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ABSTRACT

The caregiver family plays an integral role in paimg the overall functioning of
the family unit. The six caregiver families in tisiidy were nuclear families in Manitoba
who are of hearing status and are raising a child aas special needs in communication.

Caregivers shared their parenting experiencesegdé¢larned about deafness, took
on new roles to meet the needs of their childrad,aarried out work to bridge the gaps
between the deaf child and social systems, sutieaschool, recreational, and medical
systems. The findings from this qualitative stubdgre how caregiver families moved
from knowing nothing about deafness to acquiringdedge and specialized skills on
deafness, and deaf-blindness, from their child’hlio school entry.

Several families described their struggles in atitegy resources for their deaf
children. Two families relocated to a city so thehild could attend a school for the deaf,
who teaches academic material using the Americgn ISanguage (ASL). Relocation
experiences were described as a grieving procesgegunired multiple adjustments in
their life. The families undertook extensive wookestablish a shared language in their
home so the child could access family life. Onecgyleage was established in the home,
caregivers further created social linkages betwkem child and social institutions
outside the home. Families also provided recomntendaon how hearing people could
support the child and his or her family, and ofteaglvice to caregivers and anyone else
new to deafness with their perspectives on howrstimaly address typical barriers that
they may encounter along the way. This study refietee Ecological perspective and
Empowerment theory and is discussed in the litezateview describing the caregiver
roles, work and approach to facilitate the intdgealinkages between their home,

extended family, friends, school, medical profesals, and hearing public.
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CHAPTER ONE — INTRODUCTION
Background

Hearing caregivers who discover that their childpscial needs deaf or special
needs deaf-blind are often overwhelmed if they hatehad any prior experience with
deafness or deaf-blindness. A hearing parent maily and, possibly, exclusively,
familiar with the use of oral communication skilldearing parents, however, quickly
learn that deafness requires accommodation ofdhmranication needs visually for the
deaf child. Further, for the deaf-blind child, cgixeers learn that communication occurs
by touch and smell to enable the child to recoghigeor her environment. As hearing
parents know very little about deafness, it cap ks very overwhelming to understand
how much new learning is required. These challecgase impacting for hearing
caregivers who do not have good sources of infaomaf hey must stop and figure out
how to parent a child who has appreciable needsnegpect to communication and
language development. These caregivers, as witdr otlregivers, must also maintain
household and family responsibilities and ensunerotamily needs are met.

After receiving a confirmed diagnosis of deafnésgring caregivers must deal
with their own internal affective states; but atngopoint, caregivers realize they need to
look beyond their grieved state and search formé&dion or resources that will help their
child. Refocusing and redirecting energy naturailyates a caregiver to shelve their own
needs and attend to the immediate needs of thigk. &s caregivers begin to train their
focus away from themselves and onto their chil@sds, they experience a learning
curve. Caregivers often stumble on the barriersat@encountered while attempting to

find out basic information from the very people gandfessionals who should be helping



them. In a matter of time, the caregiver has mdvau affective state, to new learning,
to encountering barriers associated with attaingsgurces for their child. In the process,
they learn more about deafness or deaf-blindnaashgamuch experiential knowledge.
Social workers who work to assist families, who raising a deaf or deaf-blind child,
may discover they could assist families attainnmfation about deafness, connecting the
family with services and supports, namely sign leage training opportunities. The role
of the social worker will likely be ecological irature, helping families connect with the
social systems within their local and regional leMaesources that may offer families
with information and needed support.

Some hearing caregivers encounter difficulties vm#dical professionals. For
example, caregivers are already in an anxious dtet¢o medical professionals who may
not be able to confirm their child’s deafness.dms cases, the diagnosis may be a
lengthy process that may involve testing and rarigsThe caregivers in this study are
diverse and have had a range of experiences. Mgesitis to provide caregivers with an
opportunity to voice their experiences of raisingeaf or deaf-blind child so that the
public and professionals who work with these fa@silmay gain a greater understanding
of the issues related to deafness and deaf-blisdcies if the situation should arise, know
how to offer support to such families.

Purpose of the study

Caregivers in this study shared their approachdeentheir family from a state of
not knowing how to respond to their child to a lewecompetence, of knowledge and
skills acquired over the years, leading the fartalgreater family functioning and well

established relationships. Caregivers have useddiecess within the home and



extended their effective communication outsidehbmne to extended family, friends and
others who are hearing. In this research | studegdgiver experiences, including
barriers, supports and successes to find out wadsabben most helpful to adapt to
deafness. Caregivers reported the success ofcthrinined approach of having
established language in their home first, as wetiraating linkages between their family
with various social systems in the community areduke of supports, as effective in
moving their family to adapt to deafness. Caregiverthis study also offer, through their
lessons learned, recommendations for positive ahang

This study sought the assistance ofManitoba School for the Deahd an
audiologist to help in the recruitment of caregsseho are raising a deaf child. The
researcher identified to the recruiters that stpayicipants needed to meet specific
criteria: the child had to be congenitally bornfdead of school age; place of residence
did not matter. The recruiters contacted severapigawhose child they thought fit the
hearing level criteria and background of congem&dfness. The recruiters solicited
caregivers to take part in the study by showingntla@ invitation letter that the
researcher had written to potential parents who weayt to participate. Interested
caregivers contacted the recruiters and providedext for the researcher to contact
them directly. The recruiter was given permissprovide the research investigator
with their contact information and the researclortacted the caregiver scheduling a
meeting time to interview them. Caregivers weresdsl sign consent forms to
participate in the interview. Prior to starting théerview process, a brief orientation was
held to explain that the interview is completelyurgary and may be stopped at any time

by the interviewee.



Six interviews took place at various locations witthe province of Manitoba.
Four interviews involved the mother only. In twadrviews, both the male and female
caregivers were present. The case study interwiesvs exploratory, but all caregivers
were asked a set of research questions to helptdr@iew process maintain a focus. The
researcher had no influence on how study partitgpanuld be selected geographically;
however, a good cross section unfolded. Two fasdiee currently living in a semi-rural
setting. Two families have always lived in an urlsatting. Two other families have
relocated. Formerly from northern rural communitibe latter had to make the difficult
decision to move from their well-established horammunity to an unfamiliar urban
community. This displacement presented complexcetion adjustments for these
families. The cross section of geographic reprediemt adds a richer blend to the data
that is presented as each caregiver family shegasaries and resolution of hardships.

This study enables caregivers to share their eapees of their experiences with
their child. Caregivers use extensive observatgpeeially when there was no
communication in the home, and when accessingrirdtion and resources caregivers
gained experiential knowledge with the outcometheir efforts. Most situations were
issues that were related to communication howekiere were also other situations in
which caregivers witnessed injustices and manyasoaisinterpretations of their child.
Caregivers assumed yet another role, to educatelanty both the child and others who
are hearing. Often times, this meant assumingdieeof a deaf interpreter, and realized
that the role of deaf interpreter often benefitdieaf child as well as the hearing person
which resulted in bridging a gap between the dbafl@nd others who are hearing.

The role of hearing caregivers is expanded fromdpeblely a parent into being a



teacher, therapist, and communication facilitatortheir child. Such expanded and
specialized roles that were assumed by caregivdpgth integrate their child into their
family into ecological layers within the communitcluding; school, programs, and
activities in a hearing community, as well as thadts teaching for personal safety and
preparation for independent living.

My thesis discusses other sections including tise study methodology that |
used. My findings chapter will include the themasd aub-themes that | identified in the
material presented by participant caregivers. Tena ochapter is composed of a
discussion that outlines how research findings suppr do not support, the existing
literature. My conclusion summarizes the research.

Research questions
The research questions are as follows:
a) What were some of the major experiences in haaisgd a deaf child up to this

point?

b) How have the caregiver families responded to tlegeficant events and

experiences and how did they turn out?

c) What was useful when others offered help and wizet mot so useful?

d) What recommendations do caregiver families offestteers who may be
interested in assisting them, such as helping psofes, the public, extended

family members, or a neighbour?

e) What implications do this study’s finding have &arvices and care for children

who are deaf or deaf-blind?



Definition of terms

a)

b)

d)

f)

Congenital deafnesseans the child has been born deaf and was migdical

diagnosed as such.

Acquired deafnessieans the child had some level of hearing aftéh biut, for
one reason or another, the hearing increasingbrideated so that the child is not

able to hear sound at a normal conversation level.

Caregiver familyis the entire nuclear family with whom the deaidlhves.
Although the mother is most often the primary careqg this term includes other
family members who also assist in meeting the neétise deaf child or deaf-

blind child.

Family means a two-parented family with a deaf child Wwhes with other

hearing siblings within the home.

Special needs an accommodation to the child in the area afrainication and
language for a deaf child and a deaf-blind childe Term special needs does not

equate with other physical health conditions.

American Sign Languader purposes of this studyg the language that caregivers
self declare as having learned through their peismaining, over a number of
years to learn and currently use. In most situatioaregivers refer to their newly
acquired language as sign language, when the faemalnology is the American

Sign Language (ASL). The acronynm ASL will be usethe thesis.
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g) Functional language leve$ a term used by caregiver participants in thigysto
indicate they have enough language to carry orse lsanversation with the
ability of the hearing caregiver and the deaf childbe able to understand one

another.

h) Increased competenceeans the caregiver family has moved from knowing
nothing about a subject, experience or learning, ¢pog through diligent work,
attains a level of skill and knowledge that is miéint to address a need. For
example, increased competence with ASL could mdamdy member having a
demonstrated capability to converse with a dedéichihere both have the

capacity to understand one another.

i) Role strainis defined by caregivers in this study as a sthteeminess that has

resulted from having performed their many roles aaggonsibilities.

Statistical profile: Manitoba children

Information on the number of deaf people residm{lanitoba could not be
located. However, an annual report frfanitoba Health(2005-2006) provides a
general idea on the number of people who receigedces for “hearing impaired.” The
term “hearing impairment” could encompass a rarfgeearing loss from mild, moderate,
to severe and profound levels of hearing loss. oAdiag to theManitoba Health
Statistics(2005-2006), the number of people who were heanmired in 2005-2006 is
outlined as:

* 1,058 pre-school (0-4 years)

* 1,701 School age (5-17 years old)

11



e 2,631 Adults (18+ years)
A national report, A Study of Deaf-Blind Demograghiand Services in Canada (2004)
indicates that there are 172 deaf-blind individweith “118 (70%) living in Winnipeg
and 50 (30%) living in rural Manitoba” (p. 123) ™eestatistics are not an accurate
reflection of the number of congenital deaf schexg#d children in Manitoba. However,
they provide a general idea that the number ofspteol children is considerably less
than adult cases. The number of school aged childrapproximately the same as pre-
school children.

In the chapter which follows, a literature revieszpresented in two sections.
Section One will discuss an overview of the litaratrelated to the differences between
the deaf and the hearing, common issues that asis@nmended ways to resolve this
gap, and areas of research that require furthearels exploration. Section two discusses

the ecological perspective and empowerment theadtlzeir relevance to deafness.
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CHAPTER TWO - LITERATURE REVIEW

Section One
Deafness as a Communication Issue

The literature describes deafness as a commumcdasae. Williams and Darbyshire
(1982) indicate that deaf children, compared taihgachildren, may require more time and
explanation when engaging in communication. Thiseisause a deaf child relies on their
visual abilities to receive information from arouti@m and it takes more time to translate
concepts visually compared to using quick oral wasith a hearing child. This involves extra
time devoted to parenting. For example, Calderal. €1.998) report from their study that
most caregivers interviewed spent a lot of timerasising issues and matters that are related to
deafness.

Communication breakdowns occur between the deahaadng because a deaf child
relies on a visual way and the hearing use orglage expressed through sound. This often
results in frustration or conflict between the daadl hearing (Maxon et al., 1991). In other
situations, the deaf child may be less responsideappear to be passive (Wedell-Monning &
Lumley, 1980). Research tells us that maternal comeoation behaviors, particularly those
that show sensitivity and ensure their child isagegl, can positively affect the quality of
parent-child communication (Meadow-Orlans & Spent806). More recent research also
demonstrates that maternal communication behamassappear more dominant but can be
appropriate for the child, and hearing mothers nedzk reminded to consistently use a visual
communication with her deaf child (Koester &Lahtatger, 2010).

Hearing parents consider the communication diffiealbetween themselves and their

child to be a significant issue (Lederberg & Golina2002; Hintermair, 2006). Lederberg &
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Golbach, (2002) found parents did not attributértbieess to their child being difficult to
parent but rather attributed it to the overall disgaction with their lives. Hintermair (2006)
finds that there is less parenting stress whenld isi‘communicatively competent” (p. 508),
implicating that family relationships are less traing when they have the ability to
understand one another more.

Munoz-Baell and Ruiz (2000) indicate the communacabarrier between the deaf and
hearing continues to be the greatest concern tdehEbecause access to information of the
world is not readily accessible. They recommend i@ hearing should not focus on deafness
as “being disabled” (p.40) but, rather on the acomalations that need to be made so that the
deaf can actively participate in a hearing world.

When the child is both deaf and blind, the commaiton gap between the hearing
caregiver and the child is even more dramatic.tkedeaf-blind child, the caregiver and home
environment are the primary sources of communinatervioed et al. (2006) define deaf-
blindness as the condition of an individual who &a®mbination of both deafness and
blindness with “severe educational needs” (p. 33lte et al (2006) states a caregiver
communicates to a great extent by observing héd’slehavior, reactions, vocalizations and
body movements, and the caregiver responding teuasts in which her child has reacted.
This type of communication occurs between the hgasaregiver and her child as well as
having the child use touch to associate the measfiag object to an event (p. 331).

Research tells us that it is common for hearinggaers to have difficulty to
communicate with their child unless they intentibnmake the effort to close the
communication gap between themselves and theirdtglaf This same communication gap

becomes apparent in other social settings thadehéchild encounters, such as school and out
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in the hearing community. Vandell & George (19843mined the social interactions between
deaf children and hearing children in a schoolrsgtind found that it is the deaf child who
initiates communication and persists in communmngawith other hearing children but the
hearing children do not reciprocate, making the momication exchange one-sided. Charlson,
Strong & Gold (1992) found that deaf students wieserthe most adjusted were those who
attended a school for the deaf. This is becaussdheol for the deaf uses ASL, which
provides all attending students with a common lagguand eliminates communication
difficulties often experienced in a hearing envirant.

There are other reasons why gaps exist in variotialssettings, such as at the public
school where the deaf child may be enrolled. Er{ii885) indicates it is the responsibility of a
public school to deliver educational material tod&nts in their school system. The difficulty
is that when a deaf child attends a public schoal lhearing community learning material is
delivered in oral language that a deaf child hasypbmastered, creating a barrier in learning
the material. Educators who are hearing forgetahdgaf child should receive information in a
visual way, including learning educational matetibugh their visual senses not primarily
through oral language. Komesaroff and McLean (20@&)gnizing this difference
recommend that the public school system needsoige a deaf person with a means,
language and/or deaf interpretation, so that thay umderstand and participate fully within
the school they are attending.

The reliance on the visual tells us there are accodations to be made for the deaf in
our hearing society. Munoz-Baell- Ruiz (2004) ste=ssthe importance of removing the
communication barrier between the deaf and heaaisithe deaf often encounter situations in

which members of the hearing society are not resgero them.
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Recommend improved communication

Some research focuses on the need to developygoatitmunication between parent
and child as their quality of communication wilfexdt their child’s development (Erting 1985;
Carver & Rodda, 1978; Ritter-Brinton & Stewart, 299Research demonstrates that maternal-
deaf interactions are often one-sided and thatdih@munication between a parent and child
needs to be more effective (Plaginger & Kretschrh@91; Ritter- Britton & Stewart 1992;
Bodner-Johnson, 1991). Meadow-Orlans (1996) inéeved dyad groups that included:
hearing parent-deaf child dyads, hearing parentiigahild dyads. They found that those
who had the same hearing status could communicgtewth one another. The deaf parent-
deaf child dyad could also communicate well. Howekiearing parent-deaf child dyads had
difficulty communicating in terms of coordinatinigetir conversation.

Research has focused on the communication betweeattetaf child and caregiver and
has recommended how communication may be impr@®&ediner-Johnson (1991) stresses the
importance of having hearing families pay attentmmon-verbal communications such as
facial expressions and the subtle messages conbgyadeaf child, as well as encouraging a
deaf child to participate in family conversatio@hers recommend that both conversation
partners need to watch specific communication ratgzrocesses between them, ensuring that
synchronicity of timing and turn-taking is includadd engages both partners (Cates & Shontz,
1990; Musselman & Churchill, 1991; Plaginger & kKatimer, 1991; Ritter-Britton & Stewart,
1992). Others have offered other suggestions, asc¢bllowing the child’s lead in language
development (Carver & Rodda, 1978) or learning ftbtencommunication behaviors used by
deaf mothers who relate to their children (Waxmiaal.e 1996). Families are encouraged to

have their deaf child observe social encountensdxt hearing people in social settings
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(Kretschmer & Kretschmer, 1979), indicating thatlsobservations will provide a deaf child
with social knowledge that could contribute to tHature language development.

Research has not yet captured the approaches dhddaehat hearing caregiver families
use to facilitate relationships between their déwifd and others who are in the hearing
community. This may include an investigation ofegaver family work that is done to
establish effective communication within their hgraed once accomplished, is the facilitation
of communication between the deaf child and otbatside their home, forming relationships
with extended family, neighbors, and hearing public
Situation of the Caregiver
Caregiver families

Initially, caregivers are in a difficult positiorf baving little or no prior knowledge of
deafness or deaf-blindness (Meadows & Schlesiigai2; Williams & Darbyshire, 1982;
Jackson, Wegner & Turnbull, 2010). Janssen, Rigairaven, and Van Dijk, (2003) found
that there is much to be learned in acquiring rthes are related to deafness and that are
unknown to them, and responding through trial amare

Two concerns related to caregiver responsibilisebe need for information and
guidance during a period when parents do not knmw to connect with their child (Erting,
1985;Bailes, Erting, Erting & Thumann-Prezioso, 2009)efd (1989) states that 90% of deaf
children have hearing parents, while Mitchell aratt¢himer’s (2004) analysis of an annual
survey conducted by the Gallaudet Research Instituthe United States suggests that this
percentage is even higher. The implication is thast hearing parents will have had no
previous experience with deafness.

Parental perception of barriers

17



As caregiver families move in to their new roldseyt discover other types of barriers.
There has been little Canadian research compaunagjand urban residence as a factor in
deafness as experienced by hearing caregiver &ambiowever, two Canadian studies address
barriers experienced by some families. Williams Bradbyshire (1982) identified themes
expressed by Canadian caregiver families: a ladepfices; need for information; need for
guidance on how to assist their child; counselungp®rt; the provision of training required
regarding hearing impairment; a greater recognibibtineir expert role as parents of a deaf
child; and a concern with the shortage of professi®such as audiologists (p. 29). McKellin
(1995) stated that access to services for confgrdeafness is a problem especially for those
living in rural communities where there are lesswomunication options.

Jackson, Traub, and Turnbull (2008) recently exaschiparental experiences and
identified them as themes and also made recommendahat their themes could be useful
for developing early intervention programs. In aseguent study, Jackson, Wegner and
Turnbull (2010) interviewed families of 207 childresho were receiving services from
agencies in 42 states in the US and the followegnes were identified: need information on
deafness; experienced positive early interventia, difficulty accessing educational
programs; needed to access financial support; feeetiditional family supports and social
networks; greater awareness by the hearing comynonithe impact of deafness on family
life; and had concerns about a lack of communitjusion. Such research shows families lack
many supports.

Jackson, Wegner and Turnbull (2010) in their liter@ review provided the following
recommendations; programs are needed to build yasapacity, socio-emotional supports are

needed to help families deal with stressors (supgpoups; deaf role models; mentoring; social
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network support), professionals need to be morsien to time and skills required for home
interventions, service options to be explored, [@ion of respite, assistance accessing
financial assistance and other resources for thehpse of assistive devices for their children.
(p. 204).

McKellin (1995) states that, although an urbanisgttnay offer a number of
communication approaches, these approaches mappeér to be very organized, thus
creating more confusion and stress for parentsdrend (p. 1475). Kampfe (1989) reports that
when services are available in Canada, the quadities or it is questionable whether the
program fully meets the specialized needs of tte¢ daild (p. 257). This has implications for
medical confirmation of a child’s level of heariloss.

According to Sipal, and Bayhan (2010), service$urkey are provided through the
collaborative work of a parent-professional teaat th connected to legislation. They stress
the importance of having clear role distinctiontbeir parent-professional team as this team
determines how services will be designed for oth@tker research has offered parents’
perception of barriers as a way of determining whakeeded for services. Williams and
Darbyshire (1982) interviewed 25 Canadian famitessulting in the following themes: their
child’s diagnosis; reactions to deafness; implarafior family relationships and education; and
lack of parent and professional support. They ptsvided recommendations: to increase
service distribution; promote professionals’ reatign of the parent’s role as a valuable
contributor; improve coordination of services anbrmation; provide training; and encourage
professionals to work more collaboratively withegivers.

There is very little research written about caregivin Canada, especially those living in

rural communities, who experience difficulties stassing services and resources. Rural

19



families are reported as having limited accessaognams and not many follow-up services
offered to them. Martineau et al (2001) found asdesservices to be an issue, with families
generally receiving services by the time their@lsl between two and three years old and
speech therapy being the most common type of ieteion. Another aspect related to services
is pointed out by McKellin (1995), who states thategiver families have difficulty accessing
programs and, if they are available, their childesierally grouped with other children with
disabilities that may not be deaf specific, makingjfficult to meet the unique situation of the
deaf child. This is comparable to Bowen and Fe(&£D3) in Colorado who addressed issues
for rural students who are deaf, hard of hearifigdband visually impaired, including the
shortage of trained personnel in rural areas, agently called for changes in service delivery
models and a need for additional resources.

Another concern is the situation for families whavé to relocate so they may access
necessary resources for their deaf child. McK€i#95) and Williams and Darbyshire (1982)
indicate that, due to the lack of adequate serviitesral communities, families are faced with
the decision to relocate to urban cities seekiegsfhecialized programs their child needs.
Calderon et al. (1998) report that caregivers @irtetudy had also been forced to relocate their
families. In some situations, it is the deaf childo has had to move away from their family to
attend a distant school for the deaf, thus expeingngrief as they separate from their family.
Kampfe (1989) agrees that relocation can be edpediaruptive to the family.

