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Abstract

Background: There is a significant lack of evidence guiding our understanding of the needs of families of
children who are deaf/hard of hearing (Deaf/HH) with an autism spectrum disorder (ASD). Much of our

current knowledge is founded in case report studies with very small numbers of children with the dual
diagnosis.

Purpose: The purpose of this study was to gain an understanding of the factors relating to caregiver
stress and needs (i.e., supports and interventions) in families of children who are Deaf/HH with ASD.

Research Design: Comparison groups of families of children who were Deaf/HH, families with a hearing
child with ASD, and families of children who were Deaf/HH with ASD were administered standardized

questionnaires of stress with brief qualitative questionnaires focusing on family-identified needs.

Study Sample: Six families of children with the dual diagnosis, four families of children who were

Deaf/HH, and three families of children with ASD.

Data Collection and Analysis: Surveys included demographic and support questionnaires, the

Parenting Stress Index (PSI), the Pediatric Hearing Impairment Caregiver Experience, and a qualitative
questionnaire.

Results: Families of children who were Deaf/HH with ASD had a higher median total stress score on the
PSI as compared to families of children who were Deaf/HH only (58.5 versus 41.5, respectively; p5 0.02)

and higher Child Domain scores (60 versus 43, respectively; p5 0.02), indicating higher levels of stress in
families of children with the dual diagnosis. The families of children who were Deaf/HH with ASD reported

similar levels of stress as families of children with ASD.

Conclusions: Families of children who are Deaf/HH with an ASD experience stress and describe similar

needs and priorities as families of hearing children with ASD. This suggests the needs related to having
an autism spectrum disorder are of high priority in families of children with the dual diagnosis.
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Abbreviations: ADOS 5 Autism Diagnostic Observation Schedule; ASD 5 autism spectrum disorder;

Deaf/HH 5 Deaf/Hard of Hearing; GARS 5 Gilliam Autism Rating Scale; PHICE 5 Pediatric Hearing
Impairment Caregiver Experience; PSI 5 Parenting Stress Index

BACKGROUND

R
elatively little is known about children who are

Deaf/Hard of Hearing (Deaf/HH) with an autism
spectrum disorder (ASD). What is understood is

often based on case reports or small series of children

with the dual diagnosis. This paucity of knowledge is

in striking contrast to the availability of studies about

hearing children with ASD and their families. These

studies span numerous facets, including assessment,

evidence-based interventions, and family support.

In the areas of evidence-based treatment for children
with ASD, there has been enough momentum in the

field to develop a National Standards Report in 2008

with an update in 2015 (Wong et al, 2015). Having avail-

able evidence-based treatment allows parents a level of

support and confidence that they can positively impact

their child’s developmental needs. However, even with

effective interventions, parents of children with ASD

can still experience a high level of stress.
In broad conceptual models of parental stress, stress

has been described as involving factors attributed to the

child, factors attributed to the parent, and factors at-

tributed to the interaction between the parent and child

(Abidin et al, 1992). When considering children with

disabilities or those who behaviorally or temperamen-

tally are more challenging, this framework helps begin

to consider various strategies to address the most sa-
lient contributors to stress levels.

It is evident that parents of children with ASD expe-

rience large amounts of stress that may potentially

persist throughout a lifetime of caring for their child.

Parents of children with ASD experience levels of stress

that are higher than levels experienced by parents of

other children (Donovan, 1988; Dumas et al, 1991;

Hastings and Johnson, 2001; Weiss, 2002; Tomanik
et al, 2004). This stress can often be related directly

to the parenting role. Stress may result from child char-

acteristics such as behavior problems (Konstantareas

and Homatidis, 1989; Lecavalier et al, 2006) or indirect

sources and outcomes related to this stress such asmar-

ital strain, or increased anxiety, depression, or social

isolation experienced by families (Baker-Ericzen et al,

2005). Examining the experience of stress among par-
ents of children with ASD is important to determine

factors related to stress and to identify interventions

to help alleviate this stress.

There are some studies that help understand what

families of children with ASD seek out when looking

for resources about ASD. Families seek information

that is concise and comprehensive and provides hope

for the future (Muligan et al, 2010). They value practi-

cal strategies to build language and interactive play in

their children (Whitaker, 2002). Parents often need to

take on an advocacy role to ensure their children receive
supports for a variety of needs. Families have used ad-

vocacy as an effective coping strategy as well as to allow

the opportunity to positively impact their child’s future

(Boshoff et al, 2016).

