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Executive Summary
Senate Bill 449 was introduced at the 78th Oregon Legislative Assembly during the 2015
Regular Session for the purpose of creating a Commission for Deaf, Deaf-Blind, and Hard of
Hearing Services in the Department of Human Services (DHS). This Office would provide a
centralized location for members of the public as well as state agencies to obtain assistance to
ensure access for individuals who are Deaf, Deaf-Blind, and Hard of Hearing. The Ways and Means
committee concluded from the revised SB 449a that a community needs assessment was needed to
identify the social, health, and educational disparities experienced by the Deaf and Hard of Hearing
Communities, and $200,000 in General Funds was granted to the Department of Human Services to
support this effort. Western Oregon University’s (WOU) Regional Resource Center on Deafness
(RRCD) was awarded the contract as of May 1, 2016; with the final report due eight months later on
December 30, 2016. The contract required the use of surveys, focus groups, and key informant
interviews to collect data in nine domains across the state in a culturally appropriate and fully
accessible manner. The purpose of this project was to identify for DHS and the Legislature the
barriers that make it difficult for members of the Deaf, Deaf-Blind and Hard of Hearing communities
to successfully engage in social, educational, and health services and to make recommendations for
closing any gaps.
This study’s findings support the recommendation that a Commission, such as the one
proposed in Senate Bill 449a be funded. Options include expanding the current Oregon Deaf and
Hard of Hearing Services providing interpreter referrals into a program with administrator and
employees. Another option might be to fund a Commission through the Governor’s Office using
funding from the taxes on telephone subscribers as other states have done. Either way, the entity
could begin the process of addressing the needs of the diverse populations of Oregonians with
hearing loss.
The ability to communicate, to understand and to be understood, is the cornerstone of all
areas of human development. It may look different from person to person, but without it, everything
else is lost. Unfortunately, the general public’s perception of hearing loss is not well informed given
that untreated hearing loss has recently been discovered to be a public health crisis. The public’s
view of hearing loss is that it is something that one must just deal with, or is not that big of a deal
(people should just try harder), or that hearing aids and cochlear implants will completely alleviate
the problem prevents implementation of best practices. It is ill-advised to accept this status quo as a)
at some point much of the general public will also become individuals with hearing loss, and b) the
general public holds positions as gatekeepers to services, creating a number of access problems for
Deaf and hard of hearing individuals. Untreated hearing loss has recently been deemed to be a
public health crisis by the National Academy of Sciences (2016). The following is a summary of the
findings from surveys, key informant interviews, and focus groups that lead us to this conclusion:
1. The needs of individuals who are Deaf, hard of hearing, deaf-blind, or who have
additional disabilities are met in very different ways. The general public and service
providers alike often do not recognize this, resulting in a “one size should fit all” mindset.
This creates frustration and blame between consumers and service providers. When
gatekeepers do not respect the individual’s communication needs, discrimination follows.
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2. Throughout their lives, literally starting at birth, policies, legislation, enforcement, and
gatekeepers (or the lack thereof) impact whether or not Deaf and hard of hearing
Oregonians will have the opportunity to participate in their lives to their full potential.
Some examples of this include:
a. Infant screening: many children are identified at birth with hearing loss because
of this important legislation, yet parents still struggle with decisions about the best
path for their child. Many do not feel they are provided the information they need
regarding communication options or how those needs may change along the way.
Indeed, they often must fight to get their children’s communication needs met, no
matter what the communication preference is.
b. Later detection: After birth, identifying hearing loss is much more difficult. It often
goes undetected for the years of the birth-to-five window of opportunity for
maximal language development. Hearing losses are often mistakenly diagnosed
as an attention deficit, developmental delay, or even purposeful bad behavior on
the part of the child.
c. Personal device coverage: Oregon law requires that if an insurance company
will cover a single cochlear implant for a child, it must cover bilateral implantation
if so advised. There is no similar requirement for hearing aids, which are
extremely costly, often from $5000-$7000 per pair.
d. Foster care: Oregon Child Welfare guidelines detail multiethnic placement, but
do not have a priority or policy for placing Deaf or hard of hearing children in
signing or otherwise hearing-loss aware families, further stressing the child and
creating an additional negative impact on the child’s development.
