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MepcnekTuBbI AanbHeWWMX MCCNEeAOBaHUA B [JaHHOM HanpaBrneHuu. B panbHedluem nnaHupyeTcss MnpoBecTy
U3y4eHNE OCHOBHBIX TEXHUKO-TAKTUYECKMX AEUCTBUIA Y (DEXTOBANbLLUMKOB PanMpUCTOB PasfMYHON KBanUukaLuu C MOMOLLbH
ONTWKO-3MEKTPOHHON CUCTEMbI perucTpauun asukeHun «Qualisys» W Ha OCHOBE OMOMEXaHUYECKOro aHanmsa, CuHTe3a M
MOJenMpoBaHnA onpeaennuTb Haubonee pauuoHarnbHble cnocobbl  Ux BbINOMHEHNA, a TakkKe C030aTb MnporpamMmmbl Mo
COBEpLUEHCTBOBAHWIO AaHHbIX AENCTBUI AN PanupUCTOB Ha 3Tane Creuyuanm3npoBaHHoN 6a3oBoi NOArOTOBKY.
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Cmamms € guknadom pe3ynbmamie onumysaHHs bambkig i3 wupwozo ducepmayiliHo2o AoCnidKeHHsT NPo Xumms ma
npobnemu dyroyux bamskie 8 YkpaiHi, siki guxosysanu Hedyroyux dimel 8i0 HapodxeHHs 00 ecmyny y nepwiull Knac cheyiansHoi
wkonu 0ng anyxux abo cnaboyyroyux.

Cmambsi sieniiemcs  U3NI0XKeHUeM pesynbmamos onpoca podumenel u3 6oree Wupokoeo AuccepmayuoHHO20
uccredogaHusi, Uenbilo Komopo2o bbINo U3y4umb XU3Hb U npobrembi crblwawux podumeneli 80CNUMbIBABLUUX HECTbIUAWLUX
Oemeli om poxdeHusi 0 nocmyniieHus 8 NepebIli Kacc cneyuanbHOU WKombl 0715 2yXuxX unu cnabocbiuaujux.

This article presents a report of the survey results from a broader doctorate study on life and problems of Ukrainian hearing
parents who have raised their deaf or hard of hearing children since birth till enrolling in grade 1 of a special school for children with
hearing impairments.

Krtouosi criosa: enyxoma, anyxi dimu, Yytoyi 6ambku, couiokynbmypHul nioxio, meduko-namosnoziyHul nidxio, biniHesiam,
YKpaiHcbKa xecmosa mosa

Kntouesbie criosa: enyxoma, anyxue demu, crbiuawue podumesu, COYUOKYIbMypHbI Nodxod, Meduko-namosnoauyeckull
nodxod, bunUH28U3M, YKpaUHCKUL XecmosbIl A3bIK

Key words: deafness, deaf children, hearing parents, sociocultural approach, medical-pathological approach, bilingual,
Ukrainian Sign Language

Background

Deaf Children, Parents, and Deaf Education

Five out of every 1,000 infants born yearly worldwide are born with significant hearing loss (>40 dB HL) [20]. By September
2007 there were 30,896 children of school age diagnosed with hearing loss in Ukraine. The birth of any child impacts the family.
However, when a child is diagnosed with a hearing loss, the effects are likely to be greater, more challenging and more demanding
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on the family [3;13;16;17;23] Deafness affects all of family life by creating challenges in communication which in turn test the creation
of appropriate family functioning and parental management of children [7;11,12;14;15;16;18;21;26;27]. The effective development,
understanding, and expression of language are fundamental to educational experience and its acquisition is crucial for deaf and hard
of hearing children [19;23]. Hearing loss creates a difference in the way in which individuals communicate and acquire information,
but is not in itself disabling, provided that there is a full access to language [1;4;5]. Because of their unique communication needs,
deaf children are distinct from other children with disabilities or special needs. Children with learning or developmental problems can
share the spoken language and can communicate with the world around them. However, because deafness can interfere with the
acquisition of the spoken language of the community, children who are deaf and hard of hearing may find it difficult or even
impossible to converse with other hearing family members and the parental challenge is to establish effective communication in their
homes and to ensure that their children receive the necessary support from professionals and schools [18;23;24;27]. Despite the
implementation of various educational approaches at increasingly younger ages, children with hearing loss, as a group, are at
significant risk for relatively poor academic performance, dropping out of school, and delayed development of language and critical
thinking skills. This suggests that factors other than the schooling of deaf or hard of hearing children are worthy of research.