Similarly, there is a literature base to support our

understanding of children who are Deaf/HH. There

have been a number of articles recognizing the positive

impact of early identification and intervention for hear-
ing loss. Hearing technology and communication skills

have also been addressed in the existing literature.

There is some knowledge about parental stress and cop-

ing among parents of children who are Deaf/HH.

In parents of children who are Deaf/HH, studies

on parental coping have focused on family reaction to

the diagnosis of hearing loss, parent–child interaction,

and stress related to the specific needs around medical
care, technology needs, and communication (Meadow-

Orlans and Steinberg, 1993; Calderon and Greenberg,

1999; Kurtzer-White and Luterman, 2003; Meinzen-

Derr et al, 2008).

Based on the presence of hearing loss in a child, it

seems intuitive to think that parents may experience

high levels of stress. However, this is not uniformly sup-

ported in the literature. Among a group of parents of
toddlerswithmoderate hearing loss in theNetherlands,

parental stress was comparable to parental stress in

parents of hearing toddlers (Dirks et al, 2016). When

children performed more poorly in the areas of social-

emotional functioning and language development, their

parents noted higher levels of stress. This finding is

similar to a study in the United States on a larger group

of mothers of children who were Deaf/HH (n 5 184)
(Pipp-Segal et al, 2002). In this study, mothers of chil-

dren who were Deaf/HH had similar levels of stress as

measured by the Parental Stress Index. Having a child

with a disability in addition to hearing loss or having a

child with more substantial language delay predicted

higher levels of parental stress. Among mothers of chil-

dren who were Deaf/HH, 13% had clinically significant

levels of stress. This was slightly lower than other stud-
ies (Meadows-Orlans and Steinberg, 1993). Various au-

thors have also found differing levels of stress associated

with various ages of children (those parents with youn-

ger children exhibiting more levels of stress).

Levels of stress have been evaluated in relation to

aspects of care across ages and duration since identifi-

cation of hearing loss. In parents of children with a
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longer duration of hearing loss, stresses around educa-

tion and supports were more likely to be reported as

compared to stress related to health care and emotional

well-being among parents of children with a recent di-
agnosis of hearing loss. Stress related to communication

has been found among parents of children who are

Deaf/HH across all ages (Meinzen-Derr et al, 2008).

In our clinical experience, families of children who

are Deaf/HH with an ASD have indicated not feeling

connected to supports and family networks related

to their child’s hearing loss but also convey feelings

of not quite fitting in with the networks of families
of children with ASD. This has prompted a sense of iso-

lation in some families. This isolation may also be due

to the limited evidence supporting ASD-specific strat-

egies in children who are Deaf/HH. There is case

report level of support for ASD-specific information

including the use of the Picture Exchange Commu-

nication System (Malandraki and Okalidou, 2007)

and a parent-training curriculum (Garcia and Turk,
2007). These studies showed promise that these may

be appropriate interventions for children who are

Deaf/HH with an ASD. It is unclear whether these

findings are generalizable, yet they also mirror clini-

cian experience in which a focus on the core social

and communication deficits are appropriate to priori-

tize intervention strategies for children with the dual

diagnosis.
An understanding about family needs is also embed-

ded in small studies. Beals (2004) wrote about her per-

sonal experiences in attaining services for her young

child with a dual diagnosis. She described frustrations

about the lack of knowledge in early intervention pro-

viders about both deafness and autism spectrum. Other

small case series have also noted a number of challenges

and needs in accessing appropriate and effective sup-
ports for children who are Deaf/HH with ASD (Myck-

Wayne et al, 2011; Wiley et al, 2014).

In our clinical experience, it has also been recog-

nized that the priorities of families of children who

are Deaf/HH with ASD mirror those of families of chil-

dren with ASD. Therefore, we felt it was important

to consider how parents of children who are Deaf/HH

with ASD are similar or different as compared to par-
ents of children who are Deaf/HH and as compared to

parents of hearing children with ASD. We sought to

understand the stress level as well as the priorities

and needs of families of childrenwho are Deaf/HHwith

ASD using a mixed-methods approach that included

small groupings of parents of children who were

Deaf/HH and parents of children with ASD for compar-

ison. By examining parenting stress in the lives of
families with children who are Deaf/HH with ASD,

we hoped to gain insight into the specific stressors

and supports these families have and how profes-

sionals can support families.