e. Educational structure: The separate structures of Oregon’s educational system
for Deaf and hard of hearing children means that when a need for change in the
child’s educational delivery is recognized, it is slow to be implemented and further
precious time is lost. Other states, such as Arizona, offer multiple options in a
single location so that children move fluidly between programs as the need arises.
This eliminates the need for the child to fail in one system before being able to try
another, as well as the resulting toll this takes on the child and the family.
f. Options presented: The Oregon School for the Deaf is often presented to
parents as a ‘last resort,’ ignoring the value of Deaf and hard of hearing role
models and peers for developing children, and the expertise of the personnel
there.
g. Preschool policies: Legislation prevents the Oregon School for the Deaf from
holding preschool there (they are only able to serve ages 5 and older). Besides
providing needed educational intervention, this is a missed opportunity for
children and parents to interact with other families living with similar experiences.
h. Impact of Language delays: Language delays caused by these issues will follow
the individual throughout their lives, reducing educational opportunities, their
ability to get and keep jobs, and their earning potentials.
3. Acquired hearing loss, in older children and adults, presents its own challenges. Many
people begin their lives with ‘normal’ hearing, and at some point either gradually or
suddenly lose it. It is commonly believed that hearing loss is simply something people
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must accept, that there is nothing that can be done for it. They withdraw from friends,
family, and other social stimulation that is vital to quality of life and maintaining mental
health. For others, it is not acceptance but a fact of life as they cannot afford hearing aids
and other technology that could help them stay involved and be thriving members of
society. That many people with hearing loss, even though they have seen medical
professionals about it, are unaware of the array of assistive listening, telecommunication,
and alerting devices that keep them active in their lives is unconscionable. Identifying this
population in order to inform them of the options available, such as the Public UC’s
Telecommunications Device Access Program and OVRS services can help them
maintain autonomy and quality of life.
4. Deaf and hard of hearing individuals with other disabilities, such as vision loss, cerebral
palsy, or other physical or health issues (i.e., DeafPlus) challenge systems that are set up
for consumers without hearing loss. Whether it is in a child or an adult service system,
most people do not have the training required to facilitate communication with these
individuals. Besides a (hearing) interpreter, an additional certified Deaf interpreter may be
required. Service providers need to understand basic orientation and mobility issues,
have insight into what the individual does and does not have access to through his or her
senses and how to accommodate this, and maintain respect for personal choice. While
most people do not have these skills, support services providers (SSPs) provide this
function as needed for individuals with hearing and vision loss or those who have
additional disabilities. They interpret, provide environmental and communication
information through touch, and help the individual stay connected and fully functioning in
their environment. In addition, they provide basic services like shopping assistance and
transportation. The state of Oregon must find a way to fund SSP services for these
individuals as this is a population that is least able to purchase this service for
themselves.
5. Access to mental health services practitioners who understand the cultural and
communication issues involved for all aspects of the Deaf and Hard of Hearing
Communities, and who can communicate directly with those consumers, is at a crisis
level. Whether it is for crisis counseling, everyday issues, or a psychiatric disability,
Oregon does not have the capacity to serve its Deaf and hard of hearing citizens who
need these services.
6. Many Deaf and hard of hearing individuals in Oregon who have lived with hearing loss for
majority of their lives earn less in wages or are unemployed. Financial barriers to
purchasing necessary equipment such as fire alarms with flashing lights is a significant
safety issue. High-speed internet or cell phones are critical to reach 9-1-1 emergency
services. The state of Oregon must find a way to fund safety related equipment and
telecommunication options for individuals with financial barriers.
American Sign Language, interpreters, an array of assistive technology, personal devices
such as hearing aids and cochlear implants, captioners and support service providers are key to
access for members of the Deaf, hard of hearing, deaf-blind, and DeafPlus communities. As the
above list of issues reveals, the challenges these individuals present to service providers who are
not familiar with their communication needs or culture are as complex as the solutions are
empowering.
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Limitations of the Study
While several excellent outcomes were a product of this research, the extremely short time
frame impacted the project in several ways:
•

