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Abstract: The right of people with disabilities to access services and supports they need is
internationally recognized by the United Nations’ Convention (CRPD) on the Rights of Persons
with Disabilities. However, deaf and hard-of-hearing children face obstacles to access services
requested by their parents. As part of a broader ethnographic research project focused on the
experience of Francophone hearing parents of deaf and hard-of-hearing children, this study explores
the obstacles encountered by parents in their struggle to ensure that the needs of their children are
met. 117 parents from Canada (n = 52), Belgium (n = 15), France (n = 23), and Switzerland (n = 27)
participated in an in-depth interview. The main findings show that parents face important difficulties
to access the available services due to their rural location, situated far from the main health services
and due to the long wait times. Also, the unavailability of some of the rehabilitation and educational
services represent another important obstacle that leads parents to become the main advocates for
their children rights. Finally, some lines of action to implement the CRPD provisions are drawn to
contribute to the right of deaf and hard-of-hearing children to access to the services they need.
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1. Introduction

The Convention on the Rights of Persons with Disabilities (CRPD) adopted in 2006 by the United
Nations [1] is a ‘testimony to the significant need for specific human rights instruments when it comes
to certain categories of humanity whose condition has made them uniquely vulnerable to human rights
violations and who are insufficiently protected by the existing, mainstream vocabulary of right’ [2]
(p. 515). Quinn argues that the CRPD represents not only a case that recognizes the rights of a particular
group, but a statement that refers to everyone’s equal rights [3].

One of the successes attributed to the CRPD is that it represents an instrument that can guide
individuals and States on the interventions that could enable persons with disabilities to exercise their
rights [4], especially to those 177 countries that have currently signed and ratified the Convention.
Another success is the CRPD’s embrace of the social model of disabilities that directly highlights the
need to foster a more accessible, inclusive, and equitable society. The CRPD not only proposes to
eliminate the obstacles that prevent people with disabilities to fully exercise their rights on an equal
basis as others, but also encourages the States to provide the supports and the services to achieve the
CRPD objectives. Furthermore, according to Harpur, the CRPD can also help individuals that have to
deal with the impact of their disabilities by ensuring them assistance with every aspect of their life [5].
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In spite of the international recognition and assumption that supports and services must be
provided to people with disabilities, there are still several obstacles that remain. According to the
World Report on Disability [6], some of these obstacles are related to the lack of services available,
the barriers to general health care, to rehabilitation, to assistance and support, and also, to education.
These barriers not only highlight the lack of supports that persons with disabilities still encounter
around the world to access the services they need, but also the inadequacy and the poor quality of
some of the services that are available.

1.1. The Access to Services and Supports of Deaf and Hard-of-Hearing Children

During the last decades, the access to early intervention programs and educational services has
been considered vital for the healthy development of deaf and hard of hearing (DHH) children [7].
In fact, after being diagnosed, DHH children and their parents are usually involved in several health,
rehabilitation, and educational services that vary according to the mode of communication chosen
and the use of sensory devices. In all cases, parents of DHH children play an important role not only
in taking important decisions regarding language, technologies, education, and identity [8], but also
ensuring that all their developmental needs are met.

In spite of this, little research has been done exploring the experiences of parents and DHH
children when trying to access to the necessary services that could support their development, such as
health care, rehabilitation, or educational services. The available studies on this topic focused mainly
on how parents value the access to diagnosis and early intervention [9,10], to early literacy [11],
or to the mainstream schools through the adequate provision of educational services [12]. From these
studies, it can be highlighted that DHH children and their families are still facing important obstacles to
access the necessary services, such as: important delays in the first diagnosis and treatment of hearing
loss [9]; poor communication of hearing screening results, inconsistencies in healthcare information
from primary care providers, and lack of local resources [10]; an inadequate access to literacy during
preschool activities [11]; or a lack of collaboration with special educator in mainstream schools [12].