PURPOSE

The purpose of this study was to gain an under-

standing of the factors relating to caregiver stress
and needs in families of children who are Deaf/HHwith

ASD. By administering standardized questionnaires

of stress with brief qualitative questionnaires focusing

on family-identified needs and including comparison

groups of families of children who were Deaf/HH and

families with a hearing child with ASD,we hoped to bet-

ter to understand the needs and experiences of families

of children who were Deaf/HH with ASD.
This study was approved by the institutional review

board at Cincinnati Children’s Hospital Medical Center.

RESEARCH DESIGN

This study used a mixed-methods approach with

quantitative and qualitative parent report mea-

sures to understand the stress and needs of families

of children who were Deaf/HH, families of hearing chil-

dren with ASD, and families of children who were

Deaf/HH with an ASD. Families of children from three

groups were identified through clinical and research
registries at a large urban pediatric tertiary care center

for recruitment. This institution houses a strong inter-

disciplinary program for children who are Deaf/HH

(Wiley et al, 2011) as well as a program focusing on chil-

dren with developmental disabilities and serves as a

site for the Autism Treatment Network (https://www.

autismspeaks.org/science/resources-programs/autism-

treatment-network).

STUDY SAMPLE

The three target groups included (a) families of
children who are Deaf/HH, (b) families of children

with ASD, and (c) families of children who are Deaf/HH

with ASD.

Children who were Deaf/HH were identified through

a registry on children with documented permanent

hearing loss. Children with any degree (mild to pro-

found) of permanent hearing loss were included. These

children had all received a standardized pediatric au-
diometric assessment. The severity of hearing loss

was clinically classified between mild and profound us-

ing a combination of frequency-specific decibel loss.

Children with a diagnosis of ASD (and no hearing

loss) were identified through an autism research regis-

try. Children in the research registry had previously

completed a comprehensive multidisciplinary assess-

ment including autism spectrum–specific assessment
tools. Evaluations included the Gilliam Autism Rating

Scale (GARS) (Gilliam, 1995), Autism Diagnostic Ob-

servation Schedule (ADOS) (Lord et al, 1999), cognitive

testing, test of adaptive behavior, and language testing.
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Normal hearing was confirmed through formal audio-

logical evaluation by pediatric audiologists. Testing in-

cluded behavioral testing when possible and auditory

brainstem response testing if a child could not provide
reliable results in the sound booth.

Childrenwhowere Deaf/HHwith ASDwere identified

through a registry of children who are Deaf/HHwho had

completed comprehensive developmental evaluations.

The additional diagnosis of ASD had been clinically

made prior to entry into the study. All childrenwho were

Deaf/HH with the diagnosis of ASD (dual diagnosis)

had completed a comprehensive evaluation using stand-
ardized autism assessments which included the

GARS (Gilliam, 1995), ADOS (Lord et al, 2000), cognitive

testing, evaluation of adaptive behavior, comprehensive

speech/language evaluation, and an evaluation by a de-

velopmental pediatrician with expertise in evaluating

children who are Deaf/HH. As autism diagnostic tools

(e.g., GARS and ADOS) have not been validated for

use in children who are Deaf/HH, both qualitative and
quantitative information from the assessments were

used in conjunctionwithDiagnostic andStatisticalMan-

ual of Mental Disorders-IV criteria (APA, 2000). Thus, a

team of professionals representing expertise in ASD and

expertise in hearing loss arrived at a consensus opinion

for the diagnosis of ASD. The evaluations were used to

clarify developmental patterns and were interpreted

with the impact of hearing loss on scoring considered.
Once the target families of children who were Deaf/

HHwith ASDwere identified for potential recruitment,

children with ASD and children who were Deaf/HH

were matched on age and gender. Hearing children

with ASD were matched on child severity of ASD

and children who were Deaf/HH were matched on

the child’s degree of hearing loss. Once these children

were identified, their families were then recruited for
participation.

DATA COLLECTION

Three groups of participants (n5 24 per group) were

identified using these criteria, and were invited to

participate by mail with return postage provided. Fam-

ilies received demographic and support questionnaires,
the Parenting Stress Index (PSI), the Pediatric Hearing

Impairment Caregiver Experience (PHICE) (for chil-

dren who were Deaf/HH and Deaf/HH with ASD),

and a Qualitative Questionnaire (short-answer format).

Phone calls to encourage participation and answer

questions were made to all families after the mailing

was sent.

