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Presentation Notes
Many teens who are deaf and hard of hearing do not understand their hearing status, are not using their technology, and are unable to articulate access accommodations.  




ITS ABOUT THE FOUNDATION!
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Technology is a tool – but first you need to know what you are building. We cannot expect children to self-advocate for technology without considering the building blocks of the framework of the building.

We will briefly explore the journey that children might take to becoming personally responsible through identity, self-determination, empowerment, and self-advocacy.






DEVELOPMENT OF SELF: | AM. ..

Not ears

Not an
audiogram

Not a “freak”

Not “‘retarded”

Just a person
like everyone
else!
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It starts with identity.


DEVELOPMENT OF ID_ET\I_T-ITY:
LEARNING AND ACCEPTING WHO | AM

Who o I?' -
How a;l different?

Why a
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Whose responsibility is it to teach children about identity? 


TRANSFORMING HOW DISABILITIES ARE PERCEIVED
INTERNATIONAL CLASSIFICATION OF FUNCTIONING, DISABILITY AND HEALTH, WHG, 2002

Medical Model Social Model
Disability is a deficiency: Disability is a difference:
" Located within the person " Located between the person and
society

" Disability is negative and
should be ameliorated

» " Disability is neutral in life’s context

Remedy is individual’s Remedy is negotiated
problem interaction with society

Agent of Remedy: Health » Agent of Remedy: Person and
care professional people with whom the person

interacts

What’s wrong with the person? What does the person need?
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The medical model looks at what is 'wrong' with the person, not what the person needs. It creates low expectations and leads to people losing independence, choice and control in their own lives. 




THE PATH MAY BE CIRCUITOUS
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Identity evolves –kids must have a peer group and family discussions to figure out who they are and where they fit

Self-determination – 

Self-Advocacy-


SELF-DETERMINATION: WHAT DOES IT MEAN?

The attitudes and abilities required to act as the primary causal agent in one’s life and to
make choices regarding one’s actions free from undue external influence or interference

(Wehmeyer, 1992).

A person’s actions are self-determined if:
He /she acts autonomously
Regulates his or her behavior
Initiates and responds to events in a manner indicating psychological empowerment, and

Behaves in a manner that is self-realizing (Wehmeyer, Kelchner, & Richards, 1996).

e.g., The person acts in ways that make positive use of knowledge and
understanding about his or her own characteristics, strengths and limitations.
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Start young! Teens at transition age is too late!


DEVELOPMENT OF SELF-DETERMINATION (SD):
THE RIGHT TO DIRECT ONE'S OWN LIFE

Students with SD skills have a stronger chance of being successful in making the
transition to adulthood, including employment and independence
One year post-graduation, students with higher levels of SD in high school were more likely

to be living outside the home, employed for pay and earning more per hour than those with
lower levels of self-determination. (Wehmeyer & Schwartz, 1997)

SD in students with disabilities was a significant factor in transition planning particularly
self-regulation and self-awareness/self-knowledge (Wehmeyer et al, 2007)

Components of Self-Determination (University of IL at Chicago National Research &
Training Center, 2002)



A MORE PRAGMATIC DEFINITION:
(MARTIN & MARSHALL, 1996)

A self-determined person:
Sets goals
Makes decisions
Sees options
Solves problems
Speaks for oneself

Understands what supports are
needed for success

Knows how to evaluate outcomes

Self-determination is not achieved solely
because a person has certain knowledge
and skills; they must also be supported by
key persons and institutions in that
person’s life who provide a context
conducive to self-determination. (Deci &

Deci & Ryan, 1985, 2000; Ryan & Deci,
2000)
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ROADBLOCKS TO SELF-DETERMINATION

Roadblocks to Self- Examples of Problems - Audiology
Determination SD building blocks are missing
DifﬁCU[’fY qckn.owledging and/or Absent of peers, social integration
accepting a difference opportunities
Unprepared to disclose their Students who are not part of the
disability selection of technology and/or

Choose not to disclose supported to use their technology

Wait to disclose AFTER they have Self-advocacy attempts that are
significant problems thwarted by their teacher

Parents who deny the need for, or do not

° n ° ° 1]
Anxious about a "new beginning support, hearing instrument technology

and do not want to be labeled

School cultures that are not flexible to

Waiting too long to start meet individual needs of students

Technology that does not work
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Building blocks: Knowledge, skill, practice & support
Students need to know the what & why. 
You have to spend the time building the framework before or at least at the same time as using the tools. 