Besides these studies, there is a small number of studies that, despite not being mainly focused
on access to the supports and services that DHH children could need for their development, provide
valuable information about this topic from the parents’ point of view. This is the case of Flaherty [13]
and Wood et al. [14], who explored the experience of being a hearing parent of a DHH child after
diagnosis, and Dionne et al. [15], who studied the life experience of being a parent of a child with
disabilities, including deafness. In Flaherty’s study [13] the poor information received about the child’s
deafness is highlighted as an important barrier experienced by parents at the time of diagnosis and
difficulties in finding ways to better meet their children’s needs. Wood and colleagues [14] point out
that some parents have negative experiences due to the limited access to support services as well
as to pay for the costs of sensory devices, therapy, early intervention programs, and other required
assistance. In some cases, parents also have to advocate for access to the desired options and for
collaborating with professionals in the decision-making process. Finally, in the study conducted by
Dionne et al. [15], parents of children with deafness report different barriers, such as the long waiting
lists to receive the required services and aids and the lack of specialists for DHH children (such as
doctors, speech therapists, or occupational therapists). They further experience the continuous change
of relevant professionals, the lack of organized activities for the children as well as meager information
about all the available services.

1.2. Aim of the Study

The review of the literature showed that DHH children and their parents, mainly from Western
countries, are still facing significant obstacles to access necessary supports and services that promote
their child’s development and wellbeing. Also, it shows that exploring the experience of parents, as the
main experts of their child’s needs, is key to analyze to what extent the children’s needs are met by
health, rehabilitation, and educational interventions and supports.
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Even so, despite having some indications that DHH children have to face different obstacles to
access the services they need, there is still an important lack of studies focused on determining the
nature and the cause of these obstacles in Western countries from the point of view of hearing parents.
Statistics about parental hearing status among DHH children are rarely available, but Mitchell and
Karchmer’s [16] have shown that hearing parents represent more than 90% of parents of DHH children
in the United States. Furthermore, it is wellknown that hearing parents could experience important
challenges after their child’s diagnosis, not only because in most cases they lack previous experience in
deafness, but also because they have to make several vital decisions concerning their DHH child’s care
in a short period of time while they are still facing the impact of their child’s diagnosis. As Flaherty [13]
notes, hearing parents have to go through several stressful and confusing experiences such as the
deafness diagnosis of their child as a traumatic event and the later grief process, the lack of information
about deafness, or the choice of the communication mode, among others. These challenges place the
parents in a vulnerable situation before the professionals and experts.

The present study aims to provide a thorough examination from the point of view of hearing
parents of the obstacles they face in their search for appropriate supports and services for their DHH
children. This study will further shed light on some of the measures that could contribute to the full
exercise of the rights of DHH children.

2. Materials and Methods

2.1. Aim and Context of the Study

This study is part of a broader ethnographic research project [17] designed to explore the
experience of Francophone hearing parents with DHH children in Canada, Switzerland, France,
and Belgium. In these countries, although many writings on transformations teaching philosophies and
deaf identity are available [18–20], little research has been done to understand how these changes have
influenced the Francophone parents’ engagement experience in services offered to their child living
with deafness. Currently, although each of these countries has a public system of health, education,
and social services that covers financially several services and supports (e.g., early detection, early
intervention, audiological monitoring, sensory devices, rehabilitation, speech therapy, interpreters,
and support teachers in the mainstream school, among others) for DHH children it is necessary to
point out that Canada (in 2010), France (in 2010), Belgium (in 2009), and Switzerland (in 2014) ratified
the CRPD, which legally obliges them to establish the necessary measures to apply its postulates.

Of all the dimensions explored in this research project (e.g., the announcement of the disability,
the decisions made on the mode of communication, the parents’ involvement, among others), we used
data on the experience of parents with accessing to the services and supports offered to their DHH child.

2.2. Participants

Since the research project undertaken was exploratory and international (Canada, France, Belgium,
and Switzerland), a great diversity of parents with DHH children was encountered. The participants of
this research were selected according to the principles of theoretical sampling (open sample, variational
sample, and selective sample) [21], and then we proceed with the “snowball” principle. This sampling
technique allowed us to collect data from participants in the four countries investigated by ensuring
that a broad spectrum of experience is covered by the documented realities.