Child-specific information was gathered from families
including child’s age, family size, education level of per-

son filling out the questionnaires, and income level cat-

egories. The child’s medical record was reviewed for

degree of hearing loss, age of identification of hearing

loss, age of identification of autism spectrum disorder,

and specific autism spectrum diagnosis (autism, perva-

sive developmental disorder, not otherwise specified,

or Asperger’s syndrome).

Questionnaires

PSI

The PSI (Abidin, 1995) is a 120-item self-report mea-

sure that assesses parenting stress as a result of the par-
enting role and the parent–child relationship. Items are

scored on a 5-point Likert scale, with a response of 5 in-

dicating ‘‘strongly agree’’ and 1 indicating ‘‘strongly dis-

agree.’’ The measure contains a Child Characteristics

Domain and Parent Characteristics Domain that were

derived from factor analysis. High scores in theChildDo-

main indicate parenting stress stems from child charac-

teristics or child behavior problems that make parenting
difficult. High scores in the Parent Domain indicate

stress stems from parent functioning or factors that af-

fect the parent’s ability to parent competently. The Child

Domain consists of six subscales: Adaptability, Accept-

ability, Demandingness, Mood, Distractibility/Hyper-

activity, and Reinforces Parent. The Parent Domain

consists of seven subscales: Depression, Attachment, Re-

striction of Role, Sense of Competence, Social Isolation,
Relationship with Spouse, and Parent Health. This tool

was given to all three groups of families.

PHICE

PHICE is a measure that was developed and validated

specifically on families of children who are Deaf/HH

(Meinzen-Derr et al, 2008). The tool examines various po-

tential stressors families may experience related to their

child’s diagnosis of hearing loss. The PHICE is a 68-item

questionnaire that covers eight domains of stress. These

domains include communication (10 questions), education
(7 questions), emotional well-being (11 questions), equip-

ment (3 questions), financial issues (4 questions), health

care (14 questions), social needs (8 questions), and support

systems (11 questions). Parents rate stress on an 8-point

Likert scale ranging from no stress (score of 1) to ex-

tremely high stress (score of 8). The PHICE was found

to have an overall reliability of 0.96. The PHICE has pre-

viously been used to assess caregiver stress in families of
childrenwho areDeaf/HH (Meinzen-Derr et al, 2008; Lim

et al, 2014). This tool was administered to the groups of

families including a child who was Deaf/HH and families

of children who were Deaf/HH with ASD.

Qualitative Questionnaire: A short, open-ended qualita-

tive questionnairewas developed based on priorworkwith

a small focus group of families of children who are Deaf/

HH with an ASD (Wiley et al, 2014). All families were
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asked to answer the following questions: (a) How has the

diagnosis impacted your family? (b) Howhas the diagnosis

impacted communication strategies and decisions? (c)

Where do you find support? (d) What resources have
you found helpful? (e) What is on your wish list?

DATA ANALYSIS

Descriptive statistics (medians, ranges) were used to

depict the sample. Differences in parenting stress

as measured by the PSI and PHICE were examined

by comparing total and domain-specific scores across
the three groups (dual diagnosis, ASD, andDeaf/HH) us-

ing the Wilcoxon rank sum test (Wilcoxon, 1945). This

test was chosen due to the small sample size and to allow

comparison of nonnormally distributed data.

Because of the small sample size, information from

qualitative results was consolidated based on question

rather than through a thematic approach.

RESULTS

Twenty-four families within each category re-

ceived questionnaires through the mail. We had

challenges with response rate despite multiple at-

tempts to contact families to encourage participation.

The overall response rate was 18%. The families of chil-

dren with the dual diagnosis had the highest response
rate with six families of children who were Deaf/HH

with ASD (25% response rate) completing the study.

In the families of children who were Deaf/HH, four fam-

ilies responded (16% response rate), and among families

of children with ASD, three families responded (12.5%

response rate).

Table 1 describes characteristics of the participating

families and their children. Among children who were
Deaf/HH with ASD, the age range was fairly wide

(7–20 yr). The children had varying degrees of hearing

loss and used a variety of communication strategies.

Educational placements included being fully main-

streamed, partially mainstreamed, and placed within

self-contained classrooms. The children who were

Deaf/HH were all described as using solely spoken

communication and all participated in mainstream
settings. Children with ASD used a variety of commu-

nication strategies, including sign language, and partic-

ipated in either mainstreamed or partial mainstreamed

classroom settings.

