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ABSTRACT

Introduction. In Argentina, hearing disability
accounts for 18% of disabilities. Argentine Sign
Language (ASL) is the communication system
of choice used by deaf people (DP). An incorrect
communication with physicians hampers the
adequate provision of health care.

DP require a professional ASL interpreter
(PASLI) in the context of health care provided
to their children.

National Act no. 26378 stipulates the provision
of aPASLI to facilitate access to public facilities.
However, most DP neither have an interpreter
nor know this right.

Objectives. To describe the prevalence of DP
whohaveaPASLI presentduring their children’s
medical consultations and who know their right
to access one at no charge.

Material and method. Approved and
registered, descriptive, cross-sectional study
with a structured, self-administered survey.
Participants: DP whoknew ASL and had children
aged 1 month to 18 years old. Outcome variables:
to have a PASLI and to know the right to have
one. Estimated sample size: 220. Convenience
sampling selected from the Autonomous City
of Buenos Aires and the province of Chaco. The
prevalence and 95% confidence interval (95% CI)
were estimated.

Results. Two hundred and twenty-two surveys
were analyzed. Age: 34.9 + 10.1 years old.
Amongall participants, 15.3% (95% CI:11.1-20.6)
sometimes had a PASLI during their children’s
medical consultations. Also, 48.6% (95% CI:42.1-
55.1) knew their right to have one.

Conclusion. The prevalence of DP who had a
PASLI present during their children’s medical
consultations was low. Less than a half knew
their right to have one.

Key words: right to health, deafness, prevalence,
sign language.
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INTRODUCTION

According to the World Health
Organization (WHO), approximately
10% of the global population has a
permanent disability.! In Argentina,
by means of Resolution no. 1209/2010,
National Program of Early Detection
and Treatment of Hearing Impairment
(Ministry of Public Health), it was
established that hearing disability
accounted for 18% of disabilities,
grouped into “hearing loss” (86.6%)
and “deafness” (13.4%).?

Although the extent of hearing
loss does not predict the mode of
communication, Argentine Sign
Language (ASL) is the preferred
communication system by many
people who are deaf (DP) and/or
hard of hearing.?

Two factors determine a poorly
effective communication with DP:
ignorance of ASL and a lack of
suitable interpreters. Lip-reading,
in spite of popular belief, is difficult
to master. In addition, DP’s mean
level of reading comprehension and
writing skills once they complete
their education is lower than that of
hearing people, which also hinders
communication, even when written.?

Communication difficulties
between DP and health care providers
jeopardize an adequate health care
provision and result in diagnosis
and managements errors.> DP do
not understand indications or the
purpose of ancillary studies.* This
generates frustration and dissuades
them from seeking care. For these
reasons, DP require a professional
ASL interpreter (PASLI) to achieve
an effective communication during
medical consultations.’
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In Argentina, Act no. 26378 approved
the Convention on the Rights of Persons
with Disabilities (CRPD) and recognized the
importance of access to health care so that people
with disabilities are able to fully enjoy their rights.
Article 9 stipulates the provision of a PASLI at no
cost and without further formalities to facilitate
the access of DP to public facilities, whereas
Article 21 establishes the possibility of agreeing to
use this mean of communication in their official
interactions.®

The inclusion of ASL interpreting in health
care is one of the most claimed rights by these
people, because it helps them to fully participate.”
Removing participation barriers is one of the
objectives proposed by the social model adopted
by the CRPD regarding disability. This model
considers that disability is not the problem of a
person and his/her characteristics but the result
of the meeting between such characteristics and
the way a society is designed.®

Article 5 of the Convention on the Rights of the
Child (Act no. 23849) recognized the rights and
duties of parents to provide appropriate direction
and guidance to their children in the exercise of
their rights. In addition, Article 18 underlines
the State’s obligations to render appropriate
assistance to parents in the performance of their
child-rearing responsibilities and to safeguard the
development of child-care services.’

In this regard, the absence of a professional
ASL interpreting service implies the infringement
of both DP’s and their children’s rights.