•

•

•
•
•

•

In the development of the survey, the cognitive interview step was skipped. If time had
allowed the inclusion of this step, some of the questions that caused people confusion
could have been avoided. These were discussed in the report.
The CAB had limited opportunity to review surveys and data. Many of them were also on
vacations over the summer. This was mostly handled by requesting assistance from
individual CAB members through email.
Because it was summer, it was difficult to recruit individuals for focus groups, especially
related to school programs. Even consumer organizations reduce the number of
meetings they have over the summer.
While social media was used heavily, which leaves out those without computers, large
segments of the population were still reached through setting up community meetings.
Building community trust takes time. For weeks after the survey had closed and focus
groups were completed, people continued to request the opportunity to participate.
The language level of the training program to educate researchers about protecting
human rights (CITI) was challenging for most CAB members who do not use English as
their first language. Although a graduate student was in the process of translating the
materials into ASL, the project was not completed in time for this study.
Because of the scope of the project and the timelines, there was insufficient time to
compare data with secondary data sets, which would be helpful to the interpretation.
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Findings and Recommendations
The Regional Resource Center on Deafness has appreciated the opportunity to conduct this
important needs assessment for the State of Oregon. After reviewing the data, the research staff
summarized a number of findings that led to recommendations for the State’s consideration to
improve services to Oregon’s Deaf and Hard of Hearing Communities.
1. Newborn infant hearing screening has made a huge impact on the lives of children
with hearing loss.
a. Information for parents about services is not consistently provided.
b. Language input from birth is vital. Oral and ASL methods used together will help the
child develop Theory of Mind, agency, and understanding consequences, among
others.
c. Oregon requires insurance companies to cover bilateral cochlear implants for children
if they qualify for them.
d. Insurance companies do not cover hearing aids in the same way. As children grow,
they need their hearing aids to grow with them. This is extremely expensive for
parents, at a time when language input to children will have the most impact on the
trajectory of their lives.
2. Education of Deaf and hard of hearing children is complicated by both historical
issues and state policy and law.
a. Until recently, there was no law on the books requiring teachers of the Deaf to be
fluent in ASL.
b. Oregon has just one program training teachers of the Deaf, and there is a severe
shortage of qualified teachers in the state.
c. Oregon has numerous public high school programs to teach ASL, but no
requirements for those teachers to demonstrate mastery as other world languages
do. College ASL programs often find incoming students have learned individual signs
to match with English, but not the grammatical features of ASL.
d. Finding skilled educational interpreters is a challenge for mainstream programs,
especially in rural areas.
e. Deaf and hard of hearing role models are vital to the child’s identity development.
f. The Oregon School for the Deaf is prevented by law from holding a preschool
program there, something that is vital to Deaf and hard of hearing children’s
development.
g. Although there is screening at birth, there may be complications to delivering early
intervention services, sometimes because the services are not available, and
sometimes because parents do not have the resources to follow through.
3. Identity, critical mass, and access to community are challenges individuals and
communities face.
a. Deaf, hard of hearing, deaf-blind, and deaf with additional disabilities adult role
models can provide children a better understanding of how they might naturally
approach the world with a visual or tactile mindset.
b. Deaf, hard of hearing, deaf-blind, and deaf with additional disabilities adult role
models can provide hearing teachers a better understanding of how to teach children
taking advantage of their visual or tactile mindsets.
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c. Because deafness, deaf-blindness, and hearing loss with additional conditions are
low-incidence disabilities, it is a challenge for many families to find peer groups for
their children.
d. Parents find it difficult to find ASL classes, to afford them when they are available,
and to fit them into their schedules, especially if they have multiple children or jobs
that don’t allow flexible schedules.
e. Although mainstream programs are popular and a good fit for some children, they are
not the best fit for all children. Notably, many children move from mainstream settings
to residential settings between elementary and high school. Better systems need to
be in place to either improve support for children in mainstream settings or to identify
at the earliest point possible when the setting is not a good fit so the child does not
lose valuable educational years.
f. Many children do not find their way to a Deaf community (referring to a culturally
defined community) until after high school. This is often when they learn sign
language and begin to develop a Deaf identity. This also applies to many children
coming out of oral only programs.
g. As one teacher of the Deaf pointed out, “Apparently teaching hearing babies ASL
improves their cognitive development, but parents are warned against teaching their
Deaf or hard of hearing babies ASL. It’s obscene, really.” Reviews of research show
that children are not less likely to learn to speak if they also use sign language.
4. Hearing aids, cochlear implants, and assistive technology can be extremely helpful or
extremely confusing and frustrating.
a. If there isn’t audibility, there is not a good fit. If the audiologist hasn’t tested audibility,
there is no proof that it has been achieved through the hearing aids. This means the
hearing aids are not providing the benefit they could, the individual is not hearing as
well as they could, and that thousands of dollars have been wasted.
b. Hearing aids and cochlear implants cannot overcome noisy environments alone.
Other (additional) assistive technology can be extremely helpful in these situations.
c. The general public, including those with hearing loss, often do not recognize the
benefits and limitations of hearing aids and cochlear implants. There is a pervasive
attitude of ‘there’s not much that can be done’ to improve the individual’s situation.
d. Hearing aids, cochlear implants, and other assistive technology can be very
expensive, especially recognizing the equipment may need to be replaced every five
years. Individuals with hearing loss need assistance in locating support for
purchasing this equipment.
e. The vast majority of individuals with hearing loss are not aware of other types of
assistive technology which can be used with or without hearing aids and cochlear
implants. The one specialist that individuals with hearing loss may see (e.g., hearing
aid dispenser; audiologist; ear, nose, and throat specialists) are typically not providing
information about other assistive listening equipment. This information is found
through consumer groups and internet searches.
f. Video remote interpreting (VRI) can be a powerful tool, but it is not appropriate for all
settings. It is often difficult to see the screen, the screen is smaller than having a live
person there, and the image may freeze, causing communication interruptions. In
legal settings, disrupting the flow of the courtroom causes some judges to pull the
accommodation. In healthcare, even when it is working properly, it is a challenge for a
patient laying in a bed to see or focus on the screen, much less hold the screen in a
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5.