The literature supports the need for more resatattfocuses on the deaf child, his or
her family, as well as parental involvement (Beoeé&i Sass-Lehrer, 2007; Ingber & Dromi,
2009; Jackson & Turner, 2004; Young et al., 2085ich research on family experiences could

provide insight on what caregivers are doing toecofth the limited resources around them, or
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problem solve the difficult life situations theyeagzurrently experiencing.

Although some research points to the need to ifyethie type of supports, deaf related
services and resources that families could usereTdygpears to be a gap in the literature that
does not acknowledge the extensive need for ressuegjuired by families who are raising a
deaf child especially those living in rural commiies in Canada.

Caregiver roles

Much of the literature that was accessed outlihegales that are assumed by caregivers
as they attempt to address issues related to desafimet the literature does not describe the
process and outcomes that are involved in manyeo€éaregiver roles. Research has
acknowledged that it takes a considerable amoutinefto become accustomed to the roles
required in caring for a deaf child (Calderon, Bargs, & Sidman, 1998; McKellin, 1995;
Moeller, 2000; Williams & Darbyshire, 1982). Morg&edshaw, Wilgosh, and Bibby (1989)
identified the many roles that caregivers perfdont,also acknowledge the importance of
asking ‘how’ caregivers may access the appropregeurces they need for their child and
their families.

Some research has captured the work that caregivevile to their child. Keilty and
Galvin (2006) found that families created their ostrategies to organize their family lives
within their home, and urge those who are providgiagy intervention “not to replace what
families are already doing” (p. 219), but to prarglpports that will enhance the family’s
strengths. In their study, caregivers are actiilplved in their child’s learning, developing
their own strategies that are responsive to theid’'s needs, setting goals and plans that
facilitate their child’s learning. Using this naélifprocess’ approach, parents assist their child,

for example, the child completes one learning @gtadapting and mastering it and then
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moving onto another, enabling their child to becanoeeasingly competent, celebrating an
adaptation to each lesson each time. They dedoowecaregivers have combined their own
abilities and a variety of supports and resourgesssist them in facilitating their child’s
learning. In contrast, Meadow and Spencer (19%¢ she roles that caregivers acquire are not
natural when it comes to learning how to parenea dhild. Caregivers who are raising a deaf
child did not merely follow their intuition but werequired to add new skills to their parenting
role which includes learning to cue in to and rdear child’s non-verbal behaviors.

Jackson and Turner (2004) in their literature nevigentified issues that are common to
families such as: accessing services and heal#) oat realizing that hearing families may not
always have access to deaf resources; and fareXf@sriencing increased time demands as
they attempt to accommodate the needs of theid e¥ithin the family. Desjardin (2006)
highlighted the influence of parental self-efficamyd involvement on children’s spoken
language development, and stressed the value lgfie@rvention programs that capitalize on
these strengths while, at the same time, alsorsgtoifurther empower caregivers and
increase their sense of self-efficacy.

There is very little literature that provides a fgnperspective on raising a child with
special communication needs. Caregiver perspeciirgeeaeeded so that services or early
intervention can be designed based on the needm@giver families who struggle with the
many areas of need within their nuclear familyadsrg time to establish relationships to
others who may assist them.

Intervention
Early intervention focused on language development

Early intervention is described in the literatuneseveral ways. One way of describing
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early intervention is in terms of the process regpiwith the child’s diagnosis and the child’s
need for language. The literature emphasizes afoeedrly diagnosis because the earlier the
diagnosis, the earlier the child can receive comoation services and begin critical language
development. Moeller (2000) stresses the needafidy enrolment of a deaf child in children’s
programs to help facilitate development of languagen and Lyon (1982) state that a late
diagnosis is a concern for most families becaudald must have hearing loss confirmed
before they can be provided with the needed langurgigrvention. Yoshinaga-Iltano, Sedey,
Coulter and Mehl (1998)onfirm that it is critical for infants to have théearing loss
diagnosed prior to six months of age, as any deflalyagnosis has implications for timely
intervention and onset of language developmena fdeaf child. They also confirm that having
a diagnosis alone is not useful if early interventiloes not follow soon after the confirmed
level of hearing loss.

An intervention checklist is provided by JohnsoiN&wman& Danhauer and Williams
(2011), who state that, despite almost universaben hearing screening, half of the
newborns with positive screens are lost to follquy-his means that there may be no further
diagnosis or intervention for some children witlaiheg loss until they enter the school system
without language skills. Moeller (2000pnfirms thadeaf children, who are unable to access
information within a hearing environment, such gmiblic school are unable to connect or
understand the hearing. Muma and Perigoe (2010)trémt deaf children are more likely to
follow typical developmental sequences of learminity early identification of hearing loss
and family-centered intervention from infancy. Maland Wilbur (2010) also claim there is a
relationship between linguistic proficiency (insegl or spoken language) and time of

language acquisition, thus underlining the benefitsarly language exposure. These

23



researchers are consistent in their message tlestfachild needs language intervention as
young as possible.

Deafness affects many aspects of family life wdfuatment being a difficult process.
Meadow-Orlans (1994) showed that early diagnogiksediective intervention contributed to
less stress for the family. Meadow-Orlans and $tig (1993) found a strong relationship
between maternal communication behaviors with ttheaf child and the social supports that
mothers have. They recommend that early intervergiofessionals should assess family
supports as part of the intervention planning i family. Although much research stressed
the importance of family focused services, Martineaal (2000) discusses that some early
intervention programs are stihild-centered and are not adapted fordbaf
Contextualizing early intervention

One suggestion to address the needs of the deafgtiop is that professionals need to
contextualize the deaf experience, becoming kesnbre of the obstacles that are encountered
by the deaf child and caregivers. Munoz-Baell anzR2000) state it is critical that deafness
not be viewed as a pathology but, rather, as aapesz need for communication that requires
accommodation in our hearing society. They alsesstthe importance of professionals
focusing on understanding deafness, deaf speeaifioffs, deaf culture, as opposed to referring
to the medical aspects of deafness. There is ateea for the deaf to know how to navigate
the health system (p. 44).

Some literature acknowledges a gap between paaadtprofessionals. Law, Plunkett,
Taylor and Gunning (2009) report tensions betweses and staff who delivered a program.
They indicate that the characteristics of a suéaepsogram includes: knowing the families

well; factoring in time to receive training aselates to a family oriented approach;
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recognizing the barriers encountered by those dittigrthe program; and have staff possess the
skills needed to deliver a family oriented prograrhey see the benefit of combining clinical
intervention and the social context of familiesaaseffective intervention for families.
Meadow-Orlans and Sass-Lehrer (1996) concurs wyetkat early intervention must proceed
from the context of families that are raising afd#ald. In other situations, professionals can
be in uncertain. Ritter-Brinton and Stewart (19@2)icates that the challenge for professionals
is to design services that are molded to the conmeation needs of the family.

To summarize, researchers see the value of codaiberparent-professional teams, as
combining the knowledge and skills of both. Caregiexpertise needs to be reflected in the
literature to describe the caregiver strategied,ubeir use of supports and reported outcomes.
Intervention: family — child communication

Researchers recognize that deaf children destertnect with their family members,
and tend to use their behavior, emotions, bodydagg, and non-verbal means to connect with
those around them. The literature has also diseovirat parental stress has an influence on
the child’s development (Hinterman, 2006) and gfaatntal stress increases with the evolving
stressors of raising a deaf child over time (MemBerr, Lim, Choo, Buyniski & Wiley,

2008).

Much research points to the family’s responsibildyencourage their child to participate
in family discussions (Desselle & Pearlmutter, 19&fich results in the deaf child being able
to access family life (Bodner-Johnson, 1991). $teig and Davila (1997) found some
families were learning ASL from their deaf chiltlid recommended that parents be more
attentive to these nonverbal cues so that commumncbetween the parent and child is more

effective, and the child is also engaged with ttteraction (Bodner-Johnson, 1991; Morgan-
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Redshaw, Wilgosh & Bibby, 1989; Musselman & Chultchi991). Buzolich and Wieman
(1988) also state the importance of ensuring teat-tiearing conversations are timed so that
the parent-child conversation is synchronized astth the deaf child and parent are
participating equally.

Studies show that caregivers have made the attentpidge the deaf-hearing
communication gap with their deaf child, but thatkes time to adjust their communication
behaviors according to the way their child willdregaging with them (Waxman, Spencer &
Poisson, 1996). Parents with a high level of skiASL can impact their child in a positive
way by enhancing the child’s self-esteem, resulitnignproved language development and
reading skills (Meadow-Orlans & Steinberg, 1993)chialso helps form closer relationships
(Leigh & Stinson, 1991). In contrast, parents whawédlimited knowledge of ASL will have
deaf children who present with lower self-esteewh language skills (Desselle & Pearlmutter,
1997).

Researchers show that parental involvement casdengal as part of the intervention
process. Morgan-Redshaw et al. (1989) stated manead to be involved with the school in
their child’s educational planning, and there acern that parents have no decision-making
rights with regards to school curriculum conternth&s see the role of the parent a little
differently. Meadow-Orlans and Sass-Lehrer (19%&lesl that, if they are to be partners, this
means the role of the family is to become advodatetheir children. More research is needed
to clarify the role of caregivers as well as thke f professionals who are assisting them and
define their shared partnership to one another.

Intervention - family level

Jackson, Traub and Turnbull (2008) acknowledgedbkatness impacts many aspects of
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the lives of families and, therefore, interventishsuld be designed to focus on the overall
well being of families as identified in their studsnpact of deafness on family leisure time;
impact of deafness on child who is deaf; suppattises; and worries about the future (p. 96).
Brown and Bakar (2006) interviewed 21 families wirere involved with an auditory-oral
intervention program and identified themes: fanstynmunication; capacity to support family
members; provision of a nurturing environment; camioating about the child; socializing
the child outside the home; family’s level of cal@nce; family’s capacity to be independent;
and competence to make decisions. These themes @igol be used as an assessment tool for
other families who are raising a deaf child. Rese@wow needs to focus on family
perspectives. Having a family perspective couldegate, not only understanding of issues, but
also point to possible solutions to some of thalihmg issues described in the literature.
Intervention based on family perception of need

To gain the perspective of families some reseaashnhoved toward asking caregivers
for their input. Law, Plunkett, Taylor and Gunni(&p09) recommend that program planning
of parenting programs require input from the paseas well as a need for greater coordination
of information between agencies. They stress tiprtance of having a consistent flow of
communication between professionals and parentsusmts may access information about
supports that they need. Having a clinical intetenand parent-family involvement could
also help develop local policy that provides progmang for parents. Benedict and Sass-
Lehrer (2007) recommend that intervention can bstraffective when professionals approach
the deaf by seeking a good understanding abouteakperiences. They may also consider
utilizing deaf adults as a resource to help bridgeinderstanding between the deaf and

hearing. They indicate that such collaborationssaceessful because the deaf are viewed in
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terms of their strengths and abilities.

To understand a family perception of family needsearchers have interviewed families
and gathered data that reflects some common cadegber and Dromi (2009) interviewed
families to gain a better understanding of caragexperiences, providing recommendations
for improved intervention programs. They found tpatental needs included; the need to
identify resources; collaboration between parents@ofessionals; parents should be
consulted when designing the intervention prograna professionals should not criticize
parents.

Young et al. (2005) in their research in the Uni&dgdom, consulted with parents and
professionals, and some of themes include: infdonas crucial for families; not all
communication options are available in one’s Idga it is erroneous to assume that
caregivers have access to such communication aptiamilies encounter barriers (related to
deafness and others that are not related to defipesents vary in their confidence and skills;
is a disconnect between parents and professianalsed to implement different approaches as
family needs are not all the same; decision makengjlies should not be grouped with others;
acknowledge parents as experts; professionalstoaegdpect and empower parents; a concern
with poor resources (shortage of specialized stafffessionals may promote the resources
affiliated with their own discipline (pp. 262-266).

Research about families has evolved in two wayst,FSome information about family
outcomes is generated by researchers who evaluaarky intervention program that involve
a deaf child and his or her family (Greenberg, 3988cond, researchers have begun to
develop assessment tools whereby families carasséiss themselves to assist them address

their specific family circumstances. Poston e{2003) interviewed families and they
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identified key domains or theme areas that are comtyrencountered by families. Families
may use these domains to self assess themselvdseludould also be useful for professionals
who work with families. Brown and Bakar (2006) reaoend that early intervention
professionals ought to be considering the needsfaiily on a case by case basis, as families
present with their own practices, history, neettengiths, and priorities.

Current research is beginning to take greater aatidamily functioning as an area
needing further study and exploration. Ritter-Bymand Stewart (1992) recommend family-
centered service delivery systems as the direétiofuture research. Muma and Perigoe
(2010) underline the value of this move towardsifprentered service as well as the
importance of ‘social-based’ interventions, begngwvithin the culture and context of the
family and moving into larger social systems.

Macro-level Intervention

Some research indicates if the needs of the deabdre addressed some consideration
needs to be given at the legislation level thahaekedges and takes responsibility for
removing the barriers that are encountered by ¢aé. dlunoz-Baell (2000) mentioned five
strategies: improving legislation to address comigation barriers that the deaf encounter in a
hearing society; providing information to the ddatusing on accommodation of the deaf
rather than viewing deafness as a pathology; impgo&ccess in medical health care settings
with visual means; improving doctor-patient relaships.

Adaptation

Research describes adaptation in various waysecEht¢rature describes adjusted

families as possessing characteristics that enhbia to enter the community and express

openness about deafness in the community (Lutert®8). Seabrook and Rodda (1991)
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state that factors such as personality traits @frdividuals and families involved, status of
marital relationships, and degree of supports angesfactors that determine the length of time
it could take to adapt to deafness. Recognizingftimilies are heterogeneous (Allen & Allen,
1979) makes it difficult for researchers to malendtard predictions of adjustment. Kampfe
(1989) states that the magnitude of stressorsnditate how ‘disruptive’ deafness can be up
on a family.

Researchers provide recommendations for assisliésmm coping with the impact of
deafness upon the family. For example, Kampfe (18&8es early support is needed once the
family has received a confirmed diagnosis of desgn&lintermair (2006) interviewed a large
sample of parents and found a relationship betyweaeental stress and the availability of
resources, concluding that stress was lower whesngahad access to personal and social
resources and providing resources to families shbela part of early intervention that can
help move the parent and family to a more empowstat@. In their literature review, Jackson
and Turnbull (2004) write about the positive betsedif social networks that caregivers and
deaf children may use.

McKellin (1995) describes families as having a ldag career with deafness in the
family which results in a change in their identipr example, this is because families become
accustomed to participating in meetings, prograsulsools, professionals and, in some
situations, connecting with other families who walso raising a deaf child. At home they
develop family routines that emphasize visual comication follow, schedules and social
networks around deafness, experienced as an acagatioroto the deaf child in the family.
According to McKellin (1995) their changed identdfya “family of a deaf child” gives

indication they may have adjusted to deafness.
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Past research wrote about the adjustment of dddfrelsulting with findings that the
deaf child was lacking in some way; for exampladsds reflected the view that the deaf child
does not fully understand a social interaction @wad this may contribute to continued and
failed communication between the deaf and heahayg¢chark, 1993). Over time, research
has taken a new direction, focusing not only ondiaf child, but on the involvement of the
parents and the entire nuclear family. Adaptatieréfore occurs when both the parents and
the deaf child have learned to navigate and comoatmicompetently between and connected
to the deaf and the hearing worlds (Desselle & [Redter, 1997).

Adaptation to deafness could also implicate ansadjant to parenting roles, including
parents who are new to raising a child with spempahmunication needs. Initially, such an
experience could appear to be overwhelming. WilkR®)5) explored the supportive or
inhibiting factors that impact first time motherstheir adjustment to motherhood. This study
found that mothers initially experienced a challeivgcause of the “newness” of their situation
but, over a span of time and with supports, inadhsir knowledge and skill sets, which
helped them to adapt to the role of parenthoodewike, my present study aims to illustrate
that caregiver families, who were initially newdeafness and who have acquired information,
gained experiential knowledge by learning life tessthat has lead them to an empowered
state and adjustment to their role as a parendegé child.

A considerable amount of research also recognimgiie availability of resources is a
large contributing factor affecting the adjustmentleafness. Some supports are formal
supports as in services and there are also infosaports that provide social and emotional
care to the family. Research discusses formal stgps: neonatal screening (Lyons & Lyons,

1982); extended family supports (Seabrook & Rod®8)); programs that are responsive to
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family needs and the uniqueness of deafness (Cé&riRardda, 1987; Munoz-Baell & Ruiz,
2000); other parents of a deaf child (Kampfe, 198%8chers who encourage positive and
realistic expectations of their child (Seabrook &lga, 1991); deaf adults who are
experienced with deaf issues (Seabrook & Roddal)12&d pediatricians to consult with
professionals to ensure follow-up services are igex/(Cherow, Dickman, & Epstein, 1999).
Informal supports are described as social in natCiherow, Dickman, and Epstein (1999)
recommended that families should receive emotisapports: informational supports, sign
videos, resource professionals, encouraging pateriddlow their child’s lead, and building
links with the deaf community.

Although informal and formal supports are descrilvethe literature, the reality is that
some Canadian families have difficulty accessingises, resources and support (Mckellin,
1995). Asberg, Vogel and Bowers (2008) found tlameptal perception of social support and
their receipt of social supports were not alwagssame, and suggest that the ‘perception of
‘social supports and their ‘use of ‘a social supparre distinct constructs. They recommend
that caregivers clarify their meaning of supports.

Section Two - Theoretical Relevance

This section will discuss how my study draws upothidthe empowerment theory and
the ecological perspective to relate the careg@xeeriences to a theoretical perspective.
Empowerment Theory

Perkins and Zimmerman (1995) referetmpowerment theos the connection between
a “person’s strengths, competencies, natural hglpystems and proactive behaviors” (p. 569).
This theoretical construct views setbacks as sthsifpat will contribute toward a positive

outcome. Empowerment theory promotes the use aicpixe behaviors to produce a positive
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outcome from a negative situation and looks at ppotitesses and outcomes as a way that
individuals and groups become empowered. As iteslto deafness, Meadow-Orlans and
Sass-Lehrer (1995) state that the recent focuamiiyf comes from the empowerment theory
and that there is a belief that families can bevelstinvolved and make their own choices.
Earlier literature states that a combination ofegkpe by the parent as well as expertise of an
interventionist could be beneficial in supportingaaiegiver family who is raising a child with
special communication needs.

My study looked at the caregiver experiences tentified specific processes and
outcomes that led them to a state of competenceepsig specialized knowledge and skills in
deafness and deaf-blindness in the family. Empowatritheory has application in this study
because participating caregivers have overcome rause€hallenges and barriers and have
learned how to effectively parent and meet the s@édheir deaf child. This theory is relevant
because the roles that the caregiver acquiredxéeasve and complex. The caregiver family
has undertaken extensive work using themselvegxample, as they model their own social
encounters with hearing people and their deaf dulels the same. The result is the child has
now made a social connection with others in a hgazommunity. Other roles such as
advocating for their child formed and linked redauships with programs, contacts, agencies,
professionals. In some situations, being in putdic be challenging when, on some occasions,
a hearing society is not responsive to the dedd emd the caregiver assumes an role to
educate hearing people.

This study describes how families have moved frawirflg no communication within the
home to a state of good functioning through theafssfective communication within the

home and then continuing to promote reciprocatiaiahips outside of the family, including
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extended family, and others in the larger hearmmmunity. This study also showed a
comparative difference when caregivers knew nothmrtfe beginning and over the years,
from the birth of their child to school age, caxegs have increased their skill and knowledge
to a point of confidence that “they have overconastnof the obstacles now”.
Ecological theory

The ecological framework takes into consideratlmdomplex interactions involved as
caregivers assist their child, their family, exteddamily and others who are hearing to
understand the gap between the deaf and heariegn€&1(1983) defines the ecological
perspective, as it relates to the field of sociatky as the “complex transactions between
people and their environments” (p. 199). It is lobse the premise that there is a relationship
between people and their environment, which maludepositive or negative influencers, and
the manner in which people adapt to their enviramndepends on how effectively the
environment is meeting their needs. For examplendalance of the person-environment may
be created by the lack of essential resourcesdtsop needs, contributing to their stress and
adjustment to deafness.
Deafness is complex

Earlier research has described deafness withimgexpof the affective stress that are
commonly experienced by caregiver families. Thestde stages of emotionally draining
events from a family’s first suspicion of deafnéss confirmed diagnosis and post-diagnosis,
when they are learning to deal with the deafnessadw, 1968). Other researchers have
described that deafness impacts at different letledsindividual, family, and community.
These levels may also take into account sociabfacsuch as life stressors, issues that are deaf

specific, and social status indicators like agedge, family income, family and parental
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characteristics (Greenberg, Lengua, & Calderon719Iso Harvey and Dym (1987) describe
deafness in terms of dimensions “biological, psyotical, family, professional, informal
network, cultural and political dimensions” havirggationships and inter-connectedness to
various social institutions that could offer thenfly information and resource support (pp. 54-
57). Research has begun to write about the fulligafpons of deafness taking into
consideration all its social complexity.

The literature describes deafness as an emotiotiffilgult process and is now also
looking at the experiences by families. An ecolagoontext embeds a caregiver family within
and around many social systems and also takesamigideration the various dimensions of
deafness. Social systems include extended fantihgds, neighbours, medical community
and other professionals, and the hearing publie. &dregiver family and child are influenced
by them, as well, caregiver families exercise thdiuence to these social systems, including
professionals, the neighborhood, school, and tlgetdhearing community. For the parent,
their encounter could involve discussing and adimgdor the needs of their child. For the
deaf child, their encounter is usually relatednt® tcommunication differences or conflicts
between themselves and the hearing. The relatiprmhiding and interaction with such social
systems is a steady process that requires congtenand attention.

Part of the relevance of the ecological framewsrthat it allows one to look at the
various ‘layers’ involved in assisting caregivemiies. Helping professions need to recognize
that families are diverse and they need to undadstae many levels of experience they
encounter. These layers could include the caretpwet; the family level; the professional
level, comprised of various disciplines and pobeyd legislation levels.

Families in an ecological environment
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Knight and Swanwick (1999) indicate there is a tmy for parents to be protective of
their child anticipating that their child may exg@ece communication barriers in the hearing
community, but they recommend that parents neeédlze that their child must live in a
hearing world and encourage their child to conmettt the hearing. Harvey and Dym (1987)
suggest that, if a family is connected with sosidtems the family will likely adapt to
deafness more easily.