Table 1. Characteristics of Participating Families and Their Children

Dual Diagnosis (N 5 6) Deaf/HH Only (N 5 4) ASD Only (N 5 3)

Family characteristics

Number of children in family (median/range) 2 (1–4) 3 (2–4) 1 (1–2)

Level of parent education

High school 0 1 0

Some college 1 1 0

Completed college 3 0 2

Graduate school 2 2 1

Household income

,20,000 1 0 0

20–29,000 1 1 0

30–39,000 0 0 2

50–59,000 1 0 0

70–79,000 2 2 1

.80,000 1 1 0

Child characteristics

Age at time of study in years (range) 7–20 11–17 9–12

Degree of hearing loss

Unilateral/mild 2 1 N/A

Moderate-severe 0 1 N/A

Profound 4 2 N/A

Communication mode (family reported)

Oral 2 4 2

Oral/behavior 1 0 0

Sign 0 0 1

Sign/behavior 2 0 0

Educational setting

Fully mainstreamed 1 4 1

Partially mainstreamed 4 0 2

Self-contained classroom 1 0 0

Note: N/A 5 not applicable.
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PSI (Administered to All Three Groups

of Families)

Families of children who were Deaf/HH with ASD had
a highermedian total stress score as compared to families

of children who were Deaf/HH only (58.5 versus 41.5, re-

spectively; p 5 0.02), indicating higher levels of overall

stress in families of children with the dual diagnosis.

Families of childrenwhowereDeaf/HHwithASDreported

higher Child Domain scores (Figure 1A) as compared

to families of children who were Deaf/HH only (60 versus

43, p5 0.02). The families of children who were Deaf/HH
with ASD reported similar levels of stress as families of

children with ASD on the PSI. Within the entire group of

participating families, five families (38%) had a total PSI

score above the 85th percentile, indicating high levels of

stress (Figure 1B). Among the families reporting higher

levels of stress, they were either parents of children with

ASD or parents of children whowere Deaf/HHwith ASD.

No family of a childwhowasDeaf/HHreached the clinical
criteria for high levels of stress on the total PSI, nor were

there clinically significant elevations in any subdomain of

the PSI. One family of a child who was Deaf/HH with

ASD reported clinically significant stress across all do-

mains of the PSI (Child Domain, Parent Domain, and To-

tal Stress Index). One family of a child with ASD reported

clinically significant stress within the Child Domain.

PHICE (Administered to the Families of

Children Who Were Deaf/HH and Deaf/HH

with ASD)

Families of children with the dual diagnosis had a

higher median total PHICE score compared to families

of children who were Deaf/HH (total score 179.6 versus

150.5, p5 0.08), indicatinghigher levels of caregiver con-

cern specifically focusing on hearing loss. Figure 2 de-

picts the distribution of score across the groups. Two

families, one from each group (Deaf/HH and Deaf/HH

with ASD), reported high levels of stress in the commu-
nication domain. Seven families (five of sixDeaf/HHwith

ASD and two of four Deaf/HH) reported high levels of

stress among questions in the social domain. Table 2 il-

lustrates items on the PHICE onwhich parents reported

high levels of stress. Half of the families within the dual

diagnosis group identified high levels of stress about

their child’s future and 33% worried about not doing

enough for their child, not attending to other family
needs, and high levels of stress related to childcare.

Qualitative Questionnaires by Group

Answers by families from all three groups on the qual-

itative questionnaire exhibited overlapping character-

istics in responses (Table 3). There were also family

responses that were unique to the experience of having
ASD (dual diagnosis or ASD only). All families described

that theywere accessing supports froma network of fam-

ilies, friends, therapists, and schools as well as described

limitations within these support networks. ‘‘I want a bet-

ter understanding within the school system, teachers

with more education about hearing loss.’’ ‘‘People at

school don’t think he can do things. It’s frustrating be-

cause they just assume so many things and don’t expect
achievement, but we do at home.’’

All families desired independence and happiness for

their children. Specific comments included: ‘‘I hope my

son can grow up to be self-sufficient.’’ ‘‘I wish that she

Figure 1. (A) Distribution of PSI scores for the Child Domain
and Parent Domain, and total scores for Deaf/HH 1 ASD, ASD
only, and Deaf/HH only. (B) Distribution of PSI percentiles for
the Child Domain and Parent Domain, and total scores for
Deaf/HH 1 ASD, ASD only, and Deaf/HH only.