It is believed that most DP in Argentina do
not have a PASLI present during their children’s
medical consultations. The estimation of the
prevalence of DP who have a PASLI and know
their right to have one would be useful to
determine the current state of affairs and design
strategies aimed at protecting their rights.

OBJECTIVES

* To describe the prevalence of DP who have a
PASLI present at the time of their children’s
medical consultations in the Autonomous City
of Buenos Aires (CABA) and the province of
Chaco.

* To describe the prevalence of DP who know
their right to access a PASLI at no cost.

MATERIAL AND METHOD
Design

Descriptive, cross-sectional study with a
structured, self-administered survey.

Place and date

The City of Buenos Aires and the province of
Chaco, between June 1st, 2016 and April 30th,
2017.

Inclusion criteria

Deaf or hard of hearing parent who knew ASL
and had, at least, one child in the pediatric age
range (1 month to 18 years old), was living in the
City of Buenos Aires or in the province of Chaco,
and gave his/her consent to take the survey.

Exclusion criteria

DP with other disability that prevented them
from completing the survey; having taken the
survey before.

Study outcome measures

* Having a PASLI during their children’s
medical consultations.

* Knowing their right to have a PASLI.

Sociodemographic outcome measures of

control

* Place of residence.

» Age of the parent completing the survey.

* Level of formal education.

* Number of children.

* Preferred method of communication.

* Use of technological resources to improve
hearing.

* Being a member of an association for deaf
people.

* Usual place where their children receive health
care.

* The presence of a person who acted as an
interpreter during their children’s medical
consultations.

* The relationship with the person who acted as
an interpreter during their children’s medical
consultations.

* Whether they preferred or not the presence of
a PASLI.

Statistical analysis

The studied population was described.
Percentages were used for categorical outcome
measures with their respective 95% confidence
interval (95% CI) and mean and standard
deviation, for numerical outcome measures.

To estimate the prevalence, the absolute number
of subjects with the event (having a PASLI/
knowing their right) divided by the total number
of observations and multiplied by 100 (95% CI).



312 / Arch Argent Pediatr 2018;116(5):310-315 / Original article

Although it was not part of the objectives,
the presence of factors associated with having a
PASLI and/or knowing the right to have one was
studied. A x2 test together with the odds ratio
(OR), a t test for independent samples (categorical
or continuous outcome, respectively), and a
binary logistic regression analysis were used. A
value of p < 0.05 was considered significant. The
IBM SPSS 20.0 software was used for the analysis.

Sample size

Based on previous observations, the
prevalence of a PASLI in some countries may
be up to 1 per every 10 DP.'* Considering this
value, the sample size was calculated to estimate
a prevalence of 10 + 5% of DP who had a PASLI
during their children’s medical consultations,
using a 95% confidence interval plus 10% for data
loss or incomplete surveys, so 220 surveys were
required (Stat Calc, Epi Info 7.1.3.10 CDC).

The CABA and the province of Chaco were
selected by convenience and the survey was
administered to all DP who met the inclusion
criteria.

Ethical aspects

The study complied with the provisions of the
Protection of Personal Information Act (no. 25326)
and participants’ anonymity was maintained.
The survey included a header that requested
participants’ consent.

The approval of the Research Ethics
Committee and the Teaching and Research
Committee of Hospital General de Nifios “Pedro
de Elizalde” (Buenos Aires) and Hospital
Pediétrico “Avelino Casteldn” (Chaco) was
obtained. The study was registered in the Health
Medical Research Registry of CABA under no.
CSI 144/16.

Procedures

A closed, structured, and self-administered
survey was used. Since this topic has been
scarcely studied, there was no duly validated
survey available. This survey was developed
for the purpose of this study. Given that written
language comprehension was different between
deaf and hearing people, a deaf person adapted
the survey and the questions were re-structured
so that DP could understand and answer them
correctly (Annex).

Based on a list of associations for deaf people
and/or organizations who worked with DP
and special education schools, 12 sites from

the CABA and 8 sites from Chaco, including
the participating hospitals, were selected by
convenience (non-probability sampling).