Researchers recommend that for the families tosiggborted, their voices need to be
represented in program planning and developmentedsas forming social policies.
Meadow-Orlans and Steinberg (1993) point to eaddrrcation and parental involvement as
key aspects in improving services to the deaf hea families. Such policy change needs to
emerge out of an ecological perspective, which datsreat the child as a separate entity but
as an organism embedded in a complex environmed2().

Summary

The literature demonstrates that the provisionaoliyantervention requires family
involvement, the deaf child’s access to family anchmunity participation, the provision of
formal and informal supports to the family, gathgrparental perception which could provide
valuable knowledge of life at home. My study prasdnsight on a topic that is not well
addressed in the existing literature — parentaéggpces and perceptions as they raise a deaf
child from birth to early school years — and dst#ile nature of their comprehensive work to
close the gap between the deaf and hearing. Ty $ias taken place in Manitoba, Canada,
with participants living in both rural and urbareas, as well as those who have had to relocate

to an urban area.
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CHAPTER THREE - METHODOLOGY

The focus of the study is on caregiver perspeciieke overall adjustment
process of caring for a deaf child or a deaf-bthdd. Deaf children were not
interviewed, although a lot of the content of tiiesis is about them. The sole focus of
the thesis, however, is to examine caregiver egpeds and perceptions.

This research uses a qualitative design that ileadpry and descriptive in
nature. Qualitative research views reality as $lyat@nstructed, that is, based on a
person’s own experience rather than somethinggshatternally defined (Marlow, 2001).
Qualitative research is appropriate in this stuegduse it brings to light experiences,
perceptions, and strategies to facilitate commuiuindor a deaf child. In the research
process, the researcher is not an expert butrraherson who is keenly interested in
learning the details of the caregiver’s unique\stdhis researcher-participant
relationship is therefore based on a comfort lehared by both the participant and
researcher knowing that the focus is about wartbrfgear the caregiver’s story and
knowing that, by sharing it, others will benefiarBcipants in the research helped build
knowledge for those who are not familiar with desf®m and deaf-blindness (Marlow,
2001).

My research is a collective case study, which imeslthe examination of
multiple cases (Creswell, 1998). This collectiveecatudy includes a sample of six
caregiver families and has involved collection whstantial data from each research
participant. Each interview is considered a mirsie@ch project that involved in-depth
exploration leading to knowledge-building and adextiunderstanding for others who

are interested in learning about caregivers raiaidgaf or deaf-blind child.
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Data Collection
Semi-open interview

The researcher prepared an interview guide inramb/g0 ensure the main
guestions were asked of caregiver families. Theruntws took place at the informant’s
home and, as a result, | traveled to several ptntaighout the province. Caregivers
provided consent to audiotape the two hour sedsiotie purposes of ensuring that the
information they provided would be accurately reieat.

Once participants agreed to take part in the rekethe recruiters (Manitoba
School for the Deaf and Audiologist) contactedfdmailies and requested their
permission to release their contact informatiotheoresearcher. Families gave their
consent and the recruiters provided the reseawcitietheir home contact and scheduling
information.

Prior to starting the interview, the purpose andlgof the research were
reviewed with each study participant. Participamse reminded that their participation
was completely voluntary and no penalty would ochould they decide to withdraw
from the researcii he topic of consent to participate in the studgakso discussed. The
researcher informed participants that the purpbseidio-taping was only for ensuring
accuracy of interview data. Prior to starting thieiview, respondents provided their
written consent to participate in the study andwalthe interview to be audio-taped. The
researcher explained that the interview data wbeltbcked inside a cabinet and audio
tapes would be destroyed upon completion of theares project. The researcher assured
confidentiality by explaining that individual tracrgpts of participants would be compiled

into one report, names would be changed and infoomaould be mixed in with other

38



participants’ comments, making it difficult to teaspecific comments back to
individuals. It was also explained that the studgihgs would be made available to
them once the study was completed.

The researcher suggested a two hour in-depth ieterwith flexibility to adjust
this time frame. The respondents were informettti@researcher would be referring to
an interview guide to help direct the interviewelBinotes were written up immediately
after the interview to record general impressiontemes derived from the interview
process. These notes would be used to suppletrentterview data.

Recruitment and Sampling

Purposive sampling is a request for study partitipéo meet specific criteria for
a project. Due to the medical nature of deafnéssfdllowing criteria were provided to
the both the Manitoba School for the Deaf and thdidlogist who assisted in recruiting
research informants for this study. The specifiteda requested of informants in order
to participate included the following:

1) One or two hearing caregiver(s); caregivers malibegical parents, foster parents,

grandparents, or single parents;

2) The family unit must include a deaf school ageddghi

3) The child must have medical confirmation of sewerprofound deafness acquired at

birth;

4) Family residence within Manitoba,;

5) Consent to voluntarily participate in the research.

The researcher had no prior indication what gedgcagommunity they were
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from as the invite was extended to both the nortlaeid southern parts of the province of
Manitoba. The researcher had no prior knowledgethaneéhere would be participants
from a First Nation community. However, if sucharmunity were to participate, then
specific procedures would have been followed tormfand engage their participation.
The need to follow a protocol process was not rescgsas no caregiver families residing
in First Nation communities participated in thiadg. The result was six participants that
included: two families from an urban area, two wiatinue to live a small city in the
northern part of the province, and two families whoved from a rural community to a
major urban area.

Recruitment for northern families occurred with gssistance of the audiologist
from the Burntwood Regional Health Authority. Tlesearcher mailed a letter to the
Audiologist (Appendix B-1) explaining the purpodelre research study. The audiologist
contacted families who fit the criteria of havingtald with severe to profound deafness.
The audiologist agreed that, if the family consdrtetake part in the study, the
audiologist would notify the researcher giving thmily’s name, address, and phone
number. Next, the researcher would mail a lettehéofamily (Appendix A) to arrange a
meeting with them to further discuss the purposthefstudy, the researcher’s
accountability, and consent forms.

Recruitment for southern families occurred with #ssistance of the director of
Manitoba Education and the Manitoba School foreaf. The researcher mailed a letter
(Appendix B-2) explaining the purpose of the reskatudy. The director contacted the
principal of the Manitoba School for the Deaf amstdssed possible candidates who

may fit the study criteria. The researcher wasrimfed on a process for recruitment. The
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principal forwarded the researcher’s invitationdeto families to inform them about the
research. If the family agreed to take part ingtugly, the principal would then notify the
researcher giving the family’s name, address, dmh@ number. Next, the researcher
contacted the caregiver families and agreed tdeatad time that the interview would
take place at the caregivers home.

Although participants were invited to participatetihe study because their child
had hearing loss of congenital deafness, careginghe interview said it was
guestionable as to whether their child’s hearirsg vas acquired at birth. Two
caregivers spoke of their child having some reditlearing at different times from their
preschool to early school years, and another cagepad their child with both blindness
and hearing loss. Three caregivers indicated tieid had a severe to profound hearing
loss.

Storage of Data

Upon obtaining signed consent, individual intervsemere audio-taped and
transcribed. A master copy containing the six wgaw transcripts was kept. The
researcher created an additional binder master tt@ycontained the researcher’s typed
comments directly on the original transcript ofleaespondent. This binder copy was
named ‘the paraphrased copy of the Master Copienirew data was backed up onto
computer diskettes. The diskettes were labelled eatle names protecting the identity
of study respondents (Padgett, 1998). Study respusdvere assured that written
transcripts, audio-tapes, and computer diskettegdume destroyed once the research
study was completed.

Names of persons and communities on written trgrtsovere deleted to conceal
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the identity of the participant. Colours were asemfor each individual and the
transcripts were printed in the assigned colours Tésulted in a binder holding six
coloured transcripts representing the six respaisd&ho participated. The second
master copy of original transcript data was savedamputer files and backed up on
computer diskettes. New computer files that weeated were also saved on computer
diskettes. Field notes and analytical ideas weterded using computer files,
handwritten notebooks, and an audio-recorder.

The researcher locked the two binders, master sppimi-cassette audio-tapes,
computer back up diskettes, three code books @Y om) or scribbler notebooks and
original signed copies of study participant congents in a locked filing cabinet.

Data Analysis
Coding data

The researcher coded the transcripts using tweréifit methods. One method
was use of poster boards. Transcript data wasgaste poster sized bristle boards (22 x
28 inches). Each poster board represented a tharddranscript clippings were
categorized under each corresponding theme. Tleanaser stored thirteen poster boards
in a portfolio in a private office. The other metheas the creation of code books (26 x
20 cm notebooks). Transcripts were taped into abumk with the name of the
appropriate theme at the top of the page. Trartsanpre placed in accordance to each
theme in the notebook. This method resulted iretietele books.

Organizing data into Research Constructed Categorie
1) The researcher gathered all pertinent datdytaced notes, audio-tapes,

transcripts, poster boards representing variousésethree code books with their
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2)

3)

4)

5)

6)

keys, various computer file documents.

The researcher transcribed the audio-tapesvasdmmersed with the data. The
researcher read through the original copies akalbondent transcripts. The
researcher left a column on the margin to the sidbe document, enabling the
researcher to write key words or ideas represetiiaglata.

The researcher created a word document thiaided a listing of all key words or
ideas of the data. The names of these ideas evolt@the formation of
categories. Through a method of “open coding” essttence was labelled as an
idea and then each specific transcript sectionfileasunder its appropriate
category and theme on the poster board.

The researcher printed the transcript andr@rntinto individual clips. The
clippings were organized into categories. The ne$ea labelled envelopes
according to sets of categories.

At this point, the researcher took each laldetievelope and taped all transcript
data on to poster boards. Each poster board was githeme title. The
researcher discovered sub-themes emerged fromtheaires and the researcher
wrote the name of the sub-themes directly on tlstgpdboard. This exercise was
followed until all transcript data was accounted fithe result was thirteen poster
boards that included the various comments by diffeparticipants on a subject
matter. During this exercise, the researcher madébytical notes as themes and
correlations appeared from the data.

The researcher placed all thirteen poster lsoandwvalls to see a visual on all the

themes and sub-themes that were in the data. Beanaher placed a sticker on
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guotes that appeared to address a key point. Tibkesor marking on poster
boards identified significant points related to theme. Large sheets of paper
were used to list general categories at the toyh, kéy words, concepts, ideas,
and themes underneath the title. The visual mapcvesged to help the researcher
see any duplication among categories, possibl#arkhips, specific statements,
and emerging patterns in the data. Interview das eolour coded and enabled
the researcher to see visual connections betwakaranng categories and
themes (Padgett, 1998).

7) The researcher made a computer file that cagtilmeme and specific transcript
guotations. The researcher made written notes giaitérns and commonalities
between what families said. The researcher enghegall parts of the data have
been accounted for.

8) The researcher created codebooks and tapedlallr coded interview data into
notebooks. The researcher created a key list fdr eedebook according to the
page numbers on the code book. For example, caregiles are from pages 20 -
45. Through this system, the researcher was aldggemize points and locate
guotes. The researcher then assigned all raw datsstgned categories in each
codebook.

Retrieval Systems of Themes and Sub-theme Informati
The researcher created a number of informatiorexetr systems to ensure

specific quotations which formed themes, sub-thewitgsrelevant quotes.

The researcher:
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1)

2)

3)

4)

5)

Created codebooks; researcher first sorted trgpis¢by placing transcripts into
envelopes and labelling per theme) code books page numbered; and then quotes
were taped respective to its category; then typleelydist with page numbers (e.g.

caregiver roles for example were pg 1 — 31).

The code book list, table of content list, andpbster board visuals helped the

researcher plan the next stage which is the writinpe findings chapter .

Data was analysed using two processes: Firstedearcher used researcher-
constructed categories to organize the data irmés. Second, the researcher used
logical analysis, which involved looking at theatbnships between ideas and
concepts that are identified within these themmshis process, new typologies are

developed, creating sub-themes of the general théktarlow, 2001).

During the process of reviewing transcript data tedcross classification process
(poster board visuals), the researcher wrote analytotes to draw a relationship
between two themes or concepts, record new insdyrtag the analysis of data, and
note insights gained from the study findings. Témearcher noted similarities and
differences in the data. This cross referencindionaad until the researcher found

nothing more to be learned from the data.

Once all possible connections were explored, acwmwputer folder was labelled as
‘study findings’. The study findings chapter congas the major themes and their
sub-themes as they related to the research stateimenresearcher used a visual of
the research statement written on an index catideafindings were examined, and

viewing how concepts related to one another andsing on the research statement.
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6) Once again, the researcher re-reviewed the literatview. The literature themes
were examined this time in terms of: flow of la&sre themes and the study’s
relevance to empirical based or measured studifferénces were sought and
determinations were made of where the study firglBypported or refuted the

literature themes. This analysis is presentetiertiscussion Chapter.

The researcher used a combination of visual pbstards, layers of outlines (high
level outlines and specific ones) for each thentedrapter. For example, the
communication theme had many sub-themes and mamgaats to the sub-themes.
Bulleted key words were used to capture what neémlgd into each theme and sub-
theme. This became a very detailed procedure.n&kaduction and definitions of the
theme and sub-themes were added. Narrative desogpiere written and the researcher
was careful that the narrative and specific quotatched and were reflective of one

another.

Credibility

To verify the construction of researcher categitilee researcher asked a person
who had completed a Masters degree in anothergsiofe to construct categories based
on the transcript that she was provided. This iddial did not know what type of
categories the researcher had constructed fop#ntgular transcript. The researcher and
colleague compared to see if the categories tlwdt eanstructed were congruent. If there
had been any discrepancies, the researcher wowkdrbaead the transcripts and
reviewed the steps to determine any revisions tméee to constructed categories.
However, the researcher and colleague agreeddbdd sategories that reflected the

data.
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Transferability

Marlow (2001) states that a large sample sizepudlvide richness in the data.
However, it will not be possible to generalizehie greater population of families with a
deaf child. The sample size in this study is npte@sentative of caregivers who are
raising a child with special communication needse ihformation shared by participant
caregivers, however, has been very rich to helgenrsato understand some aspects of
family life. It is a starting point for further rearch in this area.

Ethics

The researcher has tried to protect the identitgséarch informants. However,
with the closeness of small rural communities dodecdeaf networks it is possible that
someone’s identity could be revealed. The reseamtained the purpose and goals of
the research, emphasizing to respondents thatgheicipation is completely voluntary
and that they may withdraw at any time without pgn@larlow, 2001). Families were
informed that the researcher’s previous job, 205, was with the Society for
Manitobans with Disabilities (SMD), an agency thetvides services to persons who are
deaf. Caregiver families were assured that thetigygation in the study would not be
discussed with SMD and that the role of the researaas strictly for this research only.
It was explained that this research would not affleeir current receipt of services nor
affect current or any future relationships they rhaye with the Society for Manitobans
with Disabilities. They were assured that the resgality of the investigator was to

report accurate and non-biased research, a critegbby the University of Manitoba.
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CHAPTER FOUR — FINDINGS CHAPTER

The findings Chapter is discussed in two sectiGestion One will provide a
profile of caregivers raising either a deaf or afe@ind child. Section Two will discuss
the findings based on the voices of these caregjiwbo have lived and experienced the
deaf-hearing social encounters and barriers thrdlgih deaf child.

Section One — Family Caregivers

Section one provides background information orfaaiily caregivers. Fictitious
names are used in an effort to maintain anonynfitii@respondents. All caregivers
interviewed are two parented and include a deddi @md one or more hearing siblings.
Susan and Wayne

Susan and her husband, Wayne, are health professidiey live in the suburbs
of an urban area. Their family includes two pareatdeaf child, and one younger
hearing sibling. The languages used in the hom&magtish and ASL, but the primary
language is ASL. There is no history of deafnessitirer side of the family. Deafness
was abrupt as there was “no landmark” (Susan, Nbeer2004). Having had no prior
experience with deafness, the diagnosis came dpaupd both parents, initially, did not
know how to respond to it. When their child wasfoomed deaf, their immediate
reaction was to read volumes of literature to gabetter understanding of deafness. For
Susan and her husband, this was their usual agptoany presenting problem — to
thoroughly understand a problem and then decide @yurse of action, as opposed to
worrying about decisions made (Susan, November)20®wir next course of action was
to explore what options and resources were availabtheir urban community. Based on

literature they had read, they reached an undetistguthat deafness pointsdameed for
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language Susan'’s initial view of her child’s deafness lhe@n that it was a disability.
However, after reading and gaining an understandirtpafness, her perception changed
to “No, he’s not [disabled]!"” (Susan, November 2D0Since she understood deafness as
a need for language, she concluded that, oncehiildrreceived the necessary language,
then she and her family would be just as functi@sahny other hearing family.

These caregivers thought of everything that theyddo to provide for their
child, and the key was to establish language withénhome. In learning ASL and
finding out what resources are required for the,d@asan gained experiential knowledge
and this has been a continued evolving procesan3usxperience of helping her child
over the years has lead to a specialized role gpereése, an unexpected benefit for the
caregiver. Factors that helped with the adaptgirocesses were: the family became
informed of deafness, learned a visual that thé cell could also understand, and built
wider network connections to extended family meralzerd friends, both in the deaf and
the hearing communities.

Their child was confirmed deaf at fourteen mordltsand, immediately, Susan
and Wayne did not wait for answers to come to th&fter much reading, they were
relieved to find that deafness is merely a langusg@e. Once the family provided
language to the deaf child, a language which cbaldhared by both deaf child and the
entire family, the anxiety of deafness in the famiias much relieved. Susan and Wayne
taught their deaf child basic ASL and, themselpessued more advanced levels of ASL.
A hearing child joined their family membership withio years difference between
herself and the deaf child. The hearing child #soned the ASL as she attended daycare

centers that used ASL as the primary language.
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Once the family learned that deafness was a layejisaue, they felt it was a
matter of formally informing others close to theniyy that their choice was to go with
ASL as their main communication within the hometdfxied family members were
encouraged to learn ASL, but some had and contmbave difficulty adapting to a new
language, thus often leaving a need for the familpterpret to bridge the deaf-hearing
communication gap.

They encountered relocation experiences for d brie year period, moving from
one urban area to an out of province urban areagperiencing the grief and loss of
leaving a supportive family behind. However, thg ¢b returning home within a year
provided her deaf child a smooth transition batk the school for the deaf, where he
had already been a student before. A strong claarsint of this family was that they self
initiated, searched for deaf resources, and togkaactive role seeking out information
to help in their decision- making.

The deaf child is now eleven and has been atteritliangchool for the deaf, thus
having had much opportunity to develop a strondf skASL, which is the primary
language used there.

The deaf child who, at the time of the intervievgsan grade six, is extremely
proficient and advanced in ASL and will generalppeoach those who he thinks will
understand him best. Susan has worked very hadsiare that her child has a strong
home and social network, giving him the confidetaparticipate in sporting and
children’s program activities in the hearing comitynTheir deaf child integrates within
activities offered by the hearing community witlseaince he has a strong

communication network at home and other deaf pgghswhom he can relate. Thus, he
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is comfortable with social interactions that arafd#eaf encounters, and also has enough
observation and practice skills in deaf/hearingedikommunication settings. In fact, he
has some English as well as ASL skills from hawbgerved and initiated
communication with hearing family members. Hislskih English are such that, in some
situations, he could accommodate the language reddasaring persons such as his
grand parents.

Thus, providing language to her child had beconeegotimary family focus. Her
next step had been to figure out how to get bothdkaf child and family on the path to
establishing a common language in the home. Shalsadealized it would be much
easier for the hearing family to learn the child'sual language rather than the deaf child
to learn oral language that requires oral skills.

During the transition of learning a new languagasrhing about deafness, and
encountering experiences along with her child, 8@saned valuable experiential
knowledge attained from both formal and inform&brmational sources. Once a
functional level of shared language was establishélde home, signs of adaptation to
deafness in the home and family were experiencedieder, in Susan’s mind, there was
still a need for further social relationships amd plan was to ensure that her family had
a wide network of extended family and friends thatuded the school for the deaf, as
well as the deaf and hearing communities.

Susan believed that, if she provided her child withell established social
network and a home that accepted and used ASleasdin mode of communication,
this would give her deaf child the confidence tdtipgate and integrate into a hearing

community. Susan modelled social interactions \w&hring people and reminded her son
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that other deaf role models were also capabletefasting with hearing people in a
hearing society. In addition, she has been promgatidependence in her deaf child as
well as her hearing child so that each in their ovaty grows accustomed to interacting
with others in a hearing community.

Brenda and Sam

Brenda and her husband, Sam, moved their fanaly fa smaller city situated in
a large rural geographic region, to an urban arkay have two children, the eldest child
being deaf and the youngest hearing. Brenda iskhhgrofessional and her husband is
employed in other work. Languages used in the hameural English and ASL, and the
child is also provided with speech therapy in tbenb. These parents had no previous
experience in parenting, nor had they had any pusvprior exposure to deafness in the
family.

At the time of the interview, the family had redgnmhoved from their small
northern community. They expressed how new theywethe neighbourhood and the
city as well as great difficulty with this transiti. Feelings of grief, anger, and
resentment accompanied a feeling of having beercted¢o move to the city in order to
better access resources for their deaf child. Tékyhat it was unfair that moving away
from their home community had been necessary beazuse lack of essential resources
for the deaf.

Prior to the move the deaf child had attended adah the hearing community
for kindergarten and grade one and had managedmeadtyBrenda indicated that his
hearing level was eighty percent deaf but, withringaaids the hearing level was about

fifty percent. Prior to the move the communicatmathod used by the child had been a
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combination of ASL, voice, and lip-reading.

The deaf child had begun to experience increagdiafjenges at school, falling
behind in his grades. He had attended a schooheaeng community and had been
assigned an educational assistant whose primagywas to be his communicator. While
living in their rural community, the deaf child heeteived speech therapy and the
female caregiver had become a home therapistwoltpthe steps and goals for oral
speech and therapy of the visiting speech pathstlogithough the deaf child had good
oral skills, the academic gap continued to wideth pressure upon the child was only
expected to increase as the child got into highedes. The caregivers made the choice
to relocate based on two reasons: firstly, the slcfow the deaf was suggested as an
option that would meet the communication need$i@fdeaf child and also enable the
child to benefit from quality education. Secondhis was the optimal time to move to
the city, before the child became so frustratedh wie abstract levels of school work
involved with higher grades. Brenda saw the deafihg communication gap widening
in the school setting and had initially thoughtttbeal skills would help bridge that gap.
However, it became apparent to her that this wagmough to close the deaf-hearing
communication gap occurring at the school. Visiwogsultants had been a great
resource to Brenda and her deaf child. Brenda s@adyhce from this person, and this
helped her to make an informed decision to mowbécaity so that her child could attend
the school for the deaf. The move occurred Jul@42@nd the time of the interview was
November, 2004.