Figure 2. Distribution of PHICE total scores for Deaf/HH1ASD
and Deaf/HH only.
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could live in the world and get a job and live healthy and

happy.’’ ‘‘I want my child to have an increased ability to

socialize and make friends.’’
Families in all three groups made specific comments

related to the identification of their child’s needs. ‘‘The

diagnosis was heart-breaking.’’ ‘‘We don’t take things

for granted.’’ ‘‘It has had an emotional and physical toll.’’

Acceptance and expanded social interactions were

also notable among all groups with comments such as

a desire for ‘‘increased ability to socialize,’’ to ‘‘increase

his circle of friends,’’ ‘‘to be able to function in a regular
class,’’ and ‘‘to becomemore social, develop social skills.’’

Families of children with ASD only and families with

children with a dual diagnosis described a desire for

broader acceptance and understanding of their child’s

needs by others. ‘‘When my child goes out into the com-

munity, I want others to accept him as he is and be com-

passionate towards his needs and his frustrations. I will

not always be able to run interference.’’ ‘‘I would like for
people not to judge.’’

Families of children with the dual diagnosis tended to

describe more challenges with feelings of isolation and

the need for personal time. ‘‘I don’t know any other par-

ents with a dual diagnosis like this.’’ ‘‘I want a good

break for myself from time to time.’’

Communication challenges were cited by families in

all groups. This was quite prominent in the dual diagno-
sis group with the development of effective communica-

tion skills being notably complex for children. Families

made specific comments such as ‘‘We are always looking

for a communication strategy,’’ ‘‘The dual diagnosis com-

plicates sign language,’’ and ‘‘My child doesn’t remember

much of what has been taught.’’ ‘‘Autism complicates
sign language so we give him all the tools and follow

his lead’’ ‘‘Dual diagnosis makes it more frustrating.

You ask, ‘‘Did he hear this? Ignore it? Etc.’’

Bridging Qualitative and Quantitative

Responses

In attempt to bridge the information gained through
qualitative and quantitative responses, we took an in-

dividualized approach, pairing PSI Domain subscore el-

evations from individual parents and connecting their

responses to the qualitative answer on the question,

‘‘How has the diagnosis impacted your family?’’ (Table 4).

The types of information provided in the qualitative sur-

vey were not necessarily in alignment with reporting on

quantitative methods. Additionally, those items endorsed
on the PHICE with high levels of stress were not neces-

sarily indicated in qualitative responses.

DISCUSSION

While recognizing a low participation rate, the fam-

ilies in our study reported similar challenges and

stress as described in the literature. Among families
of children who are Deaf/HH, there have been reports

that families feel a pressure to have their child reach

achievements on a ‘‘timetable’’ (Young and Tattersall,

Table 2. Items on the PHICE on Which Parents Reported High Levels of Stress

Domains Items Reported as High Stress ASD 1 HL HL Only

Communication Temper tantrums related to hearing loss 1

Distinguishing between behavior and communication 1

Social Feeling uncertain about my child’s future 3

Worries about others taking advantage of my child 1

Worries about my child’s safety 2 1

Worries about my child’s ability to make friends 3 1

Worries about how my child fits into the hearing community 2 1

Seeing my child frustrated because of his/her hearing loss 1 1

Emotional and supports Worries about not doing enough for child 2

Not being able to attend to the needs of other family members 2

Tired due to caring for my child with hearing loss 1

Having no time for myself 1 1

Inadequate support or understanding from friends and relatives 1

Lack of childcare or babysitters for child 2

Health care and finances Worries about my child losing or damaging his/her equipment 2 1

Inadequate insurance coverage for treatment of hearing loss 1 1

Traveling to medical appointments 1

Worrying about success of my child’s therapy or rehabilitation 1

Problems dealing with insurance company 1 1

Costly medical equipment and expenses 1 1

Education Worries about decisions I have made for my child’s education 1

Lack of educational opportunities for my child 1

Child’s reading ability 2
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2007). Families have also reported dissatisfaction if

they did not have a clear understanding on how to best

intervene for their child’s needs (McCracken et al,
2008). There is also evidence to suggest that families

of children who are Deaf/HH have stress that varies

over their child’s lifespan and is linked with different

needs, such as stress related to accessing health care

at young ages and stress related to educational needs

at older ages (Meinzen-Derr et al, 2008). Stress related
to communication is more stable through various ages

of childhood for parents of children who are Deaf/HH

(Meinzen-Derr et al, 2008).