At each selected site, all DP who met the
inclusion criteria were invited to participate.

Surveys could be completed at the site where
they were invited to participate (associations,
schools or hospitals) or could be taken home and
then completed and returned.

Although the survey was self-administered,
DP could have someone else help them if they
had trouble understanding it.

The instrument’s reliability was pilot-tested in
20 DP. After analyzing results, minimal changes
were introduced and the definite survey was
obtained.

DP who met inclusion criteria were contacted
through associations for deaf people, children’s
hospitals, special education schools, teachers, and
deaf role models from the CABA and Chaco.

Operational definitions:

* Deaf people
Any person with partial or total hearing loss
who, even with amplification, perceived
a distorted or incomplete auditory signal;
also, not hearing conversations at a normal
volume. 12
These people were also recognized as
belonging to a linguistic and cultural minority
community."

* Deaf role model
A deaf person who used ASL at all times,
had completed secondary education, and had
the role of maintaining the deaf culture and
the improvement of ASL in the educational
establishment.!* Together with the hearing
teacher, this person was responsible for
developing a mutual learning environment
and giving advice."

¢ PASLI
Any person with interpreting skills from ASL
into Spanish and from Spanish into ASL,
who knew the sociocultural characteristics
of the target communities and the code of
ethics regulating his/her work, and mastered
professional skills. He /she was also asked to
have a degree to practice ASL interpreting.®
In the province of Chaco, a degree to practice
ASL interpreting or equivalent training upon
obtaining a higher-level degree in ASL with
certification of at least 250 hours of ASL official
interpreting workshops were accepted.’®
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RESULTS

Eleven associations, seven schools, and
two hospitals were contacted until reaching
the required sample size. A total of 26 DP
refused to participate. Two hundred and thirty
five surveys were completed; 13 (5.5%) were
excluded because they were incomplete, so a
total of 222 surveys were analyzed. Of these
participants, 53.6% (95% CI: 47.1-60.1) lived
in the CABA and 46.4% (95% CI: 39.9-52.9),
in Chaco. Table 1 describes the demographic
characteristics of participants.

Of them, 77.5% had hearing children only;
13.5%, deaf children only; and 8.6%, both deaf
and hearing children.

Also, 75.7% preferred to use ASL to
communicate; 7.2%, oral language; and to 17.1%
of participants, it made no difference.

Besides, 74.3% did not use hearing aids or a
cochlear implant; 23% used hearing aids; and
2.7% had at least one cochlear implant.

In addition, 56.8% were members of an
association for deaf people.

Regarding health care services, 38.7% sought
care in both public and private facilities; 37.4%,
only attended public facilities and 23.9%, only
private ones.

In relation to having someone act as an
interpreter during medical consultations, 40.1% of
deaf parents sometimes had an interpreter; 33.3%,
never had one; and 26.6%, always did.

Among those who were always or sometimes
accompanied by someone who acted as an
interpreter (n= 148), in 76.6% of cases it was a
relative; in 5.4%, a friend; and in 1.4%, a neighbor.

In relation to having a PASLI present during
their children’s medical consultations, 84.7%
(95% CI: 79.4-88.8) never had one and 15.3%
(95% CI: 11.1-20.6) had one sometimes; but
none of surveyed participants had a PASLI at
all consultations. Among those who sometimes

had a PASLI (n= 34), 23 were accompanied by a
PASLI as a favor; 9 hired one specifically; and 2
had a PASLI paid by their health insurance or an
association for deaf people.

Moreover, 48.6% (95% CI: 42.1-55.1) knew
their right to have a PASLI during their children’s
medical consultations; while 51.4% (95% CI: 44.8-
57.8) were not aware of this right.

Also, 95.5% wished to always have a PASLI
during their children’s medical consultation; 2.7%
preferred to never have one; and 1.8% preferred
to have one sometimes.

An association was observed between parents’
older age and knowing the right to have a PASLI
during their children’s medical consultation;
parents” mean age was 37.45 + 10.46 years versus
32.5+9.1 (p <0.01).