PARENTS THOUGHTS ON SELF-DETERMINATION:
“WHAT DOES SD MEAN FOR YOU AND YOUR CHILD?”

7%

find 2
et ._
T
~
T A
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Themes
Identify needs they have 
Know solutions
Have appropriate people & social skills
be able to know oneself
know yourself and be able to voice it
find a way to achieve
Understanding ownself to be able to convey these to others
owning his needs; gaining confidence to convey these needs
teach him his needs for all learning accommodations
Ability to make decisions about her own life and future
Being able to decide your life
Be heard, understood and respected
able to set goals & see them through self-advocacy
Not allowing others to define or limit you
internal motivation and goals, independent of what people want for him
my child advocates for himself
Ability to be successful in life and knowing what you want from life
Identifying own needs wants, goals, and advocating for those
Knowing and owning your story
Ability to motivate ownself by focusing  your personal strengths
Ability to identify yourself comfortably and confidently
Avoiding learned helplessness
Does what he wants to
Being confident, liking who you are
Knowing your value
Striving for your full potential while encouraging others to do the same
Caring for self
Being a competent, productive adult
Feeling confident and having goals
Self-advocate
Respecting my child as an individual, valuing her interests and fostering them, 
Self-advocacy, confidence
Independence, being comfortable with who they are
Taking responsibility for oneself
Accomplishing ones goals
Not giving up, finding other ways to do things
Independence, self-confidence
Being independent



.

BEYOND THE FITTING APPOINTMENT: PATTERNS OF
HEARING AID AND FM SYSTEM USE IN THE CLASSROOM

DAVIS, GUSTAFSON, HORNSBY, & BESS (AAA, 201)5)

e N=26, grades 1-7 FM Use

e 22/26 were consistent
hearing aid users

12%

(85%)

e 6/22 (36%) of these 46%
were never observed
using FM

e Personal & CADS

Consistent ™ Variable Non-User
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Figure 4 - FM use in the Classroom. Percentages of observed use of an FM system in participants by category: “consistent user, “variable user”, or “non-user”. Note the total number of children in this figure is less than for previous figures, as only 26 children had parents who reported an FM system was available for use in their child’s classroom

FM and HA Use Group: •  Of the 26 children with reportedly available FM, 22 were observed to be consistent HA users.  •  8/22 (36%) of these consistent HA users were never observed using an FM system. 
Variation in FM Technology: •  Of the children with observed variable or consistent FM system use (n=15), 7 had sound-field systems, 6 had personal FM, and 2 had both sound-field and personal.  
FM and Grade Level: •  The majority of children (65%) with reportedly available FM systems were between 1-4th grade.  •  50% of children between 5-7th grades did not have an FM system or their parents didn’t know if they had one.  
FM Use and Degree of Hearing Loss: •  Better-ear 4-PTA was not significantly related to FM system use/non-use (p=.222

Although it is well documented that children require more favorable signal-to-noise ratios than adults for optimal listening and learning3, classroom noise levels continue to exceed recommended minimum standards5,6. Children with hearing loss, even those who wear hearing aids (HAs), generally encounter difficulty learning and understanding speech in the noisy classroom.1,4 These difficulties often lead to the recommendation of a frequency-modulated (FM) system to improve the signal-to-noise ratio of the teacher’s voice.   Device use at school is of particular interest for audiologists, as school age children spend a majority of their time (7-8 hours a day, 5 days a week) in this setting. Unfortunately, if the children are not consistently wearing their HAs and/or using the FM system, they are unable to take advantage of increased audibility for learning in the classroom environment. Furthermore, the shortage of educational audiologists across the US has resulted in teachers and students bearing the responsibility of monitoring hearing aid and FM system use in the classroom so as to ensure that children with hearing loss have adequate access to the auditory signal (e.g. classroom instruction).   Clinical audiologists typically rely on parental report of device use/non-use in the classroom which have the potential to drive technology recommendations and fittings. However, recent reports indicate that parents typically over-estimate device use, leaving the clinical audiologist without an accurate portrayal of the child’s hearing assistive technology use at school. 

Purpose: 1)  Document parent-reported and researcher-observed patterns of hearing aid(s) and/or FM system(s) use by students in the classroom.  2)  Identify potential characteristics that may influence device use or non-use to improve fitting and counseling for these specific groups. 