Table 3. Abbreviated Answers from Qualitative Questionnaire by Group

Questions Dual Diagnosis (n 5 6) Deaf/HH Only (n 5 4) ASD Only (n 5 3)

Impact of diagnosis

on family

It has had a physical and

emotional toll

The diagnosis was heartbreaking We do not take things for

granted

Challenges in getting school to

recognize both issues

Major reorganization of family was

needed, needed to understand

navigating therapy, billing, sign

language

We have an increased reliance

on routines

Parental feeling of social isolation

from friends

Diagnosis was difficult for some

members of our family

There is an impact due to

therapy appointments

Frustration with lack of progress We needed a safety plan,

including where our child

sat in the car

Change in relationship with

spouse

The family moved to be closer to

effective services

Impact on communication

decisions, strategies

Signing (in a child with a CI) We sent our child to an oral school Not asked in this group

We are always looking for a

communication strategy

(i.e., iPad)

The hearing loss turns a

nondecision situation into a

situation

My child doesn’t remember much

of what has been taught

Our child has difficulties in loud

settings (i.e., cafeteria) and

making friends

The dual diagnosis complicates

sign language, we try all tools

and follow his lead

Support Family (n 5 4) Family (n 5 2) Family (n 5 2)

Friends (n 5 3) School (n 5 2) Therapists (n 5 2)

School Friends (n 5 1) Friends (n 5 1)

Challenger League Internet (n 5 1) Therapists (n 5 1)

Books (n 5 1)

Helpful resources School (n 5 2) Early intervention (n 5 2) Speech/OT

Trial and error FM system Use of picture schedules

I don’t know anyone else with a

child with the dual diagnosis

Supplemental State Insurance Accessing biomedical/DAN

supports

Developmental Disabilities

Services

Wish list Acceptance and tolerance of

others

I have gotten my wish, for him to

talk

For people to not judge and be

more understanding

Independence, healthy, happy,

have a job

Transition successfully to high

school and increase his circle of

friends

For my child to become more

social, develop social skills,

and independence

To be able to communicate and

function in a regular class

Increased ability to socialize,

make friends

For my child to be independent

and happy

Finding an educational setting

which can meet all of his needs

Hear sounds for spelling words

Finding a cause of the issue and

fixing it

Waterproof hearing aid

Better understanding of school

systems and professionals

regarding needs related to

hearing loss

Notes: CI 5 cochlear implant; DAN 5 defeat autism now; FM system 5 frequency modulation system; OT 5 occupational therapy.

385

Deaf/HH and Autism Spectrum Disorder/Wiley et al

T
hi

s 
do

cu
m

en
t w

as
 d

ow
nl

oa
de

d 
fo

r 
pe

rs
on

al
 u

se
 o

nl
y.

 U
na

ut
ho

riz
ed

 d
is

tr
ib

ut
io

n 
is

 s
tr

ic
tly

 p
ro

hi
bi

te
d.



In our study, the parents of children who were Deaf/

HH did not exhibit significant levels of stress on quanti-
tative measures. Based on qualitative questions and

item level responses on the PHICE, families noted ongo-

ing concerns related to aspects of communication, espe-

cially social integration with peers. The children in this

group were somewhat older, used spoken communica-

tion, andwere servedwithinmainstream settings. These

child characteristics may have impacted their family’s

responses and priorities. It would also suggest that
the families of children who were Deaf/HH had children

who were highly integrated into the hearing society and

thus may be less representative of the broader experi-

ences of families of children who are Deaf/HH.

Among families of children with ASD, there are re-

ports of persistent and substantial stress based on care-

giving needs of their child (Baker-Ericzen et al, 2005),

and families of children with ASD experience higher
levels of stress than the general population of parents

(Konstantareas and Homatidis, 1989; Dumas et al,

1991). In our small sample of families, the families of

children with ASD or the dual diagnosis described high

levels of stress as measured by the total score of the PSI

(38% with high levels of stress).

While less is known about families of children with

the dual diagnosis, Beals (2004) described her personal
feelings of being pulled between professionals related

to communication modality (spoken versus sign lan-

guage). She also described a desire for better focus

and concrete guidance from professionals knowledge-

able in ASD as it related to her child’s needs. Her expe-

rience would suggest a need for improvements in both

areas, those professionals with expertise in the edu-

cation and intervention of Deaf/HH as well as profes-
sionals with expertise working with children with

ASD. Our families also described similar challenges

in their qualitative responses.