Research in Ukraine

In Ukraine, one can witness a paucity of research in the area of educational psychology, in general, and in family
functioning and parental involvement in educational processes in particular [8;25]. This can in part be explained historically. In the
Soviet Union, communist leaders saw the parental role and responsibility of raising children as secondary to the ideological effort
targeted at children in the state school system. In this political system there was, therefore, little motivation for researchers to explore
the life and functioning of families with children with special needs.

Family-Centered Theory applied in this research

Bronfenbrenner [2] is credited with applying the term “family centered” to family research in the 1970s aimed at increasing
the level of parent participation in early education. According to his theory, if you want to understand the way children develop it is
necessary to investigate their behavior in their natural social context, while they are interacting with parents, familiar adults and other
family members. Both the child and the context shape and accommodate each other as they interact. In this way, the more time the
child is involved in such settings the more the settings impact the process of accommodation [10]. In other words, a family systems
perspective acknowledges the mutual impact of each member's characteristics and highly values the importance of addressing
issues related to family life. Henderson and Henderson [9] stated:

Because the deaf child is a component of the family system, the deafness belongs not just to the child but to the entire
family. Accepting this perspective makes it necessary for the family to seek ways to recognize itself so that all the components in the
family system can participate, contribute, and draw on the family's resources equally. (p. 325)

Methodology

The aim of this current research was to gather and analyze descriptive data on deaf children and parental perspectives in
Ukraine using the ecological framework as a guide. The data used for this research article is part of a much larger dissertation
research study. Only select data related to demographics and the key variables of parental perspectives and family functioning are
analyzed and discussed. This data can be utilized to inform practitioners and policy makers at all levels who work with child and
family systems of deaf and hard of hearing children [6].

Participants

All hearing families with deaf and hard of hearing children enrolled in grade 0/grade1 of special residential schools for the
deaf and hard of hearing children across Ukraine (58 schools in total) were the target population for this research.

Parents were not differentiated due to the level of hearing loss of their children (deaf and hard of hearing) for the following
reasons: (a) all hearing parents of children who are deaf or hard of hearing raise their children in a similar environment, (b) although
children with different hearing loss (deaf and hard of hearing) were supposedly sent to different schools, this study has confirmed
that the population in any particular school comprises both categories of children, (c) it was impossible to verify the hearing status of
every child prior to the study, and (d) the difference between schools for the deaf and for the hard of hearing is minor and relates
only to some curriculum differences.

Instrumentation

The survey questionnaire was part of a larger survey instrument based on the National Parental Project Survey
Questionnaire [18] which was specifically designed for families with deaf children. The survey instrument for this research study
contained two main sections: (1) background information on hearing loss, age of identification, additional conditions, hearing aids,
and cochlear implants, (2) parent’s response to the identification of hearing loss, nine items from the Impact of Deafness Scale [17],
and (3) family background characteristics.

For the purpose of this study this survey questionnaire was modified to fit the Ukrainian context. Pilot investigations were
conducted to ensure the clarity and relevance of the questionnaire items. The survey instrument was translated from English to
Ukrainian and adapted to the Ukrainian context.

Data Collection Procedures

Survey packages were distributed to parents of the sample with the help of schools according to a jointly established
procedure (see a detailed description in Findings). They were collected in three to four weeks depending on the timing of the next
visit of the parents to the school. The principals of the schools were asked to distribute the surveys and they agreed to send the
packages back to the researcher after collecting them.

Data Analysis

Information gathered through the parent survey was analyzed for descriptive statistics to discover characteristics of the
sample and parental perspectives on having and raising a deaf child. In addition demographic information was analyzed to
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demonstrate the diversity of families participating in the study. The SPPS statistical package was utilized for this.
Findings of the Survey and Discussion

In total, forty-eight schools (91% of those contacted and eligible) with 388 eligible students distributed survey packages
to parents and returned 325 of them. The response rate calculated for the participating 48 schools is 83.8%. The response rate for
the entire sample initially proposed for the study was 77.8%.

Of the 325 respondents who completed the surveys, 249 were mothers (76.6%) who also considered themselves to be
the primary caregiver for the child. Thirty-three (10.2%) surveys were completed by fathers. Mothers and fathers together
completed an additional 17 forms (5.2%). Grandmothers completed 21 (6.5%) forms and 5 survey forms were completed by other
relatives or guardians.

Hearing Status in the Family

Among mothers, 28 (8.9%; n=316) were deaf and 10 (3.2%) hard of hearing. Among fathers, 26 (8.7%; n=300) were
deaf and 9 (3.0%) were hard of hearing. Respondents identified 26 families (8%) as a “deaf family” meaning that both parents are
deaf. Eight children (2.5%) have both parents who are hard of hearing; 4 children (1.2%) have one deaf and one hard of hearing
parent and 2 children (0.6%) have one deaf parent and one hearing one. Information on hearing status of grandmothers (n=208)
revealed that 11 (5.2%) are deaf; 4 (1.9%) are hard of hearing. Among grandfathers (n=169), 5 (3%) are deaf and 3 (1.8%) hard of
hearing.