With their home community eight hours away fromittimew city home and the

deaf child having attended the school for the de&f a few short months, the child was
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having some problems transitioning from a commurooasystem that involved voice to
an ASL exclusive communication system at the scfmadhe deaf.

The child had been diagnosed at the age of thre@evas seven at the time of this
interview. The relocation was a sensitive topithi family since they had only been in
their new home about three months they had no Iseugigoorts. However, they were
astounded by the large number of opportunitiesHferdeaf child to participate in
community events, sports, and children’s prograngmirhis was a dramatic shift from
their previous rural community experience, wherelaaf-related resources of this kind,
including deaf interpretation services, were a\ddat all. The child was partaking in an
after school art program at the school for the dealfthe parents were considering
letting him join boy scouts in the future.

Conflicting work schedules of both caregivers wddiag to the challenge of
trying to coordinate a family child care scheddeenda would often get called to work
on short notice and her husband was working nigtitas making it difficult to spend
time with one another and be a support to one anoth
Glenda and Jeff

Glenda and her husband, Jeff, live in a rural comity, and have three children —
the eldest and youngest children are hearing, vihdemiddle child is deaf. Both
caregivers were working full time at the time oftinterview. Languages used in the
home are English and ASL. The previous experiefiga@nting had been very limited
as the eldest hearing child and deaf child are arigsv months apart in age. Though both
caregivers are employed, the mother’s job is flexénough to allow her to attend to her

deaf child should the need arise.
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The caregivers were experiencing a significant amho@istress as there was some
uncertainty on the part of the medical professemgarding the actual diagnosis. At the
time, the caregivers had been informed that thexg Ie life threatening elements to
their child’s condition. Glenda’s child was diagedsat a week old along with other
health complications. At the time of this intervidwer child was able to make some
speech sounds but they were not clear. Hyperactias another aspect of the child’s
condition and, as a result, the child slept on agerfour hours per night.

The child attended both a preschool program asagedl school in a hearing
community. Prior to going to preschool, Glendalukd best to teach her child ASL by
posting pictures and the visual directional sidreg show how to sign the label concepts.
Glenda herself was learning the basics while tewcher child ASL. The experience of
living in a rural community was very difficult fahis family. The biggest challenge was
in conquering the deaf-hearing communication gapiwithe school setting, and this was
not being resolved. Glenda shared: “The schoohdichave any prior experience with
deafness here.” Her child was the first to hav&linsystem and an interpreter,
something that was new to the school (Glenda, Ndwezr2004). Although her child
received some support, the deaf-hearing commuaitg@p remained unresolved.

The widening hearing-deaf communication gap becawe@ more apparent as
her assigned aide, school peers, and school seaffliars were not at the ASL
proficiency level of the school aged deaf childatidition, the deaf child had limited
opportunities to sign with anyone in the hearinmowinity because no one in the
hearing community knew ASL. The child did not haeoeess to any resources as her

community had only the bare minimum of resourcashsas a visiting speech therapist.
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The caregiver had to search very hard to find angt kf useful information that would
be of benefit to her child.

As a result of the widening communication gap,fdreily was forced to make a
decision to relocate the deaf child to the schobttie deaf. The parents actively initiated
and negotiated an arrangement in which the de#f wlauld live in a dormitory on week
days and travel home every weekend. The exper@itaving the deaf child live apart
from the family was a transition that stimulategraat sense of grief and loss, was a huge
transition, and created much stress for the family.

During the transition, the caregivers needed tgiwerhich was more painful, the
loss of loss of their child for five days of the@keor having the child endure the horribly
abusive situations that the child experienced wdtilending a public school in her
neighbourhood. The caregivers, however, were soraekglassured when the child began
to seem more happy and pleased about how manyé&me had and her remarkable
progress in the school. At the time of the intenwiéhe deaf child had attended the school
for the deaf for about three years. Prior to tehg had attended a public school in the
hearing community up to grade four. She was nograge seven at the school for the
deaf her primary communication method was ASL. pbgitive benefits of living at the
school for the deaf outweighed the disadvantagesisging her. Since being at the
school for the deaf, she had advanced extremelyinvAISL, she had deaf peers to relate
to, was involved in career planning, and had vaargd to be a bigger sister to another
younger deaf child. She was also gaining more denfie through her participation in
social outings that linked her with the hearing caumity.

Rosemary and Robert
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Rosemary and her husband, Robert, are grandparfethis deaf child. This
family is Aboriginal with Cree being their firstiguage, English their second language,
and ASL now being their third language. The ded@fldnecame deaf as a result of
contact with rubella measles at birth. The granelparhave children who are now adults
and an opportunity to care for one of their grahilfidcen was presented to them. In their
aboriginal custom, it is common that the grandp@radopt one of the eldest grand-
children, so the grandparents and the biologicedda came to an agreement; the
biological mother did not agree at first but, imé&, had agreed to this arrangement.

The grandparents and deaf child moved from a mmadmunity to an urban area.
The grandmother has a teaching degree and thecawagiver is a traditional hunter and
fisherman. They detested the idea of living in¢hy, as it is a sharp contrast from living
rurally; however, their decision to relocate wasdma order to put their deaf child’'s
needs first and set aside their own desire to rematieir home community. After the
deaf child and the caregiver had had an opportdaaitysit the school for the deaf and the
child participated in classes during this visig tthild had repeatedly asked the
grandparents to return to the school for the deadther factor supporting the decision
to move was that the child also had other healtiditimns and physical disabilities
(including the need for open heart surgery) thquired medical appointments every two
weeks and, thus, frequent long distance travel(six's per trip).

At the time of the interview, the child was elewsars of age and was attending
the school for the deaf. Prior to moving to theanrlcentre, the child had had the
opportunity to attend a child development prograrthe rural community school. The

caregiver had encouraged the child to attend mé&mmlthe purposes of social contact
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with other children. However, the need for langubgd become increasingly apparent,
and this helped determine their decision to mowheoschool for the deaf where the
children would attain the language that he needed.

The grandparents relied on faith that they wouldle to make this transitional
move. Their only means of income was their chitds benefit and, if lucky, any money
gained from their hobby craft work. Although theadha temporary place to live, they
encountered difficulty in accessing housing on@y ttmade the decision to remain in the
city. “We went on faith...that the good lord wouldkéacare of things”.

Carole and George

Carol and her husband, George, reside in an untean @hey have two children —
one hearing child and a deaf child who are one gpart. The deaf child is a foster child
who has been residing with the family for seveesdng.

Having the hearing child exposed to various comigation settings in which
ASL is used has helped both the hearing child hadieaf child become progressively
advanced in ASL. The hearing sibling has assumead/roare roles in relation to the deaf
sibling that often involves interpretation, teachself care, and other appropriate things
around the house such as using the microwave. filekis able to hear to a small degree
with hearing aides and has recently expressedtarest in being hearing once again.
The child has attended day cares that use ASLsaaldo attending the school for the
deaf.

In addition to being deaf, this child has anothealth condition that affects his
motor skills and coordination. He also has frequemntper tantrums, which are now

managed through medication and setting clear parbatindaries with the child.
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The communication between the hearing sibling &edieaf child was well
established, so much so that she is able to clsitiiations to the caregivers if necessary.
The caregiver has taken ASL classes, participatéssome of the ASL training
opportunities offered in the urban centre, andisafraid to go ahead and use both oral
skills and ASL. She uses both so that she can hawvehild read her lips as well as look
at the signs. Carol indicates she is learning &rr&kSL from her child. She considers her
level of ASL equivalent to or near the level of theaf child, and admits that she would
have difficulty conversing with a deaf adult whaighly advanced in sign.

Learning ASL has been progressive. The family i& bdingual English/ASL.
Both caregivers are professionals, with one of themg in the health field. Although
they have prior parenting experience with theirimgachild, they have had no previous
experience caring for a special needs child. Tla dald is acquired deaf and was
diagnosed at about the age three. He was twelvs géage at the time of the interview.

This family relies on formal supports verses infatsupports. There is an
ongoing issue regarding accessing reliable speetilchild care for this child. They can
not rely on either maternal or paternal extendedlfamembers to provide child care.
Paid respite workers or a baby-sitter is the uspbn. They rely on friends as supports
rather than turning to family members. They alseeha connection to the deaf
community and rely on the valued supports offengthie school for the deaf.

Alice and Daniel

Alice, her husband, Daniel, and their five childreside in a rural community.

Two of the five children are their biological chiéoh and the others are foster children.

They are raising a child who is deaf-blind, throagtoster placement. Their eldest child
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is also a child with special needs, which meanséitias had previous experience raising
a special needs child. Her family also compriségiotamily members, four other special
needs children.

The child was born deaf-blind with other accompagytomplex health
conditions, involving many medical appointmentg] #me services of many medical
professionals. At the time of the interview, thafelind child was seven years old and
had been with the family since birth. He was atteg@ school in a hearing community.
The caregiver reported that the initial contachwite child and her agreement to be his
caregiver had been an emotionally draining expegaeShe had been warned that he had
many medically complex health conditions and thatas not certain how long he would
live. This wide range of disability did not stoetbompassion that Alice felt for the child
but, rather, her decision was to do whatever shé&ldor the child who needed a
caregiver. Her heart made the decision, not theleisiealth complexities.

Her experiential knowledge from raising specialdseehildren has given her an
ability to recognize the strengths and abilities gferson despite having an apparently
physical disability. To her, attending to the plogsineeds of her special needs child is
routine — disability as an everyday thing. The lshg says, is to know your child very
well. Added to the provision of physical care foe tdeaf-blind child was a need to set up
her home environment in a way that would creatense of safety for the deaf-blind
child. In her caregiver experience, she realized pihoviding a structured home
environment was, in essence, a mode of communicédrathe deaf-blind child. That is,
for the deaf-blind child, home routines, smellg #irangement of furniture and settings,

and the patterned behaviour of family members eessidhis setting were all sources of

60



communication.

The role of providing care for the deaf-blind childs initially intense due to
multiple health conditions. Caregivers indicateat tineir care-giving responsibilities
were mainly focused on the facilitation of commuation within the home, with health
service providers, with the school, and ensurirgrygane in the family was trained and
assisting with the responsibilities in the homee Tiode of communication with the
deaf- blind child was through object associatidhreugh touching an object and
ascribing meaning to it. For example, the child lddouch car keys and the door knob to
know that he was going for a ride in the vehicleisTcommunication method was
implemented when the child was four to six montlasamd was still being implemented
at his current age of seven years. In additiondded-blind child would make different
whines, cries, and noises to convey basic needsaaid want out of this chair” or “I
want out of this bed”. Alice is convinced that tteld is able to reciprocate
communication back to her. Anyone else, howevethénhearing world would have
difficulty understanding the meaning of the sourkmg,Alice and her child did establish
a system of reciprocal communication. Alice emphesithe importance of hearing
people being attentive enough to recognize suchraamcation — often very subtle
responses being sent by the child.

Alice feels that her role as a caregiver has exagdlat of a “full time job” and
has a real need for respite services to give Ineuch needed break. One essential role is
that of coordinating medical services providers ansluring that all team players are
working together in an optimal well-communicatingt®m for the benefit of the child.

Alice shares that her earlier parenting experiemite her first child had been traumatic
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but, at the same time, she gained a competencbdbatansferred into her current
experience of raising a deaf-blind child, whiclaisew experience for her. Through her
care-giving experiences, she has acquired a stathich she is more sensitive to
persons with disabilities rather than the commablipwho tend to take things for
granted” (Alice, November 2004).

Thus, caregivers in this study have had threeuwdfit residential experiences
which have, in turn, shaped their experience adus=e acquisition for their deaf and
deaf-blind children. Two families have always livadan urban setting and have not had
any experience living in a rural community; two baelocated to an urban setting,
having previously resided in a rural community withited resources; and two currently
live in a rural community where they continue tesience limited resources. In one
case, an arrangement has been made whereby tdeedides in a school for the deaf but
travels home on week-ends.

Section Two — Caregiver Experiences

This section discusses the experiences of partitspaho raised children with
special needs related to communication. All childdescussed were deaf, while one child
was also blind. Caregivers shared how they haymreted to their children’s needs and,
over a period of time, have gained valuable legraind insights. They provided
recommendations on how others, new to the experiehdeafness, may potentially
reduce the number of hardships in their new role.

The following four themes emerged from caregiveescriptions of their
experiences of raising a child with special commation needs: (a) barriers face by

caregivers; (b) how caregivers responded to baraed/or challenges; (c) how
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caregivers and family adapted to having a deafichihd (d) insights and
recommendations made by caregivers.

Experience of Barriers

Coping with a new diagnosis

Caregivers shared how they eventually had thelddn’s deafness confirmed.
Receiving a confirmed diagnosis was hard for theaking it very difficult to ‘take
everything in’. As Brenda described, when her chilts first diagnosed:

...everything is going over your head. Should yowgth just speech, go with
signing? Like, there is a lot on your plate. Thisra lot you have to learn. So
it's a lot of decision making. But a lot of it isitd decisions because you don't
know what is best for them.” (Brenda, November 2004

Caregivers agreed that the main challenge in tHg stages of intervention was
determining which communication method to use \wheir child. The added challenge
was that they did not feel adequately supportatigidecision-making process by
‘communication professionals’:

The first challenge was which way should we go waith. We felt we were
being pushed that he should only be oral, thativeellgin’t sign with him, and
that he should just use his ears... (Brenda, Noee@@04).

The majority of caregivers felt heavily impactedile others were not as greatly
impacted due to other life threatening stressotBeatime. For Alice, it was a tremendous
shock and she cried for two days:

Then you can only cry for so much...It's a procé&&su feel sorry for yourself,

you feel sorry for the baby, you're mourning thaiid. When you bring a child
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home with that kind of disability or any kind ofafedisability...that child is not
going to have the life that you visualize for thdtis. overwhelming and you
need someone to talk to because you find you gagfr a lot of grief (Alice,
November 2004).

Once the shock has subsided, caregivers reporaethiby felt overwhelmed due
to the visible complexity of needs of their chilthe caregiver of the deaf-blind child
reflected on how her child would be like this foeev‘By the time you take him in the
house he has gone around the curve. Coming upéinge e doesn’t know where he is.
Wouldn't you be scared? Could take six months, githe same thing [or] ...three years”
(Alice, November 2004). Alice’s comment indicatesicern about safety of her child
both now and in the future, as he needs to leamamage an environment that he cannot
see or hear in.

Another issue mentioned was the lack of informatibout deafness or deaf-
blindness. Many caregivers initially viewed the @pecommunication needs of their
child as new territory which required much learnaigead for them. They did not know
where to go to locate resources. Caregivers fomatdinformatiorabout deafness was
not readily available to them, and most had todetor it themselves. Glenda, for
example, stated that no one spoke to her whereftihé hospital. She added that she
did not think there was sufficient information aeahie for the family and what is
available “is scattered” and only comes in fragrag¢hovember, 2004). Alice mentioned
that, when her daughter was born, “I was learnmggs really slow...I was educating
myself and...talking to other parents [with] ol¢teds and similar situations” (Alice,

November 2004).
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Caregivers did not know what kind of resourcesyises or supports to request
from health professionals. Alice explained thas ttould be because some caregivers are
intimidated by professionals:

A lot of the parents are, | don’t know, they're &lginal parents, they seem to
be very shy and they almost feel like they aremidated by others. Like how
many parents [who] have a deaf child, like sayradlyear old or a four year
old, know what the resources are? How do you kntnaatwou should be asking
for? [emphasis].” (Alice, November 2004).
Glenda concurred, stating, “Nobody is going to sdgre, this is what you have to do.”
Early parental concerns

Caregivers reported concerns about risks to tindidren’s safety, particularly
before a shared language had been established hothe. In one instance, a mother
reported that she had gotten up at 7:30 AM one mgronly to find that her child was
missing and there was no way to call out to her:

...she got up one morning and left the house. v&tseonly three or four... Oh
my gosh, where is she?! And going to look for I&dre isn’'t a hearing child.
And it's not like another child, where you can ggsde and yell for them...So
you are running around looking...She was pickiogvéirs around the corner.
(Glenda, November 2004).

Caregivers experienced a variation in the timegakthat elapsedntil they
received formal intervention and receipt of sersidéor example, Glenda did an
independent search and received services for lildrwhhin a year. Her daughter was a

year old by then. Caregivers from rural regions g@nted on the long waiting time
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before receiving supports, which was longer tharufban care providers:
By the time you have a social worker set up [framm]dren’s special
services...[and] they come around, you could bédaket case already. You
can go into [a] serious depression [and] the balydcbe at risk... It could be
very serious.” (Alice, November 2004).

The caregivers of deaf children noted that the tietgiired to wait for services
was a concern to them. Their situation was in e@sttio that of Alice, whose deaf-blind
child was immediately referred to a medical teaat thade referrals to a number of
health professionals for services. “There werdiallls of people coming in with different
ideas and suggestions and different professioAditd, November 2004).

Caregivers added that, once referred, gaining adoeservices was often a
prolonged step-by-step process that did not alwasst the child’s needs in a timely
way. Once the child’s deafness is known, the farfisites numerous processes and
referrals. Usual milestones, such as being taidénéd, may be interrupted and delayed
due to all of these other critical concerns:

Then [by age] five he is not toilet trained yebn&times you get together with
Children’s Special Services, five years go by ayeahree years for sure went
by and there has been no speech therapy, no Otligattonal therapy], no PT
[physiotherapy]. ...Let's say, the child came honhe; ¢hild is deaf and the
paediatrician tells you he’s deaf. They alwaysréie child to SMD [Society
for Manitobans with Disabilities] or some kind of arganization. Then they'll
do an evaluation, give you a recommendation. Scew#oattends a meeting,

whether it's the mom, the dad, or the aunt, whoethery have to pass that on to
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the rest of the family. ‘This is what's happenitigs is what we are doing’.
Because by the time you get home and he sees dmn@an and the
pediatrician puts in a referral and they get therral-- yaddah, yadda, yadda--
it takes time.” (Alice, November 2004).

As Susan sums up, “Anxious is exactly the worduig&h, November 2004).

Need to establish mechanisms for communication

Caregivers experienced an obvious need to estabhsbde of communication
with their children. In lieu of an established comitation system, children were only
able to express themselves behaviorally. Rosenesgribed communication challenges
with her son as follows:

The way [he] wanted to get a point across waauthina fit of anger. But the
behaviour part is what we couldn’t handle...whenumeed about 6 or 7 year
old... he started expressing his emotions...Howestop this? ... For me as a
mother it don’t matter if he was a little monsteh;? | hugged him because | was
afraid he might throw something or hurt himself? enBecause | always done
that for my children when they were angry about sibrimg, | would just hug
them, eh? For him, | guess it was different, hedikhow how to react to it.
(Rosemary, November 2004).

Caregivers stated they had no mechanism for conwation of any kind. This
was certainly the case with Joey, who is deaf-biNdh no connection between the
child and others in the home, the level of frustratvas high and there was no developed
basis for a relationship with family members:

We found it hard. We went through a very frustrgtyear where we just didn’t
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understand each other. We were getting over tistrating period. We didn’t

know how to communicate with each other. We couldet our points across.

(Brenda, November 2004).
Rural vs. urban accessing of resources

Parents/caregivers discussed several factors wacte their situations stressful.
These were often related to the added work of késg@and accessing services, which
was more of a challenge if one lived in rural aréasthermore, once resources were
secured, families often encountered pressure frealical professionals, rather then
receiving the support they were looking for.
Rural areas under-resourced

Four caregivers stated that non-urban communiteseverely under resourced
with regard to specialized resources for deaf patpuris. Alice felt strongly that “we
don’t have enough resources to meet a child thatlisdeaf ...from what I've seen...[a
family] would be better off...in [name of city] wheethere is that hard of hearing school
and deaf school (Alice, November 2004).

Rural caregivers also indicated they had no suppgorassist them with decision
making:

We didn’'t have resources up in (name of rural comitglt So you had to do a lot

of research on your own. There isn't a lot of suppm (name of rural

community) to help you make those decisions... Téwpfe that did help us were

wonderful. However you need other families goingtigh the same instances

and we didn’t have those supports. (Brenda, Nover2d@4).

Urban services were described as specialized ssrwbereas rural services were
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merely generic services. This posed a challenger& families who, therefore, needed
to access urban resources. Five caregivers reploatedg their child’s hearing assessed
at the largest city in the province. It was esgiclaurdensome for rural caregivers to
travel a full day to access these services. Breiod@xample, stated that getting her
child’s hearing diagnosed was an arduous processalie her child was quite young,
they were advised to have his hearing re-tested afsix-month period; however, after
this time, the rural medical professional (audigdtigwas still unable to provide her with
an accurate assessment of her child’s hearing‘#esglly | brought him down here
[name of city] and...received a confirmed diagnosWe lost that [time] when we could
have done something [intervention] in those six ther{Brenda, November 2004).

...S0 | wish right from the beginning | would hgweshed and had him come

down here and have his hearing test done downartya When we finally did

push and have his diagnosis done, it was...thrangiuditory brain response

where the child goes to sleep and they use diffeslexctrodes to test their nerve
stimulation...it made me angry that it took a whygar to get him diagnosed. We
first had to see the specialist...But then we loaddit until he referred us to the
audiology department. That's a lot of red tapéeltithat no one cared about us.

But we had to push. (Brenda, November 2004).

The irony, according to Brenda, was that many nedgicofessionals pressure
caregivers to “get on top of matters”, only to emater barriers that make it very difficult
for them to do so:

Every literature I've read, every doctor I've spoke, said you have to get on top

of it right away, right, so that they don’t falllued in their learning. Well our
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system took a year!! Everyone kept saying, “Oh, jaue to do it right away!

You have to do it right away! But no one was pughirfelt as a parent we were

the only ones pushing to get things done. That maelangry!! | felt...we didn’t

have...supports whatsoever...doctors said, “Oh, wellgot to wait”...We felt like
we were a number not a person. (Brenda, Novemki®t)20

Alice stated that, due to the limited rural res@srdt was common for her son,
Joey, to receive specialized communication senimethe deaf-blind only twice a year
from a visiting professional. In the interim, heee/ed speech therapy on a limited basis
at the public school that he attends — once eveskver two. (Alice, November 2004).