Different local organizations from these countries helped with the recruitment of family members
of DHH children. Parents were sent a solicitation letter, and those who were interested were invited
to contact the researchers’ team. The aims of the study were explained to the professionals of these
organizations and their help was requested to select hearing parents of DHH children that were
interested in sharing their personal experience. Afterwards, the selection criteria was gradually
redefined in order to document the experience of different family realities, different intensity of service
and, finally, different environments (rural or urban) of residence.
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Of a total of 117 selected parents, 52 were from New Brunswick and Quebec (Canada), 23 from
France, 15 from Belgium, and 27 from Switzerland. Two main sociodemographic characteristics of
participants need to be highlight to better understand the data presented in the following section:
many participants (44 out of 117) lived in rural areas and most of the parents (102 out of 117) received
a substantial amount of services since their child lives with moderate to profound deafness.

2.3. Instruments

For this research it was relevant to use semi-structured interviews in order to give voice to the
hearing parents. As mentioned by Rabionet, this survey technique is a privileged way of exploring the
actors’ experiences by giving them the opportunity to depict their reality with their own words [22].
To document this experience, we developed an interview guide based on exploratory interviews [23],
in collaboration with Services for Students with a Sensory Disability and the Quebec Association for
Children with a Hearing Problem (AQEPA) for Canada, the Association of Parents of Francophone
Hearing Impaired Children (APEDAF) for Belgium, the Swiss Association of Parents of Hearing
Impaired Children (ASPEDA) for Switzerland, and Switzerland Association Two Languages for
Education (2LPE) for France.

These exploratory interviews led to the emergence of three main themes included in the guide on
the experiences of hearing parents of a DHH child: (a) Their general experience as parents of children
living with deafness, (b) the types of services their children receive and their participation in planning
the service provisions; and (c) their perception of their contribution to these services. The first interview
guide included 17 questions on all three topics and was pretested with a parent from each country.
It was then adjusted according to each of the countries where data collection took place in order to
reflect the national reality of the participants. The new versions of the interview guide included 15
or 16 questions, depending on the site (Belgian and Canadian guide has a question concerning the
satisfaction toward the organization collaborating to the study). From a phenomenological perspective,
the interview allowed to document the subjective experience of parents in general but provided a rich
testimony about the challenges related to access to services.

2.4. Procedure

Following the initial contact with the organizations, researchers conducted semi-structured
interviews with hearing Francophone parents. The interviews were conducted between 2015 and 2016
and the average duration was 60 min. The place to conduct the interview was agreed between the
researcher and the participant in each country.

All participants signed the informed consent document and agreed to be recorded. Prior to the
interview, participants were reminded that they had the right not to answer any question and to end
the interview if they so wished. Regarding the ethical issues of this research, the study forms part
of a research project funded and ethically approved by the Ethics Committee of the Université de
Moncton (approval 1415-020).

The interviews of the data corpus were transcribed and analyzed according to the principles of
content analysis [24]. The interviews were named under a coding principle, the figures following
the extracts allowed to find the extracts used in this article. For example, 12-505-1, the number 12
allowed us to identify the province or region (12 for Quebec, 11 for New Brunswick, 2 for France, 3 for
Belgium, and 4 for Switzerland), the 505 indicates the identification number of the interview, and the 1
digit the sex of the interviewees (1 for women and 2 for men, and 3 for men and women that were
interviewed together).

2.5. Data Analysis

The initial analysis revealed two categories of experiences in parents’ participation in the services
offered to their DHH child. This categorization work was done using the Nvivo data analysis
software [25]. All the material divided into categories was re-read to identify the nuclei of meaning
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that constituted the essence of the phenomenon studied. This task was performed in parallel by three
researchers. This step was meant to provide triangulation among researchers [17]. Particular attention
was paid to the elements that went against the main trend, the implication of parents as something
self-evident, to bring nuances to multiple spaces and forms of commitment. This approach helped
to avoid relying on a single point of view and instead addressed the diversity of parents’ forms of
engagement and the relationships they have with the actors who are involved with their children.