Methods: Data were obtained as part of a larger ongoing study examining listening effort and fatigue in school-age children (6 to 12 years old) with hearing loss. All participants had bilateral mild-tomoderate hearing loss (MMHL) and were monolingual speakers of English. Children spent at least two hours per school day in a general education classroom. Those with parent-reported diagnoses of cognitive impairment, autism spectrum disorder, and other development disorders were excluded. 

HA and FM system use was documented in two ways for each participant:  
1.  Parents reported an estimate of their child’s average HA use time during typical school days and indicated whether the child had an FM system available for use in the classroom. 
2.  Participants’ classrooms were visited by a research assistant on two typical school days at 10:00 am and 2:00 pm, for a total of four observations, to document if the child was wearing his/her HAs and/or if an FM system was in use. The following classifications were assigned to each child: •  Nonuser – never observed using the device(s) •  Variable user – observed 1-3 times using the device(s) •  Consistent user – observed all 4 times using the device(s) 
 
Variable Value Number of participants with hearing aids  38 
Number of participants with FM system 26 
Number of males 18, females 8
Participants with mothers who attend at least some college 32 
Participants who failed at least one grade 6 
Average noise level of occupied classroom 63.28 dBA 



HAT USE: WHAT IS THE PROBLEM?

Student?

School /Teacher /Staff?
Technology?

Support?

Knowledge?

Orientation and Training?
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Student – self-esteem, acceptance of HL, doesn’t want to be different, does it make a difference
School/Teacher/Staff – don’t need it – my voice is loud enough, no time to implement 
Technology – is it working well consistently
Support – was their training for its use, who does troubleshooting and how quickly is it available, do parents support it
Knowledge – what is the purpose, how does it work, why is it necessary, how does it improve access, laws and my rights 
Orientation and Training – was it provided, sufficient in scope, on-going support
References:
Jennifer Franks 
Eastern Michigan University 
MA Thesis, 2008

Johnson, C.D., (2014) Hearing Assistance Technology: collaborating with Teens to Get it Right, Seminars in Hearing 35, #3, 257-266.



JENNIFER FRANKS
EASTERN MICHIGAN

Table 1
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While social issues are rated on average as half of the primarily reason, all of the other reasons are ones that should be addressed in fitting, validation, and management of HAT. If they are addressed, would students feel the same way.
Students ranked 2nd – benefit
	3rd – mechanical, comfort, convenience


MDHC TEEN SURVEY: FM USE
SANDRA GABBARD, PH.D., DIRECTOR OF
AUDIOLOGY, UNIVERSITY OF COLORADOQ
HOSPITAL & ZACHARY LAFRATTA, LEND AUD.
FELLOW, UNIVERSITY OF COLORADO HOSPITAL

Written Survey

28% use personal FM

58% did not know their type of
hearing loss,

39% did not know degree of HL

22% did not know how to describe
their general hearing loss

Clicker Survey
9%

13%
30%

21%
26%

| haven't like it in the past but | might
try something new.

| wear it because it is in my |EP.
Never tried it, and | don’t want to.

| haven't used it but tell me more.

| love my FM
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36 students
9-12 grades (mostly 9-10th)
All degrees of hearing loss, personal hearing instruments, and modes of communication

30%- I haven’t liked it in the past but if there is something new, I will give it a shot.
26%- I wear it because it is in my IEP and my teacher/parents make me.
21%- Never tried it, and I don’t want to.
13% I haven’t used it but tell me more.
9% - I love FM-school lectures keep me on the edge of my seat.


SELF-DETERMINATION AND HEARING DEVICE ADOPTION
(RIDGWAY, HICKSON, & LIND, 2016, 1JA)

Relationship of motivation to internalized ideas and values:

Internalized perspectives impact behavior change (Ridgeway)

Autonomous motivation, where participation is a SD behavior, promotes the
internalization process to adoption a behavior.

Controlled motivation, where participation stems from external pressure,
sense of guilt or obligation.

Conclusion: Hearing aid use satisfaction was positively associated
with autonomous motivation.
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A study on adults but the same message prevails
A person’s beliefs and perspectives impact their decision to try/accept something new.
When the decision is free from undue external influence or interference it is more likely to be self-determined.
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So, how can we promote self-determination and use the IEP process.