Myck-Wayne et al (2011) completed targeted inter-

views of families of children with the dual diagnosis.
The families in theMyck-Wayne study described feeling

shuffled between providers from the two professional

streams (Deaf/HH and ASD). They also reported the

need for more intensive behavioral supports as well

as a lack of sign language environment within ASD pro-

gramming supports, suggesting communication needs

were not fully addressed within these environments.

The families participating in our study indicated a
sense of isolation. They also noted challenges in getting

the systems (educational, clinical, and medical) serving

their children to recognize the impact of both areas of

need (hearing loss and ASD). Families of children with

the dual diagnosis seemed to seek support targeted

within the field of developmental disabilities.

To recap, conceptual models of parental stress may

involve factors attributed to the child, factors attributed
to the parent, and factors attributed to the interaction

between the parent and child (Abidin et al, 1992). In our

study, child factors varied across subgroups related to

the presence or absence of an ASD as well as whether a

child was Deaf/HH. Parents of children with the dual

diagnosis had a higher rate of elevations in the Child

Domain substest of the PSI, suggesting stress involving

factors attributed to the child. This suggests that the
presence of an ASD in a child who is Deaf/HH adds a

level of parenting stress based on the child’s additional

complexity.

Although this study provides information that seems

consistent with clinical experience, we recognize there

can be a selection bias in families’ willingness to take

the time to respond to this survey. The participation

rate was low, limiting the power to generate strong con-
clusions from the responses. Despite these limitations,

we received a very diverse array of participants in age

and other demographic characteristics, providing an

Table 4. Bridging Qualitative and Quantitative Data

PSI Subdomain Elevations Qualitative Elements

ASD only AD ‘‘Relationship with wife is not the same.’’

AD, DI, AC ‘‘Need for regular routines and therapy appointments.’’

AC, IS ‘‘We don’t take things for granted, milestones are important.’’

D/HH 1 ASD MO ‘‘It is hard to understand him and help him understand things. The frustration

of his progress in learning.’’

DI, AD, AC ‘‘Not having any time to myself or any good friends gets to me. Sometimes others

lack the understanding that I need to get away.’’CO, IS, AT, RO

DI ‘‘Pushed us to move to a new place for services, leaving behind a network of friends

and family. Pushed us to advocate, to earn more money, to learn a new language.

Stressful but enormous growth involved.’’

Notes: Child Domains: AC5 acceptability, or the extent to which child characteristics meet expectations in the child; AD5 adaptability, or the

child’s ability to adjust to social or physical environment; DI 5 distractibility/hyperactivity, or symptoms that reflect features of attention-deficit

hyperactivity disorder; MO 5 mood, or the child’s affective state. Parent Domains: AT 5 attachment, the parent’s sense of closeness with the

child and his or her ability to observe and effectively respond to the child’s needs); CO 5 competence, extent to which the parent feels

comfortable and actually is capable in the parenting role; IS 5 isolation, or parent’s degree of social support; RO 5 role restriction, the

parent’s sense of limited freedom and constrained personal identify as a result of the parenting role.
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overview of issues that families face. The content within

the qualitative responses as well as item-level re-

sponses on quantitative tools were powerful in better

understanding a specific family’s needs. By conveying
the granular data on specific items families rated and

comments from the qualitative questionnaire within ta-

bles, the reader is provided the opportunity to process

this data as it was relayed by families.

When providing care within clinical, therapeutic, and

educational settings, it is important to understand spe-

cific stressors families face. It is helpful to use a combi-

nation of questions and standardized measures when
assessing family needs and stress. Interpretation of

elevated scores on standardized measures must be

linked back to the specific area of stress reported by

families. This will ensure identification of resources

and strategies to address unique needs. It is also help-

ful to recognize resilience factors in families as well as

realize that stress can be formative toward action. As

one parent in our study indicated, ‘‘(their journey
was) stressful but (there was) enormous growth in-

volved.’’ Many families indicated a strong support

network from their extended family, clinicians, and

educators. Although understanding stress and needs

is helpful in supporting families, when examining

topics such as parental stress, providers should also

consider approaches to identify strengths and resil-

ience factors.
The information shared by families should serve as an

encouragement to professionals to strive for improved

integration of education, interventions, and supports

across the fields of Deaf Education and ASD. It is impor-

tant for professionals in the field of audiology to support

families of childrenwho areDeaf/HHwithASD inunder-

standing their children’s communication and behavioral

needs and guide them to resources to meet their child’s
needs beyond those from hearing loss alone.
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