Child Characteristics

Age of the Children and School Enrolment Delays

The child’'s average age was 91 months (SD=11.9). The youngest age was 60 months (n=3; 0.9%) and the oldest 124
months (n=1). The age distribution of children shows that the majority of children had no delays in school enrolment. Two hundred
and thirty children fit into age groups 1, 2, and 3: 18 children (5.5%) in group 1; 79 (24.3%) in group 2; 133 (40.9%) in group 3).
Ninety-five children are considered to be enrolled in school programs with the following delays: 72 in group 4 (22.2%) with 1 year; 22
in group 5 (6.8%) with 2 years; and 1 in group 6 with a 3 year delay.

Hearing Status of the Children, Gender and Type of the School

One hundred and fifty-five (48.4%; n=320) children were reported as deaf; 110 children (34.4%) were reported as hard of
hearing. Parents of the remaining 55 children (17.2%) stated that they didn’t know which of these two categories applied to their
child; 5 surveys returned this question unanswered. Thirty-five children with unidentified hearing status (58.3%; n=60) live in rural
areas and the same number study in schools for deaf children. Only 90 respondents (28%) reported hearing loss of their children in
decibels. Other respondents either did not provide this information or checked the “don’t know” box.

Of 325 children, 175 were boys (53.8%) and 150 were girls (46.2%). Of the deaf children, 88 (56%) were boys and 67
(43%) were girls. One hundred and two (65.8%) deaf children were enrolled in schools for deaf children, and 53 children (34.2%)
were enrolled in schools for hard of hearing children. Eighty-four deaf children live in rural areas and 71 children live in urban. Forty-
eight deaf children were enrolled in school with delays of 1 to 3 years.

Of the hard of hearing children 55 were boys and 55 were girls. Half of these children live in urban areas. Fifty eight
(52.7%) hard of hearing children were enrolled in schools for deaf children, and 52 (47%) children were enrolled in schools for hard
of hearing children.

Identification of Hearing Loss

The average age when hearing loss was suspected was reported as close to 17 months. The average age when hearing
loss was confirmed was reported as 24 months. (an elapsed time of 7 months between suspicion and confirmation). However, 77
parents (23.7%) reported no time gap between suspicion and confirmation; 16 (4.9%) reported confirmation less than 1 month after
the initial suspicion; 112 (34.5%) waited 6 months; 59 parents (18.2%) reported it took up to 12 months; 11 parents (3.4%) waited for
confirmation up to 3 years; and for 5 parents (1.5%) it took between 37 and 48 months for their suspicions to be confirmed by a
hearing test.

The degree of hearing loss seemed to influence the confirmation age. Children who were deaf were suspected to have
hearing problems on average at age15 months (n=155; SD=11) and had a confirmed identification on average at age 22 months.
The elapsed time between suspicions and confirmations was 7 months. The first suspicion of a problem for those who were identified
as hard of hearing appeared, on average, when they were almost 20 months (n=110; SD=16) of age and their hearing loss was
confirmed at 27 months. Thus, children who are deaf received confirmation of hearing loss at a younger age than did hard of hearing
children.

Parental Reflections on Raising a Deaf Child

The respondents were asked to respond to 9 statements designed to examine the impact of the child’s hearing loss or
deafness on them and their families related to family dialogue, parental pride, family stress, communication skill, impact on future
dreams, time for self, inclusions in family discussions, life difficulty level, and communication barriers. The respondents reported
agreement or disagreement on a five-point scale. These statements are shown in the Table 19 in descending order.

Lack of communication with the child turned to be the most frustrating issue for 77.6% of respondents Only 25.3% of the
respondents considered their skills of communication as adequate for their child’s need. As the result of poor communication at
home only 33.2% of children were regularly involved in family conversations.