1. COUNSELING /HABILITATION

Self-Determined Learning Model of Instruction

(Wehmeyer, 1999)

Phase 1: Set a Goadl What can | do to remove these
barriers¢

e
What do I want to learns When will | take action®
What do | know about it now?¢

What must change for me to learn .
what | don’t know? Phase 3: Adjust Goal or Plan

What can | do to make this happen? What action have | taken?
What barriers have been removed?

What has changed about what | don'’t
know?e

Phase 2: Take Action

What can | learn from what | don’t

know? Do | know what | want to know?

What could keep me from taking
action®



PROBLEM SOLVING SEQUENCE EXAMPLE

‘ I. ldentify the problem

'kr believes that all communication and instruction is received

" Work with student to see problem and identify situations when
communication is missed: FLE, CPQ, SAC/SOAC

2. ldentify barriers to solving the problem
= Unwilling to explore problem

= Unwilling to self-disclose

" Wants to continue current status

3. ldentify consequences of each solution
= Discuss challenges of no change and benefits of improving access

= Discuss options for improving access
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Better done in peer group activities than 1:1 with professional


TIPS FOR PROMOTING SELF-DETERMINATION

NATIONAL CENTER ON SECONDARY EDUCATION & TRANSITION
WWW.NCSET.ORG

Promote choice making

Encourage exploration of possibilities
Promote reasonable risk taking
Encourage problem solving

Promote self-advocacy

Facilitate development of self-esteem
Develop goal setting and planning

Help youth understand their disabilities






Step 1. Potential Candidacy for HAT

Hearing Loss | Auditory Processing Deficit | Learning Disability

Auditory Neuropathy /Dys-synchrony

Language Deficit | Attention Deficit | English Language Learner

<a\.\(\6s
Cﬂ‘i\6 <
\Ce A X0 A
o ocl\ \g\\>~ NS
BN A
0\(\ \C(OQ\LO\)’{(\
‘>~‘>“>~ X< \J\ (\6 :
o fo) Recorisider
e & /
A0
C/\(\ ounsel
onitor
view
N

Step 2. Considerations
[in and out of school]
*Acoustic environment
*Social /emotional
*Functional
*Support

~_

Step 3. De\llice Selection

Step 4. Fitting and Verification
¥

Step 5. Implementation and Validation
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Source: AAA Clinical Practice Guidelines Remote Microphone Hearing Assistance Technologies for Children and Youth from Birth – 21 Years: Core Statement

Intentional and specific focus on Considerations prior to implementing HAT in Step 2


Step 2. Considerations

Pty [in and out of school]

e Acoustic environment
*Social/emotional

Counsel *Functional
Monitor *Support
Review SN
p Contra- )
Yes | . Indications?
Motivation:

.+ Self-advocacy
Student & teachers

Child & family
Attention & Fatigue Classroom culture

Self-image Family support

Social acceptance
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Questionnaires: CPQ, SAC-A, SOAC-A
Contraindications: counseling and reconsideration
Other options: CADS



CONSIDERATIONS FOR SELECTION AND MANAGEMENT:
HAT PLAN (IEP/504)

Device Determination: g@?@@?%%@

Proceed with fitting, verification, & validation

based on student preferences and assessment considerations g@@§@§

Implementation:

When to use @@%?@%

Training for student

Training for teachers and staff

Management:
Monitoring device implementation & function

Goals:
Knowledge

Self-determination /Self-advocacy

Peer activities
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Implementation & Management:
Technology Function
Provides more flexibility to hear peers
No bulk
Connectivity options
Cool technology
Aggressive troubleshooting is a must!
School/Teacher/Staff
Hearing loss awareness: hearing vs understanding, audibility vs intelligibility
Positive attitude
Classroom support for implementation
Orientation and training
Enforcement: If in IEP or 504 Plan - not a choice 
MA 504 case (Bellingham. MA Public Schools, 69 IDLER 142 OCR 2012):
(Office of Civil Rights)  School violated 504 by not providing a back-up FM during repair; also recommended that grades (if student doing well) should not be sole indicator of whether student needs FM.