Another issue identified was the limited opportynd study sign language.
“Because the ASL classes are not held very ofteiceta year in (name of rural
community) we couldn’t always make it to the seconé so it was once a year we were
learning sign.” (Brenda, November 2004). Glenda atsmmented on the limited access
to sign language courses in her rural communityckvbnly offered them once a year,
without exception. Glenda stated “there was nothr{lauder voice) up in [northern rural
community] at the time...[sign language classes] weostly in Winnipeg...wasn't
anything being offered up here.” (Glenda, Novenf4).

Caregivers further stated that the provision otiegtof services was not within
their control. For example, Alice stated that tbkeaol provided services “at their
discretion...whatever they think that he needs.” &lidovember 2004).

In desperation, one caregiver from a rural comnyuntuired about a needed
resource for her child, but was advised by an ulized agency that her best option

would be to move her family to the city, where bbild, could be offered more
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resources. “That’s the message | got; | phonedd@mls Advocacy in [name of city].”
(Glenda, November 2004).

Although she considers herself a “true northernBrénda actually moved her
family to the city in order to access more resosifoe her child. She was thus able to
draw comparisons on the availability of resourcaselal on rural or urban residency. She
felts it was a priority that more resources be madelable in the north. “Maybe all the
families [should] get together once a month [taf juent their frustrations on what they
have done and different things they have triedtJttian’t work and just be more of a
support that way.” She is committed to remaininghia city for her child’s schooling, but
moving has been difficult for her, and she wouke lio back up north. | wish that the
government would realize that we need more up t{i&nenda, November 2004).

Rural Social Isolation

Being under-resourced was one factor that coneibtd a rural caregiver’'s sense
of isolation. The other was social isolation, whieais described as not having deaf peers
for their child, no access to the deaf communityeokin a distant urban area, and no
other families to connect with who shared simitgperiences. Glenda commented as
follows:

[My daughter] has no one else that can speak forTinere is no one up here

(rural northern community] that could communicatéwer...no friends that can

talk to her [and] go out and play with her. Nobaohderstands her and its hard

for hearing kids to take the time to learn to comioate with her to be her friend.

(Glenda, November 2004).

Glenda added that the deaf community is only alkileo families who reside in larger
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urban centres:
And the deaf community only works down south. Thelp more up here
[smaller city] now that we have been asking foBitt they are still down south.
(Glenda, November 2004).
Relocation
Two participants moved their entire families to thilban centre that could offer
them more resources for the deaf than their curteat communities could. One family
arranged for their child to attend the school fer tleaf that offered a live-in student
residence. Aspects of relocation experiences ircutkcision-making that led to
relocation to an urban area, the relocation itselfustment to a new home, grieving, and
slow adjustment.
Getting ready to relocate the famigrenda was angry that her family was forced to
relocate in order for her child to access the ¢yeallucation that the school for the deaf
is able to provide. They realized that he neededdkaf school” in order to keep up with
his education, but they did not want to leave tegtended family up in the north:
We had to... We don’t want our child to suffer eithHe has to live in this
society. So the decision was to move to [namergglaity]. It took about a year
for me to find work, to be able to move down. (BtanNovember 2004).
In one situation, the decision to allow the chddive in a residence at a distant school
for the deaf was a very difficult decision. Thewsdment process involved a grieving
period for both the deaf child and family as ddsedli below:
“Well it's not that easy... It's hard to send ydud [at age] seven or eight, they

are gone somewhere else...living in a dormitorwds difficult. It was very
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difficult to say bye. And then she come home anéf.sbhe was so happy to go to

school in [name of city] with peers that could dpeaher. The first year was

really hard (Glenda, November 2004).

Grieving and Multiple Adjustment®nce the family moved to the city, the adjustment
entailed a grieving process for the whole familgeTransition was difficult because of
the need to adjust to multiple events: adjusting tew home, a new community, and a
new lifestyle.

Relocating from a rural community to an urban segtts a very difficult process
and the adjustment process is compounded with healings of grief and loss. Brenda
stated that her child would cry himself to sleeprgwight. He would “beg and plead,
“Why can’t we move back home where all our famihgdriends are?”” Challenges
included starting new work and the children havaogriends, as well as missing their
old friends and their old school. You just kindnafld it together. It is the best thing for
your child and you need to keep that in focusokgiget easier as you go (Brenda,
November 2004).

Rosemary and Robert were faced with the addedst@nt of living in an
apartment that was quite confining:

You can’t make noise in here too, eh? Not like tloing over there [name of

rural community]. Had to change all that. Yealkelihe things you do over there,

things you can do over there. Like you go out mnforning and go hunting.

(Rosemary, November 2004).

Coping with RelocationThree caregiver families expressed a similar coptragegy.

They coped with their difficult situation by clingg steadfastly to the idea that the deaf
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child would benefit in the long run. Caregivergaththat the school within their hearing
community had not been meeting the special commatinit needs of their child and
there had been no obvious efforts made by the psbhools to effectively close this gap.
Rosemary and Robert focused on the belief that tlesif child was benefiting
from the move, and this is what kept them in thg ci
He is the only reason we are here [larger cityhave lots of things back home
[rural northern community]... It's more importahiat we be here [city]. We left it
all so that he [deaf child] can have proper scimgplAnd that’s all that matters...
It's not easy, its not easy. It may look easy buiid, doing this is hard. But still
eh? | want to go home... But again its more impartar him [deaf child] to
learn, eh?... | wouldn’t be anywhere else becausally love [deaf child].
(Rosemary, November 2004).
Brenda added that relocation due to the lack a&flm@sources should not be
forced upon families as in their case:
How come we had to move? Like to offer... [appraf@ieducation] to him,
because we are in the north [we] can't get thoseuwees. That made me angry. |
know it costs a lot to train people. It's hardegtd interpreters up in the north.
But why do people have to relocate to get the prapducation for your child?
You have to make a lot of sacrifices moving — @reliving in the north,
compared to down here. | don’t think that’s faithink that we should all be
equal, be it the north, be it the south. We shbalde the same. Maybe not the
whole same amount but you should be pretty eqBatnda, November 2004).

An added challenge for families that relocated thastotal unfamiliarity with the
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city — being all alone and not knowing anybodyiiat fincluding the deaf community.
Susan mentioned the importance of having a “sigsittgr, and not just anybody, |
wanted to know it's a safe person” (Susan, Nover2bBéd).

Issues with the ‘hearing community’

Caregivers reported some situations where theyreqpeed negative reactions
from the hearing public, particularly people whd dot seem to understand the
implications of deafness. The common response avabruptly shut down the
communication they had begun with the child on@y tlearned that the child was deaf.
When a caregiver was present, people tended t@ssitiie caregiver instead of
attempting to communicate directly with the deafd:HMost deaf children are offended
by either of these responses. In the following ctsedeaf child was initially considered
to be hard of hearing:

They [hearing people] keep getting louder and loaahel louder. “It doesn’t

matter how loud you are, they are not going to kd@at she is saying.” So there

is lots of screaming at her. And people, they gtigp talking to her because she

can't hear. (Glenda, November 2004).

Susan reported that her son is now old enough twben his own, and is
learning to handle such situations, for examplewhting a note to let clerks or other
people he may encounter know that he is deaf (Sh&@rember 2004).

One caregiver was certain that some people icdrmunity would rather avoid
the family with the deaf child for fear of sayirfgetwrong thing and risks insulting the
caregiver. “You don’t try to push on them what tlieyn’'t want to know, eh? They don’t

want to insult you...rather just stay away fronTitey don’t want to say anything.”
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(Rosemary, November 2004).

Caregivers described situations where they witrtksar deaf child being
treated unfairly. Carole expressed frustration teatsister-in-law would not allow her
son, who was 8 or 9 years old at the time, to plely his cousins in another part of the
house. “Well, it's just that | don’t want him tduag anything,” her sister-in-law had
said. Carole further stated:

And she brought out a tiny Fisher Price little tmain. Way under his age...That’s

when | said to her, he’s deaf, he’s not dumb... &fesn’t seem to understand

that, and she’s a nurse with a BN, a degree and@dsn’t seem to understand
that... She still treats him like he is dumb and lget no brains. | keep telling her,

he’s in grade 5 he’s not dumb, he’s smart. (Catdarember 2004).

Carole also experienced negative reactions fronplpen other public contexts:
“...people figure...he’s signing, so he’s gottadoenb. He isn’t. Just because you can't
speak they’re not dumb, or because he’s deaf,chaith, too. It's very hard to have
people say that when you know that they're smaatr@(@, November 2004). Four
caregivers encountered situations in which theafahild was regarded as inferior or
dumb.

Caregivers claim they have had more problems wetrihg adults than with
hearing children. Hearing children will directlykashy the deaf child talks in a funny
way, whereas hearing adults will label the childlaaf and dumb. Susan stated that her
son drew attention during a visit to McDonalds huseahe spoke more loudly than
everyone else, being unable to self-regulate thenve of his voice:

It kind of made me angry because her kids weregyeist as loud. “Listen he
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can’t even speak properly —he must be dumb,”’amand on and on she went...

So I've had more problems with adults than | helvidren...I find the adults tend

to label more without getting the facts (Brendayember 2004).

Caregivers admit that such rude encounters doaqtdn often but do occur. And
on other occasions, reactions from the public ¢am lae positive. Brenda indicated that
people will sometimes ask questions when they agton using sign language, and she
prefers to deal with questions rather than rude(®snda, November 2004). Other
caregivers concur that, in their experience, reastfrom the hearing public have been
mixed, depending upon the individual. For exam§$lgsan described her experience with
her child’s baseball coaches:

If it's a...a new team or a new coach or whatevey #re awkward. Then as the

season progresses they relax. They realize this kichormal kid...then next year

we have a coach who...right away demonstrates arsdtipern in the right
position and cheers them on and immediately wantessigns — like tell me how
to say good job, tell me how to say whatever. Redgpends on the teacher and
some people are so uncomfortable. (Susan, Novepildh)

‘Hearing children’ who expressed curiosity and as§aestions were regarded
favourably by caregivers, who stated they woulddeatespond to the questions of
children as opposed to listening to adults who retendency to label. They find that
children are often fascinated by how deaf childremmunicate with one another, just
like other “normal kids with lots to say ”, and thhey often “want to learn some signs”
(Susan, November 2004). They feel that childremaoee open-minded about deafness

than hearing adults:
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Children come up [and ask the caregiver], “Whatthose things in his ears?” If
you explain to them that his ears don’t work propehey help his ears hear you
and they're all excited. And if you sign, what'®tkign for this one, what'’s the
sign for that one. The kids want to learn, they ttarbe a sponge. (Brenda,
November 2004).
However, a few caregivers did report that, in samséances, their deaf children were
mistreated by hearing children. Glenda statediibatiaughter “tended to make noises”
while at school that she was not aware she wasngakihe way they [noises] felt in her
mouth...the kids thought there was really somethingng with her — that she was
handicapped” (Glenda, November 2004). Glenda wernb@ay that one of the students
had followed her out of school, saying that she retarded. “I [Glenda] said to him,
“Who is the one who has the problem? You are gahlier names and she can’t even hear
you.” The following were some of the most offensimcidents her daughter
experienced:
And they threw matches at her one time. They [hgachildren] did lots of mean
[things]. There was one child. He had spit at mel she was covered in spit. So
then my husband went to look for her. We foundaret brought her home. I just
about got sick. It was just gross!! We had to showex. We had to wash her
clothes. And then the next day she went to beatuprbecause he [the bully]
didn’t have his friends. And the school gave heciglinary notice. | said it
wasn't fair because the kid had done this to heheg removed the discipline.
(Glenda, November 2004).

In another incident at an outdoor restaurant ggttdlenda’s daughter was subjected to a
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boy who, in the company of his father, was throwhbadjs at her head and calling her
retarded. The adult, who was with Glenda’s daughténat time, complained to the
management, and the father and son were askedv®. Ie..these things go on all the
time.” (Glenda, November, 2004).
Caregiver Work

Caregivers shared how they have responded to deaifis barriers as well as the
outcomes of their efforts. They also describedibek they undertook to create linkages
between their deaf children, and the deaf blindd¢hvith ‘hearing’ others. Three
approaches were used to facilitate such linkagestl\s it was necessary to build their
knowledge base in order to respond appropriatethiganeeds of their children and
families. This involved seeking information andaeces regarding language
development options in order to establish a modmofmunication that was appropriate
to each child’s needs. Secondly, as they respotadtek uniqueness of their children’s
needs in the pre-language stage, they began tbdapundation for language and
communication and acquired specialized knowledgkséiils in the area of deafness or
deaf blindness that would facilitate this procdssrdly, once they developed a
functioning language in the home, they were betide to link their deaf children with
other social systems around them in both the ‘dmad’ ‘hearing’ communities — in order
to empower them to be able to function more inddpatly in the larger community.
Throughout this process, caregivers adopted a vadety of roles and related skills in
order to facilitate the best outcomes for theitdrein.
Building a knowledge base

The pre-language stage
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During this period of new learning, the caregivegperience was very intense.
Caregivers in this study relied upon observatidriteir child’s behavior, which
provided them with experiential knowledge of thehild’s needs. In the period where
there is no language within the home, the caregs/kft to figure out what the child
wants. The starting point for most caregivers veasrtderstand the uniqueness of their
child. Alice explained: “Once you get to know yanild, you just know what he needs”
(Alice, November 2004).

Once caregivers had a general idea about the uniegas are of their deaf child,
the next step was to learn more about deafnesegtvars gained information from
organizations, printed material, and computer $esr.cGlenda had participated in a few
workshops at the St. Amant Centre, and had obtaost information from them about
different avenues to take. In her efforts to acgugievant information about her child’s
needs, she had filled two binders with informat{@henda, November 2004). Susan
stated that, once she and her husband have thdyaeglearched an issue or a problem,
they do a comparative analysis of the pros and andgshen are quick to take action
(Susan, November, 2004). Some caregivers sougHbaatkd deaf resources within
their community, within the province, and interoatally. As Glenda stated: “[You] just
[have] to go out and find the services for [youlflsgou had to make phone calls, look in
phone books, research, different types of thingshed to look for. No, it wasn’t given
to you” (Glenda, November 2004).

Resources that promote sign language development
Sign language training opportunities available eityawere described as positive

experiences. Urban caregiver families had easmesscto sign language training
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opportunities, even if it meant paying a tutor ¢one to their home and teach them sign
language. As well, urban caregivers could enrohltloeir ‘hearing’ child and deaf child
to a day-care centre where sign language was peactComparably, caregivers from
rural areas enrolled their children in pre-schayhmunity programs that did not always
offer sign language at their site.

Susan described the specialized day-care and atassyptions available in urban
centres:

Officially you have to be two years old to stairiSign Talk, [the] day-care
[where] ASL is one of [the] main languages. But yaun get special permission
to go earlier at 21 months, when he started goangtpme, just to get more sign
language exposure — from then on through preschimolent there half days and
half days to SMD in the ASL classroom. So it's aje&®een his main language...
Kids learn it so easily. [Susan, November 2004].

As an urban resident, Susan was able to organizegavate tutor to come to her
home on a weekly and, later, a bi-weekly basisaim ther entire family, including
interested extended family members. In additioprieate sessions, Susan learned about
numerous additional programs. She found that th&i@ang Education program in her
area offered beginner to advanced ASL coursegim $thool settings, an opportunity for
her whole family to learn how to sign. Furthermaane-week ASL Immersion
Program was available through SMDI during the summenths, and other activities
and events were available through contact witiMhaitoba School for the Deaf (Susan,
November 2004).

Laying a foundation for language and communication

81



Establishing language: Deciding on a course of@tti
Caregivers encountered challenges and difficuitieeciding on a communication

method between themselves and their deaf child.ekample, caregivers often reported
that they were pressured by communication spetsdtisselect a mode of
communication within the field that he/she représdnAt first, all caregivers had looked
to hearing aides as a possible option to bridgwegdeaf hearing gap, but found their
children did not want them because they gainedingtinom them. Brenda shared her
experience as follows:

The first challenge was: Which way should we gdwiim? We felt we were

being pushed that he should only be oral, thatlveilsin’'t sign with him, and

that we should just use his ears and oral. (BreNdaember 2004).

Caregivers living in an urban setting had the ofaputy to try various communication

options:

We started with ASL first and [also] spoke to SMEbEiety for Manitobans with
Disabilities]...then we had him fitted for hearingles and they sent a tutor to the
house... [We] worked on stuff like recognizing if@usd was on or off —
something loud, like the radio. Whatever we di&, dhum, he would just get so
frustrated because he never knew what [we] wanteadfgdhim]!! (Susan,
November 2004).
After trying different communication methods, Su$amnd her child responded best to
sign language because it had visual characteristits
As soon as we...felt we could do something, we sddearning ASL. And...our

kid was so ready for language...fourteen months ditie.minute we fed him
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signs, he learned them. He was just pointy, piptynting with finger) tell me,
tell me, tell me! (Susan, November 2004).

Susan had grappled with whether it would be edsrahe hearing family to learn
sign language or for her child to learn oral Ergli$ had become increasingly clear that
it would be easier for hearing members of the fanallearn sign language (Susan,
November 2004).

Communication supplements

Caregivers reported using ‘communication supplesie® a means of enhancing
the connection and communication between themsealvesheir deaf child as well as
creating a more effective learning experience foiGaregivers used visual techniques to
facilitate greater understanding. This included/oig games, role playing, using sign
language dictionaries, as well as creating andimmptiminated ‘signed’ pictures around
the home. Brenda used many of these techniquesstoethat family communication
was effective. Caregivers also reported that plajlsishowing or demonstrating what
you mean to a deaf child is also very effectiveeriéfa made the following important
point:

Signing is through pictureendsign. You can'’t just say the word. It is more
inventive. It takes a little longer, to get thingsoss. If it's a new concept he’s
learning, you have to invent ways of teaching hawirthings. So it does take
longer. (Brenda, November 2004).

| actually got books...photocop[ied]... the enbook...cut them out...laminated
them and posted them all over the house...on thedvthe sink...I made up little

books for going to the zoo...all the signs for eliéint animals and different
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outings that you would take. (Glenda, November 2004
In the case of deaf children, the majority of carers indicated they had responded to
the early need for communication by labeling pietuas well as “learn[ing] sign from a
book”. Brenda shared how she uses ASL dictionamesdemonstrates meanings of
words through role play (Brenda, November 2004)Jev@arole mentioned the
importance of visual modeling or demonstration m@gtical skills such as swimming to
facilitate learning (Carole, November 2004).

A communication tool mentioned by Glenda was a TWHich is designed to hold
a telephone receiver and, with its attached key gadbles the deaf to contact the
operator relay services; the operator will thenceoto the ‘hearing’ and type the
responses of the ‘hearing’ back to the deaf perGtenda stated that for a deaf person,
particularly if living in a rural community, it ian issue not to be able to use a telephone
in cases of emergency. “[My daughter] requiresT® Tl have one at home. She has one
at school... But for her to go to the store andrighme she can't do that. If there was an
emergency she can’t do it” (Glenda, November 2004).
Communication rules and protocol
Caregivers reported additional ways of facilitatgrgater understanding between

themselves and their children. Most stated thaeneffiective communication between
themselves and their children required the devetograf an agreement, much in the
same way that unwritten rules are established.ekample:

You...can ask him to wait...for awhile...But younttgust push him away or just

tell him to stop. You can’t do that unless it's yertally important, where you're

taking care of a cut on a hand, eh? You have tevkmben [it] is a good time for
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certain conversations. And he has to understandiieawill just come and tap
you on the hand and go like this, eh? Then yout\ he wants to talk to you.
(Rosemary, November 2004).
Just because he doesn’'t come back for the seaoeddairemind you doesn’t
mean you can ignore [him]. You have to know thHag¢cause if you expect him to
listen to you then he will expect you to listerhim...That’s the thing (slight
chuckle) it's tough but paying attention to hims ¥ery important. Being here,
just looking at him, acknowledging him when heakking to me, is more
important. (Rosemary, November 2004).
Caregivers established communication protocolsasenow they observed their
children to be sensing, responding to, and engagitigtheir environment. Rosemary
commented on the importance of tuning into oneikichYou know, he can feel you, he
can sense your emotions, ‘cause that child canyeadTheir perceptions [are] very
sharp” (Rosemary, November 2004).

For the deaf-blind child, communication dependedrulpis ability to feel objects
with different texture and shapes. He would todems that symbolized or let him know
what event would occur next. For example: “He dodsis little calendar, grabs his coat,
or a little miniature something...when he goesctwosl, he has this texture thing, so he
knows he is going to school in the morning” (Alidégvember 2004).

Alice also developed a very safe and structuredehenvironment as well as
consistent routines that helped her son to feelrseand to have some level of agency.
This involved not only the way the home was phyicet up in terms of furniture, but

also the smells associated with certain daily regi These were all cues that
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communicated to her son where he was. Alice foumdry challenging. “You just kind
of find other ways to communicate and play with hiltis really important about the
routine...[if] you don’t know what’s happening neitmust be very scary and
confusing.” She further indicated that, since hevis his home “down pat”, it was very
difficult to take him out of his environment. Fotample, she was unable to go to a
restaurant or to other people’s homes “becauseushées everything; that is how he
communicates” (Alice, November 2004).
Alice was convinced that her son can communicatke athers, but stressed that it
is important for ‘hearing’ people to follow the gpiec communication rules and
protocols that he had become accustomed to:
...he doesn’t use sign language and he doesnivos#s. But there are many
ways to communicate. | can tell he had enough [secha will start fussing in a
different way again. You know | want out of heréneTway he whines, the way he
cries. Before he cries, he’ll start doing like tfuses her hands to demonstrate
tapping the arm of the chair) on his little ch&a | know he has had enough.
(Alice, November 2004).

Alice added that the tapping is also used as dhatehey will be moving from one

activity to another.