The place of residence was associated with
knowing the right: 77 out of 199 participants
living in the CABA knew their rights compared
to 31 out of 103 participants living in Chaco
(OR: 4.3, 95% CI: 2.4-7.5 (p < 0.001). The other
factors associated with knowing the right to have
a PASLI are described in Table 2.

A binary logistic regression was done,
including place of residence, age, and being a
member of an association for deaf people. It
showed that living in the CABA and being a
member of an association were independent
predictors of knowing the right to have a PASLI
during medical consultations (Table 3).

In addition, not having hearing devices was
related to preferring to always have a PASLI
(161 out of 165 who did not have hearing device
compared to 51 out of 57 who had a cochlear
implant or hearing aids; OR: 4.7, 95% CI: 1.3-17 4,
p=0.03).

DISCUSSION
In our study, the prevalence of DP who had
a PASLI present during their children’s medical

TaBLE 1. Demographic data of deaf parents surveyed in both districts. N= 222

Sex
Female
Male

Age (average + standard deviation)

Level of education
Incomplete primary education
Complete primary education
Incomplete secondary education
Complete secondary education
Tertiary education
University education

138 (62.2%)
84 (37.8%)

349 +£10.1

9(4.1%)
46 (20.7%)
52 (23.4%)
84 (37.8%)
26 (11.7%)

5(2.3%)
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consultations was 15.3%. Less than a half knew
they had a right to have one.

Although few data were available, several
authors agreed on the little presence of a PASLI
in health care services.*"

The prevalence of DP who knew their right
to have a PASLI during their children’s medical
consultations was less than a half of all surveyed
participants. It was independently associated
with living in the CABA and being a member
of an association for deaf people. This may be
due to differences in the access to information;
there were more associations for deaf people in
the CABA, where people gathered for the same
purpose, turning them into the appropriate
settings for information dissemination.

It was noted that most DP attended medical
consultations with a hearing person, who
attempted to act as an interpreter; two-thirds of
the times, such person was a relative. In general,
DP needed to attend the medical consultation
with their children’s grandparents.!? In other
cases, children themselves acted as interpreters,
without considering that they were actually too
young to take on such responsibility.!? Sometimes,
hearing relatives did not allow the deaf person
to become actively involved in the consultation.*
Veinberg et al. pointed out the importance of

taking into account that the parents had the
right to know about their children’s situation.
In addition, these circumstances interfered with
confidentiality.’

Almost all DP stated their desire to have
a PASLI, even those who had hearing aids or
implants.

It was observed that more than a half of deaf
parents attended only public health care facilities.
This would warrant the implementation of
measures to ensure the right to access information
on their children’s health, similar to those
implemented in other countries.!

Our study has potential weaknesses. The
sample was selected by convenience, through the
invitation of centers, schools or associations that
bring DP together. However, all DP were invited
to participate by each site, without specifically
selecting participants. To increase the sample
representativeness, two distinct populations in
terms of location, demographics, and possibilities
of access to health care were selected: the CABA
and the province of Chaco.

In addition, there was no validated survey
available for this population. Therefore, a simple
survey was developed; initially it had an open
structure; then it was turned into a closed,
structured survey that was corrected and adapted

TABLE 2. Factors associated with knowing the right to have a professional Argentine Sign Language interpreter

Knowing the right
Yes No RR (95% CI) p
Age (average + standard deviation) 374+10.4 325+9.1 0.01*
Place of residence (CABA?/Chaco) 77/31 42/72 4.3 (2.4-7.5) < 0.001**
Children (deaf/hearing or both) 22/86 9/105 2.9 (1.2-6.8) <0.01**
Education (inc. sec. ed./comp. sec. ed.® or higher) 44 /64 63/51 1.8(1.1-3.1) 0.04**
Being a member of an association (yes/no) 79/29 47/67 3.8 (2.2-6.8) < 0.001**

* T test for independent samples.

** x2 test.

@ Autonomous City of Buenos Aires.

® Incomplete secondary education/complete secondary education.
OR: odds ratio; CI: confidence interval.