The question of access to services was addressed from several angles in the interviews and was
listed in various categories of the coding book, categories that were used to produce the analysis
presented in this article. The three main categories used to formulate our thinking about access
to services were: “Access to the available services”, “Access to the desired services”, and “Parents’
struggles to access services”. The analysis of the collected data produced interpretations of the obstacles
that were met by parents in their attempt to access services for their DHH children.

3. Results

In accordance with the final themes obtained during the analysis procedure of the information,
the results of this research are organized as follows: (1) Access to the available services, (2) Access to
the desired services, and (3) Parents’ struggles to access services.

3.1. Access to the Available Services

Gaining physical access to the services needed for the DHH children is a basic condition to
guarantee their healthy development and wellbeing. In that sense, two parents (4-411-2 and 12-513-1)
have highlighted to what extent it is important for them to have transport facilities (e.g., receiving
financial aid for a taxi service) as well as itinerant services that move close to the families that live
in rural areas. This is the case of participant 12-513-1, who has expressed her satisfaction when the
rehabilitation center started offering weekly its services in the village hospital. This relocation avoided
having to travel long distances to gain access to the required programs.

In spite of this, physical access to the services remains an enduring challenge for some parents.
For example, participants 4-409-1, 11-201a-2, and 12-514-1 have reported that all of the health
professionals they need to consult on a frequent basis (otorhinolaryngologist, audiologist, etc.) are
located far from their home. The following extract from participant 12-514-1’s interview illustrates
how the itinerance of the services can be helpful for families living in rural areas, but also, the several
challenges they still face to access the necessary services for their DHH children:

“We did not live in “the main city”, we lived in the north, 18 hours by car from “the main city”.
It is an isolated region. So, services are available, but further. ( . . . ) For the audiologist, it was at
45 min by car, it was ok, for the speech therapist it was ok too, she could move to our city and that was
great. For the otorhinolaryngologist, in theory, there was one 45 min away, but staff is continuously
changing, they did not have time to hire nobody else, nobody wanted to go to work there, so we left.
This was a real struggle, it happened often that it was necessary to go down to “the main city” by
plane to be told that it has too many otitis and then we were told “I cannot see anything, put some
drops and come back to see me”. We had both taken vacation for this and paid for the plane tickets.
(Participant 12-514-1)

The waiting time to receive the necessary services can also determine their accessibility.
For instance, some parents (11-208-3; 11-701-1) have stressed the importance of being provided timely
services that meet the needs of their child, especially when the services included health and literacy
early interventions. Nonetheless, several parents (11-201-a, 11-201-b2, 12-105-1, 12-106-1, 12-304-1,
12-514-1, and 12-516-2) have reported the long waiting lists that prevent them from receiving health,
rehabilitation, and educational support services. For participants 11-201-1 and 11-201-b-2, the delay is
due to the fact that in the Canadian province where they live, when a child who benefits from different
services (i.e., audiologic or speech therapy) starts school, these services are no longer managed by the
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health department, but rather by the department of education. This change in service providers has
caused long waiting lists that can go beyond a year and a reduction in available supports:

“When your children start school, there is almost nothing available because the waiting lists are so
long that your child may be seen once a year if you are lucky, whereas before he was 5 years old or
before going to school, there was an appointment almost every week at each service. That makes
a big “WOW!” when you arrive at school. And you ask... How is that possible that he cannot do
physiotherapy anymore? How is that that he can no longer do occupational therapy anymore? How
can he not do speech therapy anymore? (...) It makes you also angry because you see the progress your
child has made until now and then all of a sudden, boom! Everything stops and this is something that
needs to be fixed in my opinion.” (Participant 11-201a-2)

Finally, some of the parents interviewed, especially parents located in France, have reported
feeling abandoned by the service providers that were once responsible for the care of their DHH
children. According to the parents, this abandonment is due to a lack of enough monitoring that
could be crucial for an earlier diagnosis (2-706-1 and 2-707-1), the lack of support to help parents
make decisions during the first years after the deafness diagnosis (2-805-1), and the lack of educational
services even though they had been previously granted and planned with the school’s professionals to
facilitate the child’s inclusion in the mainstream class (2-804-1 and 2-805-1).

