopping, or would walk around the neighborhood
unaccompanied.

...it depends a lot upon the family, who is taking care of him, and then how this
parent integrates him into society... Key informant, woman, 34 years.

They are mostly marginalized by the state, no? And in their family more so... |
think they overprotect them... they are not going to want an intellectually disabled
person to go then... go alone outside, no? Community member, man, 22 years.

3.5. Poverty and the placement of intellectual disability among existing priorities

Poverty was a prevalent theme in all interviews. The concept of poverty did not positively or
negatively influence attitudes per se, but rather drew attention away from the topic of
intellectual disability due to its pervasive influence on personal priorities. Such priorities
were shared by the entire community, and consisted of stable employment, the need for
basic infrastructure and services, and security concerns associated with growing community
violence.

For most, the issue of intellectual disability was not taken into consideration prior to the
interview due to a constant concern with economic troubles and securing basic necessities.
Interviewees tied a significant proportion of their responses to such poverty related
concerns:

The area is... let’s say there is a lot of poverty, a lot of need, no? | think the
greatest interest is economic. Key informant, woman, 44 years.

Improvement... we need water and sanitation; we are struggling. Community
member, woman, 67 years.

It is extremely difficult here in this zone that much attention be given to this topic
because in the majority of cases the mother and father have to work, if they are
lucky... Key informant, woman, 44 years.

4. Discussion

The present study characterized public perceptions regarding intellectual disability in a peri-
urban community of limited resources. Attitudes towards integration did not differ
significantly by traditional demographic factors, though other studies have found females to
be more accepting of individuals with intellectual disability.2021 Interviewees who had prior
interaction with individuals with intellectual disabilities however tended to strongly favor
integration, as has been previously reported.1921.22 There was no evidence of discriminatory
attitudes of interviewees themselves towards intellectual disability. This is in contrast to
other studies in low and middle-income countries that have reported a negative association
between cultural beliefs and attitudes towards intellectual disability.2324

The results provide insight into the social dynamics experienced by individuals with
intellectual disability as perceived by community members. The education of individuals
with intellectual disability was cited to be a challenge, due to a lack of resources within the
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public school system and the economic inability of families to send their child to a special
education center. Following a recent Peruvian law to promote inclusion in the classroom,
public schools cannot deny any child admission on the basis of a disability.2> However, key
informants in education claimed that teachers lack the training to offer children with
intellectual disabilities any substantial education.

One of the largest determinants of integration was cited to be the family’s resources and
predisposition to his or her interaction with the community. Such findings are consistent
with those recently reported in Mexico, where a combination of insufficient family resources
due to economic deprivation and social deprivation resulting from segregation by the family
have been cited to lead to the social exclusion of people with intellectual disability. Lack of
planning to enforce existing policy to include children with intellectual disability in primary
education, and a lack of community-based organizations to offer social support were also
described.26

Poverty was a salient theme in all interviews and was the major determinant of attention to
the topic of intellectual disability. Poverty-driven priorities are pervasive in the agendas of
community members. While much has recently been elucidated about social determinants of
health and the role of poverty in its devastating effects on health,27-29 the extent to which
the concerns of chronic poverty pose a major obstacle for raising attention to the issue of
intellectual disability within the community has yet to be reported.3%:31 This finding is of
great interest, as public attitudes towards integration are key to increasing access to support
services, which first requires a degree of awareness of the issue.>14

The positive attitudes portrayed by the interviewees may not reflect the reality of attitudes in
the community, and this is a limitation of this study. Some respondents may have been
unwilling to express negative attitudes towards individuals with intellectual disability. Social
desirability bias is a factor that must be considered, as actual negative attitudes may have
been underreported. Other limitations include the small sample size and the lack of data
sources on the perspectives of stakeholders and affected family members. The study reflects
the attitudes of a specific Peruvian community with distinct socioeconomic and sociocultural
circumstances, which can be extrapolated to a certain degree to other communities with
similar characteristics.

The results of this study suggest that potential avenues for policy and intervention strategies
to increase popular attention to the issue of intellectual disability should include educational
campaigns to raise popular consciousness about the issue. However, it is clear that any
strategy to further increase the social integration of individuals with intellectual disability
must also address the issues associated with poverty to achieve greatest impact.
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Factors affecting community integration
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Table 1

Demographics of interview participants

Characteristic Frequency, combined ~ Frequency, community members  Frequency, key informants
Gender
Male 11 5 6
Female 11 5 6
Age
Range, years 20-72 20-72 30-58
Mean, years 42.9 42,5 43.25
Age distribution
18-29 years 3 3 0
30-54 years 15 4 11
=55 years 4 3 1
Occupation
Health care 4 0 4
Educator 4 0 4
Homemaker 2 2 0
Industry worker 5 3 2
Service worker 6 5 1
Clergy 1 0 1
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