Alice emphasized the importance of having a coeststducational assistant at the
school as a regular contact for her son. Havingpstgute replacement created a
significant disruption to his routine which tookrha long time to adapt to. Alice stated
that the educational assistant learned to meetdrés needs “by knowing the difference

in whines and crying and body movements”, a skt took months to develop.
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Family communication reaches a functional level
Functional level of sign language

Once caregivers were able to use sign languagestemnity, their family life
became easier. There were not many communicasoesswithin the family unit once
the deaf child and ‘*hearing’ family members leartteglsame language. This was
especially the case over the years as communicaoeasingly improved.
Reciprocated language

After taking a number of sign language classe=sywig sign language videos, or
using a sign language dictionary, caregivers dedl#niemselves to be at a functional
level of sign language. This meant that they hadcdpacity to have a conversation with
and be understood by their deaf children and weleeta understand what their children
were conveying to them. Sign language skills rarfgaa family to family. Sign posts
that caregivers have reached competence with argguhge include the ability to
compare the characteristics of sign language wahknglish.

Caregiver families knew they had reached a funatitevel of sign language when
they recognized that their children understood theour of the six caregiver families
were in this position. Carole put it very simplyVé are now able to communicate...Once
he learned to communicate, [he could] tell us [whehwas mad or...was thirsty or he
was hungry...before you didn’t know what he want@ciérole, November 2004).

However, they also recognized that they were abt@®tnmunicate with their child,
but could not talk to anyone at an advanced lelvsign language:

| wouldn’t know how to talk to an adult on hisres...the way | would talk to my

daughter. | understand her and... can communicidtener. But don’t ask me to

87



go and communicate with somebody at school bedauseld have a really
rough time. (Carole, November 2004).

One caregiver, however, was at an advanced levgibsito or above her child’s

sign language level. They could discuss abstrgit$o
If he needs to talk about life and death, or semientific fact...we communicate
about it. So | think that's key! (Susan, Novemb@2).

Although one caregiver stated that she and hed tlatl achieved functional
communication, she still questioned if her childligalways understood what she meant.
In such situations, most caregivers solicited gsstance of the school for the deaf to
explain more abstract terms to their deaf child.

Role reversal

Role reversal was a situation that occurred irfan@ly when the deaf child, who
attended the school for the deaf, was learningIsigguage at such a rapid rate that
surpassed the functional level proficiency of hisier own family members. As a result,
the deaf child was now teaching family members, amgbne that was willing to learn
advanced levels of sign language.

In one sense, this role reversal created anotlremumication gap because family
members were struggling to keep up with the prayvedearning of new words.
However, role reversal also contributed to closhggap by transfer of skills from the
deaf to the hearing using language. Three caregystated that they learned more
advanced sign language from their deaf child: “Wddoth good at signing, and every
week, [our son] brings home fifteen new words. Jwe] have to learn fifteen more

words, if [we] don’t know them already” (Carole, Wamber 2004).

88



Bilingualism

Families of deaf children can literally be conse&teto be bilingual as they are
communicating in two distinct languages. Howevihaugh language skills were at a
functional level, caregivers reported that it wasistimes difficult to maintain
bilingualism in the home. This occurred particufaduring large family gatherings, as
there was a tendency to shift from sign languageabEnglish, especially when the deaf
child was not directly involved in the conversati®usan expressed her efforts to
balance the use of both languages at such timeagSNovember 2004).
Ongoing communication issues

An established language does not mean communiogdips no longer occur. There
are situations in which the child will miss infortizan, even within the home that has
established shared language that the deaf childicderstand, as demonstrated in the
preceding example. Whether communication gaps ogitbm or outside the home,
caregivers may need to provide deaf interpretadtbaepair the communication
breakdown. Susan observed the following: “He isbeahg included in all the
conversations and that is an issue. That botherdtinethers some of the other family
members. They noticed it. I'm not sure if theramseasy answer” (Susan, November
2004). Caregivers reported that, as long as therfgepublic does not take sign language
training, there will always be a communication gdpwever, caregivers also suggested
that the ‘hearing’ appear to be uncomfortable signn front of others, which may
hinder them from signing in public (Susan, Noveni2@d4).
Functional communication extends to relationshipsitside the home

As a result of language development, the childfandly are able to engage more
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effectively. Successful communication at the fanelyel also extends to other social
networks. This section describes efforts made betwiee deaf child and others during
this functional stage, although the communicati@ymot be as successful as that within
the family.
Integration with the deaf communifihe integration process for the deaf child to the
deaf world was a natural process. This was the foaskose who were able to access the
deaf community for support. For ‘hearing’ caregsat took some time to develop a
relationship with and feel accepted by the deafroomty but, once formed, this was
regarded as a valuable support to the family (Susamember 2004). Carole
commented: “[At first], they didn’t treat you quitee same, and now there is no problem.
Now we’re deaf culture, and we are deaf peopleanad they are concerned. But it was
difficult at first” (Carole, November 2004).
Integration with the hearing communitynce language skills were at a functional level,
caregivers were equipped to transfer their knowdeggarding communication with their
deaf child to other hearing people who were eigitefessionally or socially involved in
their child’s life or who expressed an interestammunicating with their deaf child.
This required active engagement with the partieslued in order to facilitate a mutually
beneficial experience that also empowered the dhildcknowledging him/her as a
capable individual. Integration approaches andegjras used by caregivers and families
will be discussed in the following section on acgdicaregiver roles and related skills.
Acquired caregiver roles and related skills

As caregivers gathered information, moved throunghpgrocess of establishing

language skills, and reached a functional leveloshmunication with their deaf children
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within home and community, they adopted many rties were critical to effectively
meeting their children’s needs.
Advocating

Caregivers learned to be strong advocates for tihdolren on many levels of need.
Regarding advocating for services, they reportatittiis was very time consuming and
was not something that came naturally. Glenda comwaethat “you never realize how
much time you’ve spent just getting services faurychild. If | didn’t ask for it, it
wouldn’t have happened. So the best thing is askinthings” (Glenda, Nov 2004).
Alice described the persistence required to aceareices, in that you spend time
discussing your child’s needs with one service ey but then may be referred to
another one because “we have to follow protocolic@ November 2004).

Two caregivers reported that not all advocacy &farere successful. In some
cases, requests have been rejected by the locmIdabard. For example, after
advocating for the training needs of their childtiucational assistant, Glenda was told
by the school board that, since this individual wasa teacher, she was not eligible to
travel to an urban centre to acquire sign languiegeing. Glenda went on to say: “You
might want ten things but [only receive] one thitits...good at least you accomplished
something... | don’t know necessarily if it's arcamplishment for society [as] a whole
but it's a little accomplishment for us” (GlendagWwember 2004).

Glenda used her growing advocacy skills to negafiait signs to inform drivers
that a deaf child lived in the neighbourhood:

...my daughter had almost got hit by a car...She ateut four. So I...approached

the city to get...street signs. Mind you, they ddisten to the street signs
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anyways. But they're there and they [the publicj'taay they didn’t know
because they are there and posted. (Glenda, Noveribé).
Two caregivers reported that they eventually aegladvocacy skills over a period

of time:

| expect a lot of help and...a lot of support. hialsy don’t stop until | get what |

need. If the child has a need where | feel | nesgite, they should be involved

with Children’s Special Services. Tell them hisvisat | need...But not many

people are forward...You have to...remember yownatdeing selfish. You are

doing this for your child. They are the providews fiim. It's up to them to get

what | think he needs within reason. (Alice, NovemB004).

That is something I've learned. Just speak upeent when something is not

right. I've learned from him. You have to push amd have to push hard for

what you think is right for your child. | know theefare] a lot of people in the

world and... a lot of people [who] have disabibtie But why do we have to push

to get things done?!! That frustrated me. | knoather people [may] have more

difficulties than he does, and they might be é&elibit more of a priority, but I just

felt like no one cared, and that hurt me in theitn@gg. Once | learned that | can

push (laughs), | pushed and that helped thingen@a, November 2004).
Providing supervision and safety

Caregivers reported there was more intensive sigi@mduring their children’s

pre-school years as opposed their current ages.duggervision was required as the
children got older and acquired more and moreitrgiand experience. Susan stated that,

at age 3 or 4, her son would tend to wander, aliag&im back was not an option. “I
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was always...holding his hand...because | knewldrtt call him [at] the last minute,
Watch out!” As her son has gotten older, “he is/wasual, very attentive as to what goes
on in his environment.” Susan added that, as anpareu must learn to be less protective
at this stage, for example, because “deaf people dars and drive them as safely as
hearing people...despite the fact that we think wedreehorn to notice something”
(Susan, November 2004).
Providing emotional care
Another important role was to provide parental supfo manage emotions of the
deaf child who is unable to vent feelings in theneavay a hearing child expresses
through words:
...as a deaf child, he shows more emotions thaadry child would...he shows a
lot of emotions. He likes to have cuddles. If yell him you’re upset with him,
he’ll get really upset...he’ll go to his room. H&'sry upset because he doesn’t
know what he did wrong. Even though [1] tell him atthe’s done wrong, he
really isn’t quite sure. He knows that you’'re madhian and that he did this, but
he doesn’'t know if he should be mad...But | thimkneed for emotional care and
comfort is because he’s deaf. I've seen it in othgdren that are deaf. (Carole,
November 2004).
Intervening
In two situations, children were bullied by hearaigldren, one by school class
mates and another by neighbourhood children. Gldedaribes how, if she had not
intervened to explain the situation to the heaaathorities, her daughter would have

been further victimized and labeled as having catise incident:
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[Bullies] had humiliated [my daughter]. And what svshe supposed to do? Was
she supposed to sit there and take...being budligte time every day? Or does
she go to stand up for herself and say: No, | ahgamg to take this? So they
took away the disciplinary notice. (Glenda, Noveni2@04).
Situational education of the public
Caregivers reported that they encountered mangtsns in which they educated
the public. In some situations, the public wereuyealy interested. In other situations,
the caregiver intervened because their child wagghmaistreated. Carole shared how she
responds to children who assume that her son caonatunicate at all: “Whenever we
see little kids and [they] say: Oh well, he caalkt I'll say: No, but he can talk. He can
talk better than you because he has to talk wgthhnds” (Carole, November 2004).
Teaching
Several caregivers reported that teachings for tdhddren were more effective if
they were provided by spending one-on-one time thi¢hdeaf child, and learning was
also enhanced with the use of repetition. One oaegrho lived in a rural community
relied on the use of videos to teach her deaf chggecially when it came to teaching
abstract concepts. Teaching occurred in many eéifiteiorms throughout the child-
raising process, including the teaching of languaugthe use of communication
supplements and learning through exposure to diftdife experiences.
Deaf interpretation/Communication facilitator
Caregivers reported that one of the main rolesaneqting a deaf child is their role
as an interpreter. This role was assumed oncesatiegiver had attained enough

knowledge of sign language to facilitate commumicatinkages between their child and
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others: “So if she [goes] to swimming lessons,avigl to go to swimming lessons. | have
to be her interpreter. But then | tend to go togpmrting events” (Glenda, November
2004).

Susan mentioned that, in the case of family memivacsdid not have ASL skills,
interpretation was a necessary way of facilitatmgr relationship with her child.

Several caregivers reported that the hearing gildfrthe deaf child would often
assume an interpreting role:

When he is with [‘hearing’ child], she is the fitst[speak]. She does all the
talking for [him]. If someone says something dihgtd him, [*hearing’ child]

will say he is deaf, he doesn’'t hear you. Thenrshg answer the question. |
mean she doesn’t always play that role. As | shd,is a kid, she can’t play that
role. (Susan, November 2004).

Caregivers at a functional level of sign langualge secognized that they were not
able to perform as a qualified interpreter coult preferred to regard themselves more
as communication facilitators between the deaflaating:

| communicate for [my daughter]. She’ll say: Télét what | am saying, or,
what are they saying? And | do that for her. | ashqualified to be an interpreter.
You have to take years and years of schooling tthdp at different levels, and
you got to immerse yourself in the culture. Andduld never claim to be that,
but I am all she’s got. (Glenda, November 2004).
Caregivers described the task of being a commuaicécilitator to be about clarifying
the meaning of what one may be trying to commueitathe other when one or both

parties are in doubt. “His friends will usually sdylon’t understand, could you tell me
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what he means?” (Brenda, November 2004).
Coordinating role
A significant role assumed by the caregiver ofdeaf-blind child was to

coordinate the home therapy and communication amangus service providers
throughout the medical and school systems:

| meet with them at school and they have his EA,gtucational assistant, the

resource teacher, myself. You meet as a team angleggahe goals from the

previous month, or the previous visits, those Haate been reached already. Then

if not... we make some modifications. If we didmieet it this way, then let’s try

it this way. The section on communication is folemhby the school speech

pathologist. (Alice, November 2004).
Alice reported that she needed to coordinate alhtledical service providers who were
in her child’s life. This team included an occupaal therapist, who helps with fine
motor skills, as well as a physiotherapist who g&sion gross motor skills. She felt that
she needed to “keep on top of it” all the time. $laaned to raise the issue, at the school,
of needing two trained EAs (educational assistaata)lable for her child, not just one. If
neither was available, then she preferred to havelild at home where she knew he
would be safe. “I know that the school is relialtdat in the end he is the one who is
going to get hurt” (Alice, November 2004).
Training family members to care for the deaf-blinzhild

Another role played by the caregiver of the deaiebthild involved training

family members so they had the capacity to assthtims physical care needs. It was

critical for this child to have consistency andisture in his environment both at home
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and at school. His mother described this processllasvs:
They [can] even tube feed him and flush him. Thegw how to change his
gauze. They [family and close friends] do everyghithey know the routine...
They are like part of the family. So, yeah, you hattain them. It's all
understood for a long time, since seven years. ldilymve try to follow through
the same thing with him so that he learns and tehea on. (Alice, November
2004).

Facilitator: Integrating deaf children into the lager community

Caregivers were in a pivotal position to facilitéte integration process. Having
acquired many skills as a result of the many supgoroles they played, they increased
their competence and were able to create positikadges between their children and
others in the community. Caregivers recognizedrtiportance of their children
participating in the deaf world as well as the haworld and encouraged their children
to be connected to both. Specific roles came ifdg @s caregivers set the stage for their
children’s growth and development in these direio
Facilitating social relationships within the deadramunity Most of the deaf children
living in an urban centre had deaf peers that tlee/met through the school for the deaf,
which became part of their family’s social network.

Both Carole and Susan stated that they had acqail@de network of friends over
the years (November 2004). Caregivers also madetkair children’s network consisted
of ‘hearing’ friends, families, and deaf peers.slWwas not possible for deaf children in
rural communities as they had bad experiences lmritigd and experienced social

isolation due to the lack of deaf peers to relatd-br these reasons, one family provided
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closer supervision of their deaf child, and resdcher social contact to primarily family.
Facilitating integration with the *hearing’ commugi Such integration often started in a
family’s own neighbourhood. Parents reported thairtdeaf child and ‘*hearing’
playmates learned to adapt to one another andefigomt how to communicate with one
another without signing. Parents encouraged sudlldearning and intervened as
appropriate as a ‘communication facilitator’ in erdo clear up any misunderstandings
that may arise.

Caregivers reported they encouraged their deadrgmilto participate, not only in
programs or field trips offered by the school foe teaf but, also, in extracurricular
activities offered by the ‘hearing’ community. Ty include activities such as
baseball or other team sports, which offered furtdpgortunity for deaf children to
develop relational and assertiveness skills inearimg’ world:

Things in the ‘hearing’ community: he plays basklsamccer, swimming lessons,
speed skating...there is no one that signs usuadyplilys baseball on a team
with a deaf friend at the Manitoba School for theaband that works out really
nicely because there are two of them. And therethes four of us parents and
everyone signs. So we sort of take turns and,weslay the interpreter role.
(Susan, November 2004).

Susan reported that her son feels the *hearingilshmake more effort to connect
with him” — that some people sign with him and oth@o not. Susan expressed her belief
that her son “should try a little harder, too.take the time to sign to them slowly so that
they will learn...get better and get motivated, mrnetimes he can’t be bothered”

(Susan, November 2004).
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In rural areas, caregivers had few options forrtteaf children, and thus facilitated
linkages of their child to various social systemshie community, even though these
programs were not optimal:

[My son] was basically the first deaf kid in théhsol system up in [name of
community]. So they [public school] were learnimgrh it. They were good in
some respects. Teachers, and stuff like that,whezg very willing to adapt their
school or their classroom for him. (Brenda, Novenit¥04).
Thus, in the process of facilitating linkages fer son in the larger community, Brenda’s
role also became one of educating the public scldblregard to her son’s special
needs. Although no one at the school had sign Eggtraining, communication between
home and school was maintained through the useofrenunication book that kept
everyone on the same page.

In the case of two rural caregivers, efforts taliate a linkage between their deaf
children and the larger community within the contaixthe public school system were
not bearing positive results on the level of leagnas well as social relations, because of
the lack of a common language. The decision wasetbre, made to seek more positive
social and learning networks in an urban settingre&lsupportive resources from the
Manitoba School for the Deaf would be much moreeasible [Glenda, November 2004].

Caregivers described the Manitoba School for thaf@e a valuable support in
several ways. Not only do they offer basic languéegrning, and communications skills
and promote vibrant social networks, but they aféarchings related to safety and
independent living skills that parents are ableetoforce in the home. Supports of this

nature were regarded as important for the natatagration process of the deaf child into
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a ‘hearing’ world.

In recognizing that their deaf children needed modependence, caregivers often
set up situations in which the deaf child had tdrads the ‘hearing’ public, such as going
for a hair cut, or ordering food at a restaurant:

We try to get him more independent, so we’ll...dnop off and tell him to go in
and...tell her that he wants a haircut [while wekghe car]. And usually by the
time we go in, he’s sitting down waiting for herdat his hair...no problem. He’s
given her the money after and...[a] tip...he’s dbleommunicate. (Carole,
November 2004).

Susan encouraged her son to order his own foodestaurant or food court. “He is
old enough. We give him the money and he...geksatbrings paper and pen...and he is
independent...that is what he’ll do later in lif€usan, November 2994).

Some caregivers described that their children’guage skills became quite
advanced, such that they were capable of teachemying’ people to sign. Parents
strongly encouraged this development in their ecbitdand validated their ability to thrive
and grow with the tools of their own culture (Glantlovember 2004).

The following is another example of a deaf childdging ‘hearing’ people:

... ['hearing’ sibling’s female friend] ...is arodra lot and...trying very hard to

sign ... for him...he’ll watch her and know thaeshtrying to learn. He does teach

some people sign... [‘hearing’ sibling’s friend).isne that he teaches. And over

at the babysitter’s, he’ll teach their kids to sigpo. (Carole, November 2004).
Adjustment to Deafness in the Family

Caregivers, over a period of time, acquired speadlskills and knowledge on
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deafness which included the following: learningnsignguage, navigating the health
system to access deaf resources, and gaining mkpsit knowledge of deafness. At the
adaptation or adjustment stage, caregivers leamedercome obstacles related to their
child’s deafness.
Aspects of Adjustment
Glenda indicated that her method of coping waggard a problem situation as a matter
of personal choice:
If you were to let it sit there and simmer, it wbdde not a good thing. I think it
would make you sick inside. You have to kind ofitejo and: “Let’s go on to the
next thing.” (Glenda, November 2004).
Having accessible information about deafness wésatrin order for families to
move through the adjustment process more effegtived one caregiver reported:
We are used to doing research. We intuitively kseme stuff like the library
and internet, but some [other] places were [alsally helpful. Our first reaction
was: “What is there here in the city?” and we wefferred to SMDI [Society for
Manitobans with Disabilities] | remember meetingagial worker [there], and
she was very helpful, and right away realized aais ivere already ASL. Gave us
some literature, gave us a really good book to.ré&el ..contacted Manitoba
School for the Deaf, knowing that...he didn’'t needtttor years. But | wanted to
see deaf kids in action...and there we met people ho]wold us about...newer
ideas of bilingual bicultural education and theattyebehind it. We...bought
every [book] we could get our hands [on] about pting deaf kids... a family

friend...their brother is a psychologist who works. Mancouver with deaf
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individuals...He knows ASL and ...provides whatevergupthey need...we

were on the phone like three hours long distanden@just gave me a ton

of...general information, a lot of reassurances. §é8ublovember 2004).

Two caregivers reported that setting up a “systehtday-to-day routines in the
home contributed greatly to the adjustment proeesisbenefited the whole family. For
Alice, this involved encouraging her family ancefids to acquire training so that they
could help support and maintain set routines, yekaf supports, and consistent
communication among the helpers (Alice, Novemb&4200ne caregiver scheduled a
Saturday to do special activities, such as shoppiaugl work, or even a supper out. It
required dedicated time, however, to ensure tleatdiistem” within the home was
maintained. This involved consistent communicatargoing training, and focus on the
needs of the family as motivators to keep a goastksy working for the family.

Most caregivers indicated that the positive suppbé spouse contributed to the
adjustment process:

We had to do some convincing of our parents magbenot of each other. We

both read the same stuff. Felt the same way.greéed the same way. We were

lucky in that sense and saw the priority the sarag.\8o it didn’t take long.

(Susan, November 2004).

Caregivers shared that, once the needs of théd ahd their family were looked
after, they looked after themselves. Glenda stttatdshe goes to the gym to work out:
“So it's necessary — you feel so much better after punched a bag” (Glenda,
November 2004).

According to caregivers, some aspects of theirsadjant involved problem-
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solving how to negotiate various public situatiofilse following example reflects the
process a family undertook to adjust to restauvatings over time:

We used to find it really, really hard to take hamy place. To take him to a

restaurant or any place, it was big a pretty bigghWe just didn’t bother to go

out because it was too hard for everybody. Everylveauld get upset. But
now...he loves to go out to eat. We’ll do gamestoff that will keep him busy
and occupied. We often play ‘I spy’ in the restatiyao then this keeps him busy
and he is waiting. He knows what he wants to ehink that over the years he’s

gotten better and we’ve gotten better. (Carole,évolver 2004).

Formal supports for urban and rural families

Part of the adjustment process involved faciligtime establishment of linkages
between the deaf and the hearing, providing supporthe child, the caregiver, and
overall family. Such supports were received in sgvweays.

Rural caregivers eventually received printed matérom professionals. As well,
the caregivers in this study had their child assg$y the school for the deaf, which also
provided them with a report of their child’s strémgand weaknesses. One caregiver
reported:

They [mobile therapy] gave me sign language bookisdafferent types of things

and | started taking sign language courses in [nancgy]... They [school for the

deaf] would do assessments and referrals bacletsdiool, and what areas they
should be focusing on. So the school [for the dea¥l/innipeg is really good

(Susan, November 2004)

Although caregivers pursued their own informatieome information or options
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did not benefit the family and were dropped, astimeesd below:

The Spencer-Tracey clinic, it's a correspondengggttand they send letters back

and forth to you and give you exercises to workhwibur child. You send them a

report every week and you get to know one persam mvbnitors your

experiences. We did that for awhile but...eventuaiyfelt that was pointless and

we gave up (Susan, November 2004).