3.2. Access to the Desired Services

Sometimes, the parents who have participated in this study have struggled with the lack of
services they consider essential for the development and wellbeing of their DHH children. According
to participant 12-507-1, this was due to the way in which the health system establishes the criteria for
accessing services such as orthopedagogy. In that case, despite the request of the family, the fact that
their child had additional disabilities led to a prioritization of some supports over others. However,
for the participant 2-707-1, the problem was that hearing aids and ongoing support, funded by the
health system, were far from the quality expected, causing important impediments to the child’s
quality of hearing.

Another important problem faced by DHH children has been the lack of services that promote
their development in different areas of their lives. In this case, parents have reported a lack of
audiologists (11-701-1), specialized services for DHH children with cochlear implants (4-401b3), deaf
interpreters in ordinary schools (12-105-1 and 12-106-1), speech therapy (2-706-1), and necessary
educational adaptations and supports to guarantee the child’s participation and development on an
equal basis with his/her peers in mainstream schools (4-403b-1 and 2-711-2). In some cases, the lack of
the necessary services was attributed to an insufficient public investment in the services for the DHH
children, as participant 11-701-1 stated:

“There are not enough audiologists and resources for the current number of deaf children.
The government sometimes thinks that there are only a handful of deaf children and they do not
allocate the resources needed for current demand.” (Participant 11-701-1)

Finally, parents have reported difficulties in their selection of the professionals that can best meet
their child’s needs, even when the assigned professionals were deemed as not sufficiently competent
to help. This has been the case for participant 2-805-1 with the interpreter assigned by the school,
participant 12-1505-1 with the speech therapist working at their home, and participant 12-304-1 with
the surgeon in charge of her implanted child. As participant 12-304-1 pointed out:

“I feel frustrated and helpless. This is the limit of anger. Just not having the choice, I have to select
a surgeon for my daughter who knows only her ears, it’s frustrating. (...) He never spoke to her,
just for the cochlear implant when my daughter asked him ‘Will I hear the same if it does not work?’
There he was taken aback . . . ” (Participant 12-304-1)
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3.3. Parents’ Struggles to Access Services

According to the parents interviewed, the lack of physical access to the available services and
also the lack of services that fit the family and DHH children’s needs not only have had an important
impact on the development and wellbeing of their child, but also on the parents’ wellbeing. In that
sense, several parents have explained how the extent of their difficulties to access services have led
them to struggle to ensure their children’s rights are protected.

For instance, a few Canadian parents (12-110b-3, 12-106-1, 12-302-1, and 12-515-2) have reported
that the provision of available services and supports was not always offered to them immediately.
Instead, parents had to constantly ask what was available for their children. Participants 12-110b-3 and
12-302-1 complained about the fact that schools, despite having funds to cover the costs of different
supports that promote their DHH children’s inclusion, did not offer these, unless parents requested
and insisted:

“At the school where I sent my son, I really saw it was all about the money. A disabled child means
a more funding and more funding means they have more money in their pockets. They do not
necessarily have to give all the resources to the parent who is entitled, because if the parents do not
know about their rights, why would we give it to them? Seriously, I think there are a lot of schools
like that. (...) I know that we have the right to a support teacher. At one point, I talked to the teacher
and he said ‘yes, yes, it will be done’. OK. I asked my son ‘Who is your support teacher?’, ‘My
what?’, ‘The person who comes into the class’. He does not have anyone coming into the classroom.”
(Participant 12-302-1)

“She has the right to a phone. With the list of all that there is she only has the right to a phone and
headphones for TV. And I said well I want them. You tell me that I have the right I want them. But you
know I had to ask for the right to receive them because they were not offered to me.” (Participant
12-110b-3)