Technology Implementation
This is about the student - give the student a voice and choice
Orientation and training on all functions – make it “cool” and relate to general telecommunications technology used by others (FBI, sports, television)
Insure aggressive troubleshooting and back-up FM







TESTIMONIALS

Ethan: https://www.youtube.com /watch2v=TMv5UuSAsDs

Audrey (18):
https: / /drive.google.com /file /d /OB2y 6mNHfIWrR25{UnJ3Z0hvTlk /view

Teen Stories using Roger hitps://www.phonak.com/us/en/hearing-
loss /being-a-teenager-with-hearing-loss.html
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https://drive.google.com/file/d/0B2y6mNHf9IWrR25jUnJ3Z0hvTlk/view
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Social opportunities are cirtical


4. Resources

PROFESSIONALS:

HTTPS://WWW.PHONAKPRO.COM/US/EN/
RESOURCES/COUNSELING-
TOOLS/PEDIATRIC/GUIDE-TO-ACCESS-
PLANNING/GUIDE-TO-ACCESS-
PLANNING.HTML

CONSUMERS:
HTTPS://WWW.PHONAK.COM/US/EN/SUPPORT/CH

ILDREN-AND-PARENTS/PLANNING-GUIDE-FOR-
TEENS.HTML

HTTPS://WWW.PHONAK.COM/US/EN/HEARING-
LOSS/BEING-A-TEENAGER-WITH-HEARING-
LOSS.HTML

GAP - Guide to Access Planning

A Resource Tor Self-Advocacy Activities


https://www.phonakpro.com/us/en/resources/counseling-tools/pediatric/guide-to-access-planning/guide-to-access-planning.html
https://www.phonakpro.com/us/en/resources/counseling-tools/pediatric/guide-to-access-planning/guide-to-access-planning.html
https://www.phonakpro.com/us/en/resources/counseling-tools/pediatric/guide-to-access-planning/guide-to-access-planning.html
https://www.phonakpro.com/us/en/resources/counseling-tools/pediatric/guide-to-access-planning/guide-to-access-planning.html
https://www.phonakpro.com/us/en/resources/counseling-tools/pediatric/guide-to-access-planning/guide-to-access-planning.html
https://www.phonak.com/us/en/support/children-and-parents/planning-guide-for-teens.html
https://www.phonak.com/us/en/support/children-and-parents/planning-guide-for-teens.html
https://www.phonak.com/us/en/support/children-and-parents/planning-guide-for-teens.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
https://www.phonak.com/us/en/hearing-loss/being-a-teenager-with-hearing-loss.html
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Involve Communication
Partners

Work with the patient to identify the
most important people in their social

network and to develop a shared
strategy for communication.

Living Well with Hearing Loss

Bring the patient’'s daily life and
specific needs into the appointment as
you identify communication situations
that are relevant and important to

them.

My World Pediatric Tool

Acquire the child's perspective on their
daily communication challenges and
gain a unigue insight into the child's
point of view.

GROUP AR Guide

Learn how to start a group
rehabilitation program to help reduce
return rates of hearing aids and to
increase patient satisfaction.




IDA INSTITUTE: TRANSITION PATH

WWW.IDAINSTITUTE.COM

Foundaﬁon Explorqﬁon Personal
| Support Responsibility
9-12 yrs
3-6 yrs 20-25 yrs

Parents

Individual
Discovery Co-
empowerment
6-12 yrs

14-18 yrs
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Parent role decreases
Student responsibility increases
Teacher role decreases

http://www.idainstitute.com/

pEPI'IEt Bard of hearing pn2 Help  Skip Navigation About Us

Home » Map It

HTTP://WWW.PEPNET.ORG/MAP-IT

what comes ’next

Map It: What Comes Next

Review Information

Here is a snapshot of the Map It: What Comes Next self-determination training.

This training iIs broken into three sections:

Section 1: Who Am |7
Section2: What Do | Want?
Section 3: How Do | Get There”?


http://www.pepnet.org/map-it

T0DAY IS MY TOMORROW.
IT'S UP TO ME TO SHAPE IT,

T0 TAKE CONTROL

AND SEIZE EVERY OPPORTUNITY.
THE POWER IS IN THE CHOICES

| MAKE EAGH DAY.
| EAT WELL, | LIVE WELL.
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I am pleased with the increasing focus on self-determination as a prerequisite to self-advocacy. We need to figure how to infuse this work starting with families and early intervention and continuing into school-age and transition to college and employment.

University of Western Ontario (Moodie et al)
University of Queensland ( Ridgway, Hickson, Lind)
Hands & Voices (US and Canada)
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