Caregivers commented that the city had only regestélrted to provide deaf
interpretation services along with their recreagigerograms. This was highly valuable to
the caregiver families:

The next year the city of Winnipeg got funding fioterpreters for any city of
Winnipeg programs, parks and rec kind of prograoin®&wv we get a professional
interpreter each time for swimming lessons andai way better (with emphasis).
(Susan, November 2004).

As families felt more and more adjusted to thdiraion, they knew they had
supports and where to locate them if needed. Aliated: “If | had any issues, | could
phone the social worker, but | didn’t need anythijAlice, November 2004). She went on
to say:

| have never been in a situation where | was sovdvamed that | didn’t know

what to do or who to call. There is always somebodgall and there is always

somebody to tell me what | should be doing, andtwkhouldn’t, or just change
your whole frame of thinking for the moment. | jasti myself, you know, one

day at a time. (Alice, November 2004).

Programs and services employing staff with sigigleage skills were more
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available in the city as opposed to rural areags€hncluded a day care; children’s
summer camps that served both deaf and hearindrehjlsign language classes; private
tutors; child care providers; and many other orgatnons and professionals who work
with children with hearing loss.
Adapting to a new language
Caregivers reported that they have adapted to daregyuage and are able to
maintain a bilingual language system within tha@nte, in which ‘the hearing’ are
particularly considerate and include the deaf cimlds much of the social interaction as
possible. One caregiver stated the following:
It's totally part of our life. It actually addedraally neat dimension to our life,
you know, social community — a group of deaf pedpét are friends. Part of our
social agenda includes the deaf community. My [inggdaughter likes them too.
Those events are part of her life as they aregfantirs. | miss people if | don’t
see them. (Susan, November 2004).
Alice encouraged family and friends to acquirertirag in sign language so that
they could participate in integrating the deaf @hiito the wider community
(Alice, November 2004).
Developing social networks
Caregivers developed their own social networksyTihdicated that it was much
easier for families who lived in an urban enviromti® meet with other families also
raising a deaf child:
Here [name of community] I got a long network obpke...families, other kids

that go down to MSD (Manitoba School for the Dealfif’s really good...a close
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knit group. Not everybody, but certainly with a idabunch of families. That's

really nice support and, for the kids, you haverttwer for dinner and they go

out and play and there is no communication issuus#&n, November 2004).
Lessons learned

Caregivers shared that they have learned tremelhydivas their parenting
experiences. For many this has meant a life-loagniag experience. Experiences were
seen as “learning how to parent” and in some sanat‘you take two steps back and
then you just start again”. All caregivers, incluglithe male caregivers in this study,
indicated that they did not focus on their own reedulit placed the focus on the needs of
their child, which helped them endure many of thcdlt situations they encountered.
Robert put it very simply: “My kids are grown upeady. When | was young, | didn’t
realize these things. Now as | go along | learnenvaard more (Robert, November 2004).
Alice has this to say about her experience:

It's a lot of work. But, you know, nothing gets dowithout a lot of work. At the

end of the day it's worth every moment that | sgegtiting and arguing and just

dealing with day to day life. It's a lot of workpy know. But, you know, there is

also reasons that it is worth every minute ofight. (Alice, November 2004).

Taking into consideration the many different waysaping with deafness,
caregivers described coping as a natural proceskitch “over the years we’ve both
grown, all of us have grown”. Sometimes caregivec®gnized just how much they had
changed when they reconnected with old friends whibm they had had no contact for
a long period of time. Susan explained as follows:

That was a fairly intense period [talking to heefid]. Then, it was like, “Can we
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just get on with normal things now?!” Then you héwends... [that] you haven’t
seen in awhile and a year later, for them, it'shalel. They want to delve in[to]
this. So you sort of educate [them]: “But it's rmotissue anymore”. And they
think it should still be. “Why aren’t you still woed about this?!” No, not really
you know (chuckles). Why are we rehashing thissm® (Susan, November
2004).
Recommendations made by Caregivers
Caregivers made numerous recommendations baségiopérsonal experiences
caring for a deaf child and navigating throughskistem. Their recommendations fell
into four basic categories:
(1) caregiver need for information about child’silieap and available community
resources, advocacy, and support regarding deemsaking about child’s care;
(2) caregiver need to be able to access the resotinatre available;
(3) need for a more balanced distribution of resesiprovincially so that rural
communities are not so resource depleted; and
(4) need to address issues of social stigma atetiso.
1. Caregiver need for information about child’s kia&zap and available community
resources, advocacy, and support regardinggiecimaking about child’s care
Caregivers stressed that, in the early stages wlohild needs to be diagnosed,
information needs to be readily available for p&éseihe recommendation was made that
an information package be prepared by, for exantipgeSociety for Manitobans with
Disabilities (SMD). This information package couhglude a wide range of information

including a list of subsidized resources availableamilies and what costs may be
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claimed on your income tax.

Caregivers participating in the study identified tieed for new caregivers to be
prepared to encounter and deal with the medicahzanity. New caregivers are advised
not to allow the medical system to pressure theactauickly; rather, they are
encouraged to take the time to get all the inforomathey can in order to make informed
decisions that they will be able to live with.dtstrongly recommended that new
caregivers “listen to their own inner voice...nopdaiows your child better than you do”
(Glenda, November 2004). It is further stressedtldbaroaches to the communication,
care, and education of their children need to beréal to some extent to suit the child’s
particular needs, and not be standardized.

Caregivers interviewed in this study stated thatenemlucation is required for
new caregivers. “How is she going to ask for sometif she’s not aware it's out
there?!” It was stressed that if new caregiversvamee educated, they will be better able
to advocate for their children. Caregivers recominiat new caregivers also get
guidance from those who have already been thrdugpitocess and can tell them in
hindsight what worked well and what they would haked to do differently; this saves
cutting through the ‘red tape’ (Alice, November 200

One caregiver recommended that there ought to kibera workshops or
conferences organized annually or bi-annually whathong other things, could offer
information from a range of professionals to pasertd families (as well as the larger
community) about the needs of deaf children, stepake in planning a child’s education
and care, and the options and resources avai@peech pathology, audiology, social

work, and pediatric medicine were identified asmgle of professions that ought to be
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represented at such events (Alice, November 2004).

It was strongly emphasized that new caregivers tebe connected to formal
resources, specific to deafness, so families mayusulanguage development with their
children as soon as possible, and be providedtiwtknowledge, tools, and training to
lay that foundation (Glenda, November 2004). Pathis education includes raising
parents’ awareness not only about their childrersability, but also their strengths and
capacity — what they can expect from their child.

2. Caregivers need to be able to access the ressuhat are available

The caregivers interviewed in this study identifregdnerous systemic barriers
that need to be dealt with in order to improve asde necessary resources. Given the
limited special resources in rural and northermsyéamilies needed to access
information as well as urban resources in a monelif way in order to better meet the
needs of their deaf children and not prolong treeabe or shortage of critical health care
as well as developmental learning experiences. Métiyeir recommendations for
increased resources in rural and northern comnagngtie highlighted in the next two
recommendations that underline the need for mdenbad resource distribution
province-wide. In lieu of adequate services inlrarad northern areas, one caregiver
suggested greater use of telephone or video cordi@g with specialists in the south
(Brenda, November 2004).

3. Need for a more balanced distribution of resegrprovincially so that rural
communities are not so resource depleted

The majority of caregivers emphasized the neednfare resources in rural and

northern communities to facilitate critical acceBsey stressed that a deaf child has a
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right to an education in his/her home environmant that families should not feel
pressured to relocate in order to access resotocéseir child.

Caregivers identified several resources that woeltielpful in rural
environments. Firstly, they stressed the importarigaore services brought to the north
by the deaf community in the south. This includemtersigning classes, and more
information, resources, and activities to enharate Bamily support and awareness of
the deaf culture in the larger community. Thesemaoendations are detailed further in
the final recommendation which follows, and whistramed around the need to address
the issue of social stigma and isolation in rurad aorthern communications.
4. Need to address issue of social stigma andtisola

Caregivers highlighted the issue of isolation irat@nd northern communities
that entailed both the inadequacy of necessaryress and the absence or scarcity of
peers and meaningful social support for the deidd emd family. One caregiver
emphasized the need to link families who are rgisispecial needs child with one
another — the importance of connecting with otlhenifies going through similar issues
and concerns (Brenda, November 2004). Some carsgeeommended the
establishment of monthly support groups wherevesitbe, to provide parents with the
opportunity to share their experiences and delitf one another about their process. It
was suggested that this may require the assistdrameagency to become aware of other
families with similar needs.

Caregivers also felt a strong need to raise theeveas of ‘hearing people’ about
the deaf culture. They would like to see more ‘imgapeople’ learn sign language

(Carole, November 2004), and recommend sign lareyakgses for siblings and other
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extended family members — something that has rert peomoted much as yet (Susan,
November 2004) . Some families are not feelingstingport of their extended family
members, who have not taken an active interestaming how to sign, and wish to see a
greater awareness emerge in the larger communaiso(€ November 2004).

Many recommendations were made regarding the re@quliblic education in
order to facilitate greater community awarenes® éttucational workshops/conferences
mentioned under the first recommendation targededlifes, but caregivers felt that these
workshops/conferences could also target the lasg@munity and local professionals,
including the school system (Alice, November 2004).

With regard to the ordinary public, caregivers itfgad the need to raise
awareness that deaf people are literate and addfecent that others with the exception
of their inability to hear — that they are firstdaioremost a person and that their deafness
does not define who they are. They felt that ‘hegapeople’ need to increase their
comfort level with regard to engaging with peopleosare deaf. They expressed the
desire to close the gap between the ‘deaf’ anthbexring’, and recommended that ‘deaf
awareness sessions’ and sign language classestoumhpromoted for the general
public. Some simple suggestions made by caregiodexilitate engagement with a deaf
person included using eye contact; emotional lagguand paper and pencil!

Caregivers strongly recommended increased profesisitevelopment in the school
system to facilitate greater awareness of deaksiiscand their educational needs. One
caregiver stated that more trained educationastasgs and interpreters are needed to
work with deaf children in the school system arat this cost should be covered by the

school system (Brenda, November 2004). It was éuntacommended that a new
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caregiver be sure to inform the school in a timmagnner of the fact that their child will
be attending so that the school is fully awarehef¢hild’s special needs and recognizes
the need for a resource teacher (Alice, Novemb@4R®A final recommendation was
that public schools offer sign language training) ampower the deaf student by

including him/her in the teaching team.
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CHAPTER FIVE - DISCUSSION CHAPTER
This study focuses on caregiver families who ledrdeafness in the family and
who are seeking to overcome challenges associatbdleafness and deaf-blindness.
The study is exploratory and used open-ended ipdaimvite caregivers to share their
experiences of raising their child. Five familiesre raising a deaf child, while one was
raising a deaf-blind child. A qualitative, semitsttured interview allowed caregivers to

share parenting experiences within their own cdntex

The caregivers provided a retrospective view oifr thersonal accounts of raising
their child from birth up to school age. One ohjeebf the study was to identify the
types of concerns or experiences each encounfBnedsecond objective was to identify
what caregivers did to respond to the needs ofliild in each of these experiences. The
third objective was to explore what the caregivergnized as helpful supports,
including what they tried, what they would have ddafifferently, and what they would
recommend to new caregivers and people in thergadciety (such as helping

professionals and the public).

There are four main findings in this study. Thstfis that a strong, reciprocated
communication is possible between the family caregand the deaf or deaf-blind child.
As the caregiver attends to and adjusts to a chddmmunication needs, the child, in
turn, also adjusts and reciprocates communicatidns exchange facilitates an
understanding between one another and leads forthation of deep intra-family
relationships. The second findings is that thegiaes’s approach to integrate the deaf
child with the hearing succeeded through the establent of shared language within the

home as well as the caregiver’s use of acquiregsra create linkages between the deaf
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child and the social institutions that could bess$istance to them. Third, the availability
of deaf specific resources, information, and forswgdports (deaf specific services and
professionals) as well as social supports wereatktmhelp the caregiver family in their
adjustment process. Fourth, this study reportsthigintegration processes described in
this study helped both the child and the carediearily adjust to deafness. These four
main findings will be presented following the forintd the research questions that were

presented in Chapter One.

The parents provided in-depth stories of theiripaldr situations. The result was
a rich base of information from six family caregiscetwo in-depth case studies of
caregiver families who relocated from a rural comityuand who are in the difficult
adjustment process of living in an urban area;itwdepth case studies of families who
reside in an city that offers a number of resoufoeshe deaf; and two in-depth case
studies in which caregiver families still live imaller urban cities that lack the required

deaf resources for their child.

Participants self-declared their level of ASL potdncy. Four caregivers claim to
be in the “middle,” which means a functional lewdiere the caregiver is able to
maintain a conversation and understand the delaf. dfhie caregiver for the deaf-blind
child had not yet received ASL instruction, and $heh caregiver was at an advanced

level of signing which met the qualifications ofcamal interpreter for the deaf.

Research question # 1: “What were some of the maj@xperiences in raising a deaf

child up to this point?”

Caregivers indicated that many life experiencegdeuhrental stress, including
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issues and barriers related to deafness and nemrigaThe reaction to confirmed
deafness varied among the six participants, ranigorg a minimal reaction of “it's only
deafness” to anxiety. Some perceived the diagmdsisafness as less significant
because a life threatening situation already existehe family, so a confirmed diagnosis
of deafness seemed minimal. Meinzen-Derr et aD§2found that parental stressors
change over time in accordance with unique fanolytexts and developmental needs of
deaf children, thus requiring appropriate suppervises to families to meet changing

needs.

This study shows that caregiver families are unidivery family had its own
encounters and experiences with stressors suchaeial challenges, multiple moves
from apartment to apartment, and lack of familymrh Common stressors related to
encountering barriers when it came to diagnosecbéng for the most appropriate
resources for their child, learning a new languagel, searching for information and
resources for their child and overall family. Uritorately, appropriate services were not
always available to the families in this study itiraely way or may not have been

available at all if they lived in a rural community

Deaf-Hearing communication

Caregivers confirmed that it is possible to reaatiprocated communication
between themselves and their child over a periddrd. Families were able to establish
a shared language within the home. Initially tharhrey family perceived deafness or
deaf-blindness as a highly complex matter. Howewece deafness was approached as a

language issue, the family reported that life wagimeasier. Bailes et al. (2009)
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emphasize that, whereas deaf children were higlbriconsidered language delayed
because of their lack of spoken and written Englisére is a growing perspective today
that language delay is not the cause of a lackloeaement. Rather, it is the result of
language deprivation. Vervloed et al (2006) andt¢let al (2006) stated that it is
possible for a deaf child to communicate non-veyital hearing caregiver families and is

essential that they have a space that they knaigatly.

The families in the present study realized thay theeded to establish a common
language (ASL) that could capitalize on their ctalus sensibilities as well as maximize

their children’s ongoing development and spokegligh did not meet these needs.

Parental stress and barriers

A common concern voiced by caregivers had to db thé late diagnosis of
deafness. This was especially true for those liumngiral areas who encountered
problems accessing the proper testing facilitiese Garegiver describes her experience
as “having to push” or insist that her child beeadsat an urban centre where there was
more promise of equipment to assess her child’drggarhere is much in the literature
to support the importance of early diagnosis whichurn, facilitates earlier onset of
language development, and thus provides a foundé&dicappropriate developmental

sequences of learning (e.g. Lyon & Lyon, 1982; oimnet al., 2011)

Caregivers in this study varied in the waiting tifoeservices as well as in the
nature of the services that they received. Somegoaers received services within a year
but the services were provided to the caregiveiljamot to the child. For example, one

rural caregiver received respite as her first servather than the communication services
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that her child desperately needed. Alice descrilmey as medically complex and did
receive a number of services, compared to otheoshald deafness as their primary

health condition.

All of the caregivers had to search for informatantheir own, and they report
that this information was not centralized or readitcessible. Initially, caregivers
deemed themselves powerless, not knowing how tbeld assist their child. No
guidance was provided to the parents, which adolditet stress of the diagnosis. Once
knowledge was gained and a plan formulated, thegoaers gained confidence and took
on an active role. One caregiver says, “Once weavkme could do something,” the
family felt better knowing what to do and took actithrough learning language and
seeking information. A Canadian study identifiedttbaregivers are overwhelmed
because there is much to be learned about deaisegsll as adjusting to their new role

as a parent to a deaf child (McKellin, 1995).

This study also found that families are diverstheir circumstances, which
influences how well they adjust to deafness and ooy the adjustment period takes.
Furthermore, this depends on the level and quafitgsources accessible to them. Allen
and Allen (1979) indicate that it is difficult toake generalizations about families
because of this heterogeneity. It follows that pssfonals including health care, social
work, and school personnel need to have an unaelistgof the deaf and work toward
gaining specialized knowledge, skills, and ab#itie serve this diverse population as
well as to respond to their changing needs (Mei+izemn et al., 2008; Pray & Jordan,
2010; Wilson, 2006). This resonates with my findirag families in both studies were

affected by the level of supports available to thsim matter what the circumstances in
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their lives, all families agreed that deafnessciffé them and changed their course in
life. It is common for a diagnosis of deafnesshauatly change the life of a family

which must accommodate itself to deafness (Bailas$.,€2009; Erting, 1985).

Unequal distribution of services/resources in urbamd rural areas.Rural participants
reported encountering barriers when attemptingt@ss formal supports such as
communication services for their child, accessif. opportunities, deaf specific
intervention programs, and accessible deaf inteapoa supports. McKellin (1995) and
Williams and Darbyshire (1982) say that caregiverge encountered many of the
barriers that my study uncovered. These studiggtifgidarriers such as the difficulty of
obtaining a diagnosis and eventually being forceelocate because of the lack of
access to the resources and inequality of serwstelaition. The issue of a lack of
resources was significant for caregivers in thislgtbecause limited resources affected
how much longer it would take for the family toledanguage and experience less stress

and frustration due to not establishing a sharegdage in the home.

McKellin (1995) also mentions that deaf childreanfr rural communities are
often enrolled in programming that is generic foildren with all types of disabilities,
and not specific to deafness. Bowen and FerreD320eport similar issues for deaf, hard
of hearing, blind, and visually impaired studemisural districts of the United States. For
example, they point out the lack of knowledgeatsiened, and skilled professionals as

well as the poor availability of personnel for ruaigeas.

Rural caregivers had more difficulty adjusting eathess because they did not

have the deaf specific information and resourcqaired to help both their child and
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overall family to address the issue of languagdénhome. For rural families it meant a
struggle to overcome a number of barriers relatdthances, time, and travel to access
ASL training at an urban centre. Caregivers, egflgdhose who lived in a rural
community, and who have now relocated, are abgeéothe comparative difference in
resources in urban and rural areas. Two families relocated describe the hardship of
encountering one problem after another. They egpe&éd situations that involved very
tough decisions as well as dealing with the abreggrand emotional grief associated
with relocation. Caregivers described relocatiophases: contemplation to move, the
actual decision to move, planning the move, aatuale, and, finally, post-move
adjustment. The literature is limited on the sub@caregiver families who have had to
make decisions about relocating so that their aniéy access the resources available at

an urban centre.

Caregivers strongly emphasize the need for inctedsaf-specific resources in
rural communities, particularly in the areas of lppibducation, training of public school
staff, provision of deaf and social resources fathtihe child and overall family, and
support or mentor training for caregivers who ae/ o the experience of raising a child
who has special communication needs. Wilson (28&i6¢s similar resource issues and

solutions for rural areas in the United States.

Multiple roles

Caregivers, especially those who live in a rurahoaunity, state they acquired an
expanded family role and needed to “be all thay ttan be to their deaf child.” In

acquiring a knowledge base, caregivers were alsogan roles with the intention of
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helping to facilitate the connections between thhkild and others who are hearing. The
nature of the work done by caregivers in the egelrs of their child focused mostly on
language development and once language was attdiua level, caregivers dedicated
more time and work to creating linkages betweeir ttield and family to extended
family, neighbors, professionals, school, and ditemevents in the hearing community.
Caregivers reported doing a lot of work but requiittee resources to help them perform
their roles, but also assist their child with laaga and the technical aides required to live
and participate in a hearing world. Rural caregi\state that the type of resources that
they require includes communication services ferrtbhild, opportunities to learn ASL,

a need for deaf specific intervention programs, arwess to deaf interpretation supports
and technological aides used by the deaf. One yanak angry when speaking about the
difference of service and resource between rurddaruforcing their family to move so

that her child may access the resources at the city

Many of the roles that were assumed by caregivers wore intense in some
situations. Caregivers describe that a large ptapoof their time is dedicated to their
attempts to close the deaf-hearing communicatignbgéween themselves and their
child. Caregivers learned ASL but also searcheddsources that the child needed,
including opportunities for their child to partieife in educational and recreational
programs in the community. Caregivers continuadiynid themselves in social situations
needing to clarify and educate the hearing pultloué deafness. Once caregivers were
competent in ASL, they were also able to providaf deterpretation that would benefit
both the deaf and the hearing. These key roledteesin creating linkages between their

deaf child and people in the hearing community.
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Overall, caregiver roles were mainly geared to mgehe needs of the child, the
family, and the community in general. However, otfeework was completed in one
role, it led to work in another role. For exampace information was collected,
caregivers received information on another aspedeafness to understand and assess its
applicability to their child. The literature haseatly shifted attention to families as a
means of meeting the needs of a special needs daitétson, Traub & Turnbull (2008)
and others recommend the importance of placingtatte on the provision of family

focused services. My findings from this study canwiih these authors.

Public school

Caregivers who had their child attend a schootterdeaf reported no concerns.
However, most families whose child attended a muddhool had negative experiences.
Most public schools were described as not makingftmt to close the communication
gap between themselves and the deaf child who tk&sdang their school. This resulted
in making a decision to enroll their child in a sohfor the deaf which was perceived to
be in a better position to meet the communicatieads of the deaf child. Caregivers
described a communication gap between their cimttpublic school staff that led to
their child’s poor grades and their struggle with@emics delivered to them using oral
language. Caregivers also identified a communioagep between their child and school
staff which limited their assigned educational stssit to assist their child with academic
learning in a public school setting. Koesaroff & Man, (2006) found in their study the
necessity for a deaf child to access informatiomftheir social surroundings if they are
to participate and gain anything from it. This fimgl was similar to my findings, three

children who attended a public school and goteligtademically but thrived when they
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received educational material in a language th&t tinderstood at the school for the

deaf.