Sometimes, parents experienced long and exhausting struggles to receive the necessary services
that could support the development of their DHH child, as explained by participants 4-415-1, 11-701-1,
12-502-1, 12-505-2, 12-507-1, 12-516-2, 2-709-3, 2-804-1, and 2-708-3. For example, regarding the school
supports for the inclusion of DHH children, participants 4-415-1 and 2-804-1 had to write several letters
and make incalculable appeals to ensure their child’s right to receive an interpreter and a support
teacher in the mainstream classroom. In the case of participant 11-701-1, parents struggled on many
occasions with teachers that refused to wear the microphone for the FM system because they thought
that their daughter could hear them well enough. Other struggles were reported by parents who tried
to access rehabilitation and health services. For example, participant 12-516 lodged several complaints
to the complaints commissioner due to the loss of speech therapy services in the rehabilitation center
and no access to alternative arrangements for their child. It took eight months until their child could
benefit again from speech therapy.

Despite having achieved most of the times successful results after fighting for their child’s right,
a few parents confessed that they are always on the lookout for what might happen regarding the
service provision. As participant 12-505-2 remarked: “Battles start over and over again”.

4. Discussion

Under the CRPD provisions, DHH children have a right to quality care that meet their needs.
Parents play an essential role to ensure these rights are met. The purpose of this study was to investigate
the experience of Francophone parents from different countries in their search for appropriate care
for their DHH children. There is evidence that the CRPD provisions are not reached for many of
the Francophone participants in this study. Parents experience a lack of services and describe their
struggles for appropriate care for their DHH child.
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4.1. Bringing and Adapting the Services to the Rural Settings

Parents explain the different ways that they experience service inaccessibility for their DHH
child. In many cases, although services were available, they remained elusive for parents who lived in
remote areas. As research has shown [9,10], living in a rural or remote geographical locations limits
the access to social and health services and put families at risk. There are models of hearing-health
care for children who live with their families in remote areas where services are found to be cost
effective. For instance, Nguyen et al. [26] assessed a community-based mobile telemedicine service
that, in collaboration with the local health services and schools, aims to facilitate the early identification
and monitoring of Indigenous children from a rural area in Australia who are at risk of developing ear
disease. According to the authors, some of the benefits of this service include easy access to specialist
care in the local community and the reduced need for travel away from home. Even so, as Cohn and
Cason [27] pointed out, it is also necessary to note that telepractice requires digital skills, a challenge
for some individuals, especially if these technologies are not cognitively and sensorially accessible.

4.2. Reducing Wait Times for Assessment and Treatment

Yet, even when services were available in one’s location, parents report long waiting times to
access health, rehabilitation, and educational services for their child. This was particularly true for
parents from Canada and France. In an international survey of wait times for care, Canadians rank
among those who experience the longest wait times for access to health professionals [28]. The wait time
is particularly lengthy for access to specialists and many Canadians turn to the emergency department
for health challenges [28]. Benchmarks for wait time to assessment and treatment have been provided
by the Pan Canadian Alliance of Speech-Language Pathology and Audiology Organizations [29]
depending on the risk status category and the child’s age. In all cases, authors suggest that information
provided to patients about the duration of the wait and the fairness of the method of prioritizing
patients for service is an important factor in managing expectations and improving satisfaction.
These benchmarks should be considered as part of the CRPD provisions and accountability measures
for professionals would be desirable.

4.3. Moving Towards Integrated and Person-Centered Services

Lack of access to the desired services for their DHH children, such as audiology, deaf interpreters
in schools, speech therapy, or educational adaptations in mainstream schools, was a common feature
of the experience of parents. Parents further report a clear lack of essential services. This reality runs
counter to the CRPD provisions and shows that the rights of DHH children are not met for some of
these youth. The lack of integrated services that meet the different needs of DHH children at different
stages and areas of their lives is reported by parents. If these different needs are not met, DHH children
will lag in certain areas of growth and could ultimately experience segregation from their mainstream
peers. For instance, in a study conducted by Mellon and her colleagues [30], there are benefits for an
approach that features “developmental synchrony” (p. 224). In this approach, as the authors suggest,
educational programs provide a richer, more natural social environment and consistent exposure
to hearing peers who can model age-appropriate language and social development. All in all, this
particular strategy would require the health and educational systems to work in a collaborative and
person-centered manner. These qualities would ensure that the DHH children and their family receive
quality and appropriate care at each of the key stages of development.