6.

7.

8.

position where it is viewable. Additionally, holding the screen would interfere with the
Deaf patient responding. This is not necessarily as much of an issue if the patient is
able to sit up and if the screen is on a stand.
Access to higher education is often at risk because of early years of experimentation
with educational settings and communication modes.
a. The early education merry-go-round of seeking the right educational environment for
a child often means that they end up having challenges obtaining a regular diploma.
English language skills may be below grade level and places students at risk of not
completing.
b. Entrance exams that have not been standardized on this population (or on any other
minority population) can prevent capable students from entering bachelors and
masters level program, thus limiting their ability to earn a living and become the role
models for other Deaf, hard of hearing, deaf-blind, and individuals who have
additional disabilities.
Access to the labor market is often at risk as it is more difficult for Deaf and Hard of
Hearing Communities members to get the education they need for some jobs, as well
as employment training and on-the-job training.
a. Numerous transition programs have indicated the importance of work experience in
high school as a gateway to early adult employment opportunities and later earning
ability.
b. Many members of the Deaf and Hard of Hearing Communities face the limiting
stereotypes of the public and experience underemployment and unemployment.
c. Hard of hearing individuals exit the labor force earlier than they would like because of
challenges functioning in groups (e.g., staff meetings), using the phone, and
social/interpersonal challenges. The