It was difficult to integrate Joey, who is deafralj to a hearing community due to
his physical limitations. Despite these limitatipA$ice expressed her wish for Joey to
connect with hearing school peers and ‘have reaidis’ but this is not always possible

considering his limitations to a structure envir@mnboth at home and at school.

Family

Caregivers in this study emphasized the importafiéamily. This was expressed
in their descriptions of how family members as#istchild at home or offer a supportive
interpreting role for the child when they are outhe community and receive inquiries
from hearing people. Caregivers describes thatesddrg deafness is most effective
when all family members are involved. Caregives®ahared that family members not
only help with the tasks of the child but also arealuable support to the caregiver.
There is very little literature on the extensiverkvthat caregiver families perform,
however Keilty and Galvin (2006) write about théiae role that caregivers in their
study have done to assist their child’s progresi@aening. My finding of caregiver work
is similar in that the caregivers showed a progvessiovement from knowing nothing

about deafness to increased abilities.

Research question # 2: “How have the caregiver fafies responded to these

significant events and experiences and how did theyrn out?”

Caregivers in this study reported two ways of apphing deafness: using

language to ensure that family members understackl ether; and caregiver families
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using themselves in their roles, as they link walnious social institutions in the

community.

Caregiver work to integrate the deaf — hearing

Caregivers reported that deafness is a language & that families need to
establish this position internally as well as imfioothers who are outside the home of
their plans to use language to address deafnélss flamily. Once a shared language was
established in the home, relationships were formigain the home as well as outside the
home. With the help of their caregivers, deaf aleildhad access to a wide network of
friends, family, and school contacts. One caregivedited ASL as saving their family.
My findings show that established language leadsdiprocated communication
forming strong family relationships and accessatuify life and life in a hearing world.

My findings are consistent with those of Bodnersisgn (1991), who states that a deaf

child needs to be a part of family life throughhaed language.

Language developmenthe rate of language development depended orfieguently
ASL training opportunities were available to cauegifamilies and their ability to access
to such opportunities. Caregivers from rural angese at a disadvantage because ASL
classes were only available sporadically or theytioaravel a full day to access such
training that is often associated with high costattending such training. Urban
caregivers from urban settings reported that ttatigipated in the services and
resources available in the city, which resultedapid and progressive language
development. The rate of language developmentraf oaregivers was slower than that

of urban families. My finding is that access to AGhportunities influences how
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progressive and the rate of learning language edorxaregiver families.

As part of the process of language developperegivers emphasized that
communication is a two-way process, and while itnportant for the hearing to
remember that it is common practice is for the imgatio assess the deaf, it is also
important to know that the deaf child has an imairpart in communication. Caregivers
saw the importance of engaging their deaf childgéying mutually agreed upon
communication rules and processes. Rosemary stHtgsu expect him to listen to you,
you need to listen to him, too.” She emphasizesniportance of paying attention to the
deaf child and watching the child’s non-verbal nages and emotions. She also
supplements her child’s subtle non-verbal messageshe use of visuals, physically
demonstrates what she means, and uses communiaatgwhich further encourages
cooperation from the deaf child. In addition, cavegs also continue to read their child’s
behavior as an effective means of ensuring thatuheerstand the child. This was a key
finding. Caregivers implemented these early comeation processes along with
learning ASL. The literature speaks about the irtgrare of effective communication,
such as the need to ensure that conversation paeresynchronizing their messages in
turn and that they are both actively involved ia tonversation. My finding agrees with
this finding but also adds the caregiver’s pergpeaif acknowledging the child’s input

in their communication process.

Caregivers also reported that they have witnedsad ¢hild teaching others sign
language and very often accommodating and adafitite communication needs of the
hearing by finding ways to connect. An examplehid ts when the deaf child assesses

the communication abilities of the hearing and themost cases, adjusts to the
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communication abilities of the hearing. Caregiv@rserved and commented that their
child would often make every attempt to find a vi@gonnect with the hearing (who do
not understand ASL) so that the hearing will untérd them. Caregivers describe a
situation referred to as role reversal which helipeldridge the gap between the deaf and
hearing. Their deaf child was acquiring knowledgd skills in ASL at such a rapid rate
that they were beginning to teach their family menskand any others who were
interested in learning sign language. This teachitugtion helped integrate the deaf and
the hearing with one another, sharing the sameVvianguage that the deaf use. My
finding supports that deaf children initiate comnmation with others who are hearing
demonstrating a capacity to first of all, know signguage and oral English well enough,

and then in turn teach others sign language.

Empathic Parenting and Problem Solvin.articipants’ empathic parenting led them to
develop parenting practices that took into consitien what their child has experienced
in life. For example, Alice described that her fgnmnembers will close their eyes and
ears to develop sensitivity about deaf-blindneskwarderstand Joey'’s situation. The
same holds with the deaf child. A family, in obsegvthe deaf or deaf-child child,
understands the child’s reliance on their visual/lanfeeling senses to gain information

about the world around them.

Caregivers also found themselves relying on thalds responses to shape their
own parenting practices and, in some situatioresy ttecision-making regarding the
child. Their child’s response was the best guidenow whether their parenting practices
were effective. As caregivers learned the visualsita communicate with their child,

they became accustomed to parenting their childguasual communication, providing
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the same teachings as they did to their hearirid.chi

Caregivers continually demonstrated problem-solahijties and responded
intuitively. Koester and Lahti-Harper (2010) suppiat caregivers have a natural ability
to communicate with their child without much thotgbesjardin (2006) points out that
hearing caregivers of deaf children intuitively pttneir language techniques according
to their children’s language level. This is coramgtwith my finding that caregivers in
this study who responded intuitively as their cmédponded to activities that drew

attention of their visual and emotional senses.

Research question # 3: “What was useful when otherdfered help and what was

not so useful?

Adjustment

Caregivers reported that language and creatingdjek between their home and social
systems (including deaf resources) helped caretpweities adapt to deafness.
Caregivers reported a feeling of success whenlezg able to effectively communicate
with their child and they no longer had to “guesgsiat their child was trying to say.
Family members also described validating that theey understood the deaf child with
occasional points of clarification. Caregivers winere bilingual in the home experienced
less stress. However, they described that bilingomais difficult to maintain. This is
because there is a tendency for the hearing telsiridm one language to another and
not use ASL consistently. Also, when a househottuohes a deaf child with his or her
language needs along with other family members awe an oral language, it is

difficult to prioritize which language to use. Hagia language in the home that both the
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hearing and deaf understand resulted in improvenlyaelationships, but not perfectly.
The difference is that the child now has a charideemg understood as well as
understanding family events. Thus, it was very tutlip the adjustment process when

extended family members were ‘onside’ with regarteirning ASL.

Caregiver competence

Recommended practices for children who are deahesipe the importance of
parental involvement as well as parental competeswsh that parents perceive
themselves as capable of supporting their childrgnrowth and development. Parental
self-efficacy beliefs are defined as the sensenofledge and abilities to accomplish
daily parenting tasks and roles (Desjardin, 20Q@yegivers increased their capacity
over the years, moving on to roles that requirestsized knowledge and skill sets as
they handled issues on deafness. Some roles sunavigsiting the health care system to
access resources and providing deaf interpretat®mexamples of this specialized
knowledge. Wilkins (2005) and Keilty and Galvin () demonstrated in their studies
that caregiver competence in parenting roles ailld slan occur in progressive stages.
My findings concur with the studies that show ttategiver families can move from

knowing nothing to a progressively competent state.

Caregiver roles evolved and changed throughoutéti@ng process as they were
geared to help integrate their deaf child and ngaiamily with one another. As a result
of experiential knowledge, caregivers gained sealis in the area of addressing deafness
and learned a new language so they may pivot bettneetwo language sets, deaf and

hearing. Caregivers reported that building knowéedgout deafness is a continual
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process because learning the full implications abdeafness extends across their life

time.

Pivotal role of the caregiver facilitating the dedifearing integration This study shows
that caregivers are pivotal in bridging the twotegrds: deaf and hearing. Caregivers
acquired roles to close the deaf-hearing gap tiftey evitness during social encounters
between their child and those who are hearing.ntlmeerous roles taken on by
caregivers demonstrate the many ways in which thegiate between the hearing and
the deaf and how difficult this integration processuld be without their dedicated
efforts. There is a strong sense from the datactragivers feel these efforts have often

been one-sided, with inadequate support from therg community.

Caregivers have adjuste@aregivers self-declared that they have adjusteidabness.
They comment they have reached a level of stapuging phrases such as: “We have
overcome most of the obstacles now” and “Therenareommunication issues” or “We
have grown together as a family” and “I know toeschelp if | need it.” Adjusted

families in this study are characterized by effectommunication, positive family
relationships, and being connected to the socgtksys outside of the home. Researchers
are becoming increasingly alert to the need to tgtded the issues and experiences that
caregiver families encounter as they are raisiofgila with special communication needs

(Munroz-Baell & Ruiz, 2000; Jackson & Turnbull, 2001 agree with McKellin (1995)

who indicates that there is not enough researchrdenting parental experiences.

Valued supports

Caregivers identified supports that were most helgf them and indicated that
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the best supports were people who allowed the nametp vent and did not voice an
opinion about anything. Friends and extended famiitp were considered supportive
were those who supported decisions made by thdyfgpairticularly those who made the
effort to learn ASL and/or participate in familyei Deaf adults and other families who
have encountered similar experiences were alsadaresl a valuable resource, as they
had the capacity to be role models, mentors, on suerogate family. As well, some
caregivers had the opportunity to access the deahwnity and school for the deaf,
which connected them to an abundance of sociahaademic services and resources,

and a sense of belonging within this very uniguéucal group.

Research question # 4: “What recommendations do cagiver families offer for
others who may be interested in assisting them, sutelping professions, the public,

extended family, a neighbour?”

Recommendations made by caregivers

Caregivers in this study have a common messagdétimea recommendations,
which is that the hearing society must be moreaespe to the needs of the deaf. This
includes advocating for ASL training and deaf awiass to be accessible to the hearing
community. Resources need to be accessible teaflgbople regardless of where they

live to assist them in becoming participating andtabuting members of society.

Caregivers in this study expressed loudly thatusses need to be made
accessible to the deaf child as well as to thelfardinnecessary hardships were felt by
caregivers when they know that services, such asinerpretation services, should be

provided in rural communities. Caregivers encowettanany situations that conveyed a
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communication breakdown between the deaf and hggand caregivers often acquired a
responsibility to repair, clarify or educate bofttleem. Public education and awareness
were capitalized on, including deaf awarenessesmed sign language training
opportunities, and deaf culture. Caregivers repoateeed to learn, persist and negotiate
with the health system from a leadership positiowlich caregivers play an important
contributor role when meeting with health or agepoyfessionals. Most of these
recommendations are specific in nature. The recamatéons that are discussed in the

literature speak to recommended change at prograetsl

Research question # 5: “What implications does thistudy’s finding have for

services and care for children who are deaf or dedflind?

This study has demonstrated that caregiver fanskesprovide valuable
information for medical teams on a child’s strersgéimd capabilities they may not
otherwise have opportunity to see. Observatiarfarination over the years has
provided caregivers with a knowledge base thatiohes awareness of common deaf
situations but, also, of situations that are farapgcific and an opportunity to celebrate
their success and outcomes of from their own proldelving. Hearing caregivers, who
have become immersed in the world of the deafiraaepivotal position to facilitate
connections between the deaf and hearing and beuddvaluable resource to those who
are interested in the deaf. Professionals whoemite how services are designed and
delivered could look to parents to help designises/specifically for the deaf, helping to

meet the unique needs of the deaf.
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CONCLUSION

Caregivers described their journey over a spamwd from receiving
confirmation of deafness with their child to havitained a knowledge base and
acquired skills sets from the extensive work thaytdo establish a shared reciprocated
language within the home as well as creating lieksag social systems within their
communities and outside of their communities. Towad systems they connected to
informed the family as well as provided them witrafispecific supports that were
formal and informal. Although all families connedteith social systems, these systems
better served some families then others and depemdée geographical location in
which they lived.

The literature illustrates that families are diweasd that it is difficult to predict
their adaptation to deafness. Due to the diveddifamilies, it is difficult to provide
assistance to families using a “one size fits @iproach. Some researchers (Benedict &
Sass-Lehrer, 2007) point to the need for greatén@ahips between the caregiver
family and professionals to address issues retatdéafness. Morgan-Redshaw et al.
(1989) recommend that professionals need to invadrents as partners to obtain a
better understanding of deafness and to work niteeterely with families. Other
researchers recommend a collaborative model whaenfs are part of the intervention
process with social workers in designing prograntsr@sources (Zimmerman &
Dabelko, 2007), and social workers provide unbiastmmation, promote self-
determination, and empower families of deaf chitdas they navigate through existing
options and resources (Pray & Jordon, 2010). ¥aeiftd Galvin (2006) recommend that

professionals must be sensitive to the fact thiagieers play a lead role in their child’s
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care, as they and their families move towards apte state. For this reason it is
essential that professionals, including social vwwoskwork with caregivers as equal
partners and contributors when planning and segoais for the child’s development.

This study can be helpful to social workers whorae to the field and who want
to gain a family perspective on deafness. Theditee underlines the diverse
characteristics of caregiver families, and thiglgtprovides a detailed view of deaf
specific situations that caregiver families enceunfor the generalist social worker, this
study may offer valuable information regarding hiamilies are affected by deafness
and how they have attempted to raise and communwa#h their deaf children and they
may assist families with the gaps in ‘goodnesstoéfe where social workers may play a
helping role to assist caregiver families adaptd¢afness. Research recommends that
professionals take into consideration the diversitiamilies and apply an ecological
view in their practice. Using an ecological pergjpecin practice means a holistic
assessment and deeper understanding of the faimiisn. The role of the social
worker is to assist caregiver families to resolud adjust to their life situation. In most
helping situations, caregiver families experiencd bve a challenging and stressful
journey that involves difficult decision-making.sdcial work practitioner can be an
important resource to the family. Munoz-Baell (2P6fates it is important for helping
professionals to learn the uniqueness of the ésahey may encounter individuals who
require their assistance. It is best that sociakets know what type of obstacles they
encounter, the implications of deafness in a hgasiarld, and how to counsel and
advocate for them (p.42).

Most policy planners and programmers depend upcardents such as
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community health needs assessments and statsim®tm them about family needs.
The work of caregivers has not yet been recogratelde research level however, this
study has offered a parental perception of adjustnoedeafness by the six families who

participated in this study. They have much to offer
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APPENDICES
Appendix A: Sample Letter of Consent
Research Project: A Family Perspective on Barmetis Deafness
Researcher: Sandi Gendreau (Masters of Social WWhikersity of Manitoba)
Dear Parent;

| am a student with the University of Manitoba, Mas level in the faculty of
Social Work. You are invited to participate in rasdh around deafness discussing the
types of social situation around deafness and hmwand your family have attempted to
problem solve in dealing with various situations@mtered in your home environment
and in your local community.

| will not make reference to you personally in rhegis or subsequent
publications using data generated by families whamterview. Any information
obtained by the study where you can be identifiddb& held in the strictest confidence
and will only be disclosed with your permissione®@de note that although | work with an
agency Society of Manitobans with Disabilitiessthesearch will be conducted by
myself independently, strictly for purposes of cédatipg the MSW program at the
University of Manitoba.

Although you may decide to participate in this mtew, please understand that
you are free to withdraw your consent and stop@paétion at any time. In such a case
there is no explanation required nor penalty imdose

If you have any questions you can contact me thramgail XXXXX_or at my
work number during business hours XXXX. Pleasedtliresearch questions to my

Faculty Advisor Tuula Heinonen, at the UniversifyManitoba at 474-9543.
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Your signature on this document indicates thatlyave decided to participate in the
study.

Thank you for your cooperation.

Signature of Investigator Signatof®articipant
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Appendix B: Sample letter to the Audiologist -
Research Project: Family perspectives on barrigtsdeafness
Researcher: Sandi Gendreau (Master of Social Winksersity of Manitoba)
Dear Audiologist;

| am a student with the University of Manitobathe Masters of Social Work. |
am proposing to do research on how caregivers @nokblve communicative
experiences between a school-age deaf child amasoith various social situations in
their home, school and in the community. This infation will be helpful for other
families in similar circumstances and may help @ssfonals who may not have enough
information about caregiver views on deafness.

The criteria include a family who are raising a@alkage child who has medical
confirmation of a severe to profound deafness. cilel must be attending a school and
be from five to fourteen years old. Six caregivexguired for the Northern sample.
Caregivers are the legal guardians of the childraagl include biological parent(s),
foster parent(s), grandparent(s), or others whaarckhld lives with.

Please feel free to inform potential participahist tyou, and your employer, is
not connected with this research. Your role isdipmecruit potential research
participants and you are not obligated in any veagpeak to, answer questions, or
promote the research.

If potential participants agree to participate yoay disclose contact information
about them to the researcher. The researcherlatifycany questions and review the
purpose of the research with you. The researcloistored through my faculty advisor

Tuula Heinonen or graduate ethics review boarcend&n email to...
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If participants agree to participate, it is onlytlzt time, the audiologist may disclose
personal information about potential participantshiie researcher. The researcher will
make contact and further answer any questionsanew the research schedule and
process. If participants agree then they will ignsent forms to proceed with the
research process. The research process is monipra University Advisor and must
continually meet university standards and ethicaldtmes.

If you have any questions you can contact me tiir@mail XXXXor at my work
number during business hours XXXX

Your signature on this document indicates that@uwilling to assist with recruitment

of potential study participants.

Signature
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Appendix C: Sample letter to the Manitoba School for thefDea
Research Project: A family perspective on barndth deafness
Researcher: Sandi Gendreau (Masters of Social Wnikersity of Manitoba)
Dear XXXX, School for the Deaf;

| am a student with the University of Manitobathe Masters of Social Work
program. | am proposing to do research on schageé-child deafness in Manitoba. This
research project will look at the means of commaiton that families have with a deaf
child, the types of social encounters experiennadrious communicative settings such
as their home, school and in the community. Thisinglude discussion on how families
have attempted to problem solve social situatitmedr outcomes and what they would
recommend to be helpful for other families raissndeaf school age child.

The criteria for study participants include medieatification of severe to
profound congenital deafness. The child must Endihg a school and at an age range
from 5 years to 14 years old. Caregiver familiesraquired to be two parented and
living in Winnipeg, Manitoba. There are three faeslrequired in the Winnipeg sample.
Participants can be assured that any informatidirbeiheld in the strictest confidence
and will only be disclosed with their permissiomelresearch is completely voluntary
meaning participants are free to withdraw your emsind stop participation at any time.
And in such a case, they are under no obligatiggrawide an explanation nor will there
be any penalty imposed.

If participants agree to participate, it is onlytlzt time, that you may disclose
personal information about potential participaotshte researcher. The researcher will

make contact and further answer any questionsarnew the research schedule and
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process. If participants agree then they will signsent forms to proceed with the
research process. The research process is monipra University Advisor and must
continually meet university standards and ethicaldtmes.

Please note, the Manitoba School for the Deaf g @cruiting potential
participants. The Manitoba School for the Deahiso way affiliated with the research.
Therefore it is not expected they speak to, nowansjuestions, regarding the research
project. The Manitoba School for the Deaf will oimytiate contact and it is up to
families to decide if they would like to set upralpminary meeting with the researcher.
If you have any questions you can contact me tfir@mail XXXXor at my work
number during business hours XXXX
Your signature on this document indicates thatg@uwilling to assist with recruitment

of potential study participants.

Signature
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Appendix D: Consent to Audiotape the Research Interview
Research Project: A Family Perspective on barugtts Deafness

I grant permission to audiotape the research irgervi

that will be conducted by primary researcher S&ehdreau

| understand that the information given in the rivieawv will be held in the strictest
confidence, that is obligatory in the ethics ofdocting research. Further, the researcher
will ensure that | will not be identified personaWwhen the research is published.

| consent that | may stop the interview procesd, lzave the audiotape be stopped
immediately, when | am in anyway uncomfortable vifta interview process.

Your signature on this document indicates thatgansent to audiotaping the interview

sessions.
Signature of Investigator Signature of Partictpan
Date Date

152



Appendix E: Interview Schedule

Part 1: Proposed introductions to all interviewees

You have agreed to doing this interview and thgsim will be audiotaped.
Please understand that you can stop the intervi@myatime and withdraw your consent
to partake in this project. The interview will talipproximately 2 hours depending if you
need less time or more time to complete the indevvi
Your questions are open-ended so feel free to geoas much or as little information as
you want.

After the interview | will transcribe the audiotapand categorize the information
that you share into a summarized version of therungw. At that point, | can meet with
you a second time and we can go through the infoomgou presented and if there are
any questions we can discuss them. Your inputigwrésearch is very important and is
valuable not for others who work with families, last well other families who are in a
similar situation as you.

You should know that the transcriptions will stayet to the intent of your
comments. Any repetitions, false starts, and higsits.will be removed to provide a
more appropriate text rendition of what you said.

Part 2: My introduction

At this point I will begin by re-introducing mysedind my interest in the research. Then |
will share some of my background and end with yipe tof questions | have attached.

Part 3: Preliminary Interview Questions:

Not all these questions will be needed to get thlbgue moving along, however | will

be prepared to establish rapport and get someatithie same time and use those
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guestions if | need to.

Some of the questions refer specifically to demplgi@information and | hope to get this
information from the participants’ perspectivesaas| as from the referring audiologist.
Preliminary interview questions for caregivers:

1. When your child was diagnosed deaf what waslittefor you? how old is your

child? what school does your child attend? how marygour family?

2. What thoughts, feelings, and questions wenttino/our mind when you learned
about your child’s deafness?

3. How did the rest of your family members resptmtearning about the deafness?
Indepth Interview Questions for the caregiver familes being interviewed:

5. Can you share what your experiences were asvgoel raising your child?

6. Can you describe how you problem solved thraayhe of these barrier situations and
how did it turn out?

7. In your opinion have you and your family adapiedeafness? what does that look
like ?

8. What would be your advice for others who ara similar situation, and what would

you like others to know about families who areiraysa deaf child?
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