TABLE 3. Binary logistic regression: Predictors of knowing the right to have a professional Argentine Sign Language
interpreter

Exp. (B)* 95% CI for exp. (B)? p
Place of residence (CABAb/Chaco) 2.69 1.4-5.0 0.002
Parents” age 0.97 0.9-1.0 0.072
Being a member of an association (yes/no) 1.29 1.2-4.4 0.005

The outcome variable was knowing the right to have a PASLI (yes/no).
a Beta exponent.

b Autonomous City of Buenos Aires.

CI: confidence interval.
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for the comprehension of DP with the help of a
suitable deaf person.

Given the scarce offer of careers to become
a PASLI, the number of available interpreters is
probably not enough to cover the needs of DP;
this is beyond the objectives of this study. This
population’s access to health care information is
still very limited. Future studies should describe
the current situation so that actions may be
implemented to warrant accessibility.'®

Accepting the social model of disability is
a major challenge for the medical community.
In the setting of the CRPD, it is not enough to
implement new regulatory measures; the key is
in the ability of social sectors to put the essence
of these measures into practice.!

CONCLUSIONS

In our study, the prevalence of DP who had
a PASLI present during their children’s medical
consultations was 15.3%.

Besides, 48.6% knew their right to have a
PASLI during medical consultations.

The place of residence and being a member
of an association for deaf people acted as
independent predictors of knowing the right to
have a PASLI during their children’s medical
consultation. W
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Annex.
Survey on the presence of professional argentine sign
language interpreters during medical consultations

This is an anonymous survey for deaf people (both deaf and hard of hearing) who know Argentine
Sign Language. DO NOT WRITE YOUR NAME.

We would like to know if deaf people have access to a professional Argentine Sign Language
interpreter during their children’s medical consultations Also, if they know they have a right to have a
professional interpreter.

Your answer will help us to provide better health care to deaf people.

Completing this survey will take you 15 minutes. If you do not understand any question, you may
ask someone else to help you.

If you do not want to complete the survey, that is OK. If you complete it, you are agreeing to
participate in the survey.

If you have any doubt, please write to adriancutri@gmail.com.

Thank you for your help.

1. What province do you live in?

2. Sex (mark with an “X”):
U Female.
4 Male.

3 Age years old.

4. Number of children:
Deaf:
Hearing:

5. What is your level of education? (Mark with an “X”).
Incomplete primary education.

Complete primary education.

Incomplete secondary education.

Complete secondary education.

Incomplete tertiary education.

Complete tertiary education.

Incomplete university education.

Complete university education.

cooodoood

6. During your children’s medical consultations, how do you prefer to communicate with the physician?
(Mark with an “X”).

Q Orally.

O Sign language (ASL).

Q It makes no difference.

7. Do you use any of the following? (Mark with an “X”).
Q Hearing aids.

QO Cochlear implant.

O None.
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8. Are you a member of any association for deaf people? (Mark with an “X”).
O Yes.
O No.

9. Where do you take your child to seek medical care? (Mark with an “X”).
Q Public hospital.

Q Private clinic or office.

Q Either.

10. During your children’s medical consultations, is there someone interpreting what the physician says
into ASL?

(Mark with an “X”).

Q Always.

O Sometimes.

O Never.

. Who explains what the physician is saying? (Mark with an “X”).
No one.
A friend.
A neighbor.
A relative.
An acquaintance.
A professional sign language interpreter.

ooooooz

12. If you have a professional ASL interpreter, how did you come to contact him/her?
(Mark with an “X”).

QO He/she is at the hospital or physician’s office.

O You hired him/her.

QO You requested him/her to your health insurance.

O You know him/her and he/she does it as a favor.

O You never had a professional ASL interpreter.

13. Did you know deaf people have a right to always have a professional ASL interpreter during medical
consultations? (Mark with an “X”).

O Yes.

0 No.

14. Would you like to have a professional ASL interpreter during your child’s medical consultations?
(Mark with an “X”).

Q Always.

U Sometimes.

O Never/I do not need one.