4.4. Parents as Advocates of Their Children’s Rights

Parents in this study describe their experience with the system as a constant battle. Often, these
parents had to advocate on behalf of their DHH children to ensure that their needs are met. Although
very little research on stress of DHH parents has been conducted and the few studies that have
been provided mixed results [31], our findings have clearly shown that parents who face a health
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and educational system that is not responsive to the needs of their child, feel stressed, abandoned,
and helpless. Parents describe how they feel alone in their struggle before a very large, complex,
and rigid system. Naturally, the lack of resources and services represent important stressors that can
undermine the health and quality of life of parents and families with DHH children [32]. Our research
highlights that this is especially true for hearing parents that have to constantly struggle to ensure their
children’s rights. While advocating for the DHH child’s rights can be the source of frustration, for some
parents, it has been viewed as a positive experience [33]. In the study conducted by Szarkowsky
and Brice [33], parents of DHH children describe their advocacy work as empowering (p. 255): “It is
empowering being an advocate for your own child”. According to these authors, the participants
benefited from advocacy work in many ways, including gaining the opportunity to teach others about
deafness and developing a closer relationship with their child. These different ways of experience
advocacy work as a “battle” or as “empowering” need to be further explored to ensure that parents
are equipped with the tools they need to face situations when the CRPD provisions are clearly unmet.

4.5. Limitations and Avenues for Future Research

While this research has shed some light on the challenges that parents face in ensuring that their
DHH child receives quality care, it does contain some limitations. Firstly, this research was focused on
the experiences of hearing parents with DHH children, so the challenges faced by deaf parents were
not addressed in this study. According to this, further research focused on their experiences is needed
because, as Blume [34] pointed out, deaf parents also have to face important obstacles, such as giving
in, or not, to the use of the technology of cochlear implantation which can represent a critical threat to
the culture of the deaf community. Furthermore, knowing in-depth the experiences of deaf parents
can allow us not only to determine in what extend services and supports are accessible to them and
their DHH children, but also to obtain a more detailed view on how services and supports could be
improved to ensure all DHH children’s rights. Secondly, we did not include the features that would
significantly affect the parent’s experience, such as the age of the child, the family’s socioeconomic
status, or the gender differences in parent care, just to name a few. Taking into account the gender
differences in caring for a DHH child in further research could allow us to explore the possible
measures that could benefit the parents’ involvement in the services offered to their DHH child [35].
Nevertheless, it is noteworthy that despite the heterogeneity in our sample pool, parents were able
to report similar or recurrent accessibility challenges for care. Finally, our study did not investigate
the extent to which participants were familiar with the CRPD. Therefore, it is possible that for parents
who did not understand their child’s rights to appropriate care, experiences with unmet healthcare
needs were under-reported. Further research is needed to examine whether parents are well informed
of the provisions contained in the CRPD.

Parents are important champions for their DHH child. The CRPD is designed as a shield to protect
everyone who advocates for social participation of people with disability, as well as hearing parents in
their search for appropriate care for their DHH child. Our findings suggest that the CRPD provisions
are not always met and parents often bear much of the weight of the advocacy work. To further support
this role, workers from health, education, and social fields, and parents should be better informed of
the CRPD provisions. In fact, we suggest that accreditation for those establishments and professionals
could include whether the CRPD is met. Including benchmarks and accountability measures may
also help to ensure that the CRPD is respected. To guarantee its success, a truly participatory process
and a human rights approach that includes all the actors involved (hearing parents, deaf parents,
DHH children, the deaf community, professionals related to deafness, among others stakeholders) is
suggested [36]. In addition, research has already uncovered some benefits from the development of
models and practices for collaboration and partnership between parents and professionals that could
ensure that DHH children’s needs are met [14,37,38].
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