Table 1

Impact of Deafness on Parents and Families — Percentage of respondents answering ‘agree’ or ‘strongly agree’ in the
following descending order of impact common to the respondents:

9. | feel that there are many things | cannot seem to communicate to my child % 77.6
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5. Because of hearing loss | had to forget many dreams and hopes for my child % 62.8
1. We have more family discussions about our deaf child than about other things % 63.1
8. My life is very difficult because my child requires so much time and additional efforts % 594
6. In spite of extra time devoted to my child I still find time for myself % 52

2. | feel proud of what we have done and are doing for our child % 59.2
3. Much stress in our family is related to child's hearing loss % 40.6
7. My child is regularly included in family conversations because we have an effective communication system 33.2
4. My skills of communication are adequate for my child's needs % 25.3

In order to compare hearing families with families with deaf and/or hard of hearing members means of scores were
calculated. Positive responses received a score of ‘3’ (agree) or ‘4’ (strongly agree). Score ‘0" stands for ‘don’t know/probably not’; ‘1’
stands for ‘strongly disagree’; 2 stands for ‘disagree’. Items 3, 5, 8, and 9 were recoded as they had been compiled in a reverse
mode (negative). In this context the higher scores reflect a more positive response to the diagnosis of their child. Maximum score
could have been 36. Mean of all rating scores for all parents is 18.49 (n=325; Mdn=19.0; SD=5.84). In order to get an overall picture
of parental feelings towards raising a deaf or hard of hearing child and compare families a combined mean was computed for all nine
items (M=2.05; Mdn=2.11; SD=.65) (see Table 2).

Table 2
Parent’s Feelings on Deafness: Mean of Ratings;, Combined Mean of Ratings
All families Families with D/HH members Hearing families
(N=325) (n=26) (n=299)
Mean of all ratings 18.49 20.88 18.28
Mdn of all ratings 19.00 23.50 18.00
SD 5.84 8.315 5.54
Combined M (Sum of scores:9) 205 232 203
Combined Mdn 2.1 2.61 20
SD (for combined mean) 65 92 61

Families with deaf or hard of hearing members show more positive attitudes to deafness and reveal less stress: mean of
rating scores is 20.88 (n=26) vs.18.28 (n=299) in hearing families, and combined mean is 2.32 vs.2.03 in hearing families (maximum
possible is 4).

Summary

This study has identified and reviewed some of the challenges and stresses experienced by hearing parents following the
diagnosis of hearing loss in their child. This study confirmed that for this sample of hearing parents it was common to go through
stages of grief and coping traditionally described in international research. The data presented the following major issues and
concerns of parents:

. A child’s identified hearing loss impacted them both emotionally and financially and they did not have access and
were concerned about the stigma attached to seeking personal counselling;

= After identification of their child’s hearing loss parents did not have access to reliable information regarding how
to best care for their child;

= Poor communication was identified as the most challenging and stressful factor which was shared and also
named as a lifetime concern by most participants;

. Financial burdens were imposed on families by the necessity of purchasing expensive hearing aids, hiring private

teachers for sessions of speech development as well as expensive weekly trips to the educational placements which were located
far from the place of living;

Participants identified communication as the most important issue in the process of decision making, and their biggest
challenge and concern in the coming years. Decisions about how to communicate with their deaf or hard of hearing child at home
imposed a lot of pressure due to a lack, biased, incomplete, and inaccurate information from professionals.

Parental thoughts in the survey on the way they communicated with their children at home brought to light general
dissatisfaction with their home communication due to poor knowledge of signs by parents and other family members and children’s
delay in spoken language and poor vocabulary of spoken Ukrainian.

Survey findings also revealed that families with deaf and hard of hearing members show more positive attitudes to
deafness than families consisting of hearing members. Aimost 60% of respondents reported being proud of what the families had
done and were doing for their deaf or hard of hearing children.

The findings of this study were consistent with recent Ukrainian literature that urged the rethinking of existing approaches
to providing support services for families whose children have disabilities or special needs. Participants’ experiences and difficulties
in finding knowledgeable professionals and community personnel suggest the need to consider the creation of a new type of service
for Ukraine which would extend the current child-centered focus to incorporate a family-centered approach. These services would
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target not only the child but would serve to make a difference in the life of both the child and the family. The support should be
tailored to be responsive to the various domains of the family life.
Suggestions for Future Research

The data of the study was solely based on surveys. Future research should include qualitative and mixed method research
methods to better capture meanings behind the data.

A broader and richer picture of family life and family functioning could be developed by adding additional dimensions to the
observation of family dynamics. Expansion of the study to other settings such as special kindergartens for children who are deaf or
hard of hearing and regular schools with self-contained classes for children with hearing loss would help to address the concern that
the setting of this study, residential schools for the deaf, may have had an influence, which contributed directly to the findings.

Future studies could include the examination of differences in perceived impact and satisfaction with family life for families
with multiple members who are deaf. Thus, the number of participants could be increased and involve more families with deaf and
hard of hearing members as well as families with more than one deaf child.

Further research might explore the relevant factors affecting parental expectations and how these expectations influence
their decisions regarding the education and socialization of their deaf and hard of hearing children as well as their hopes for future
life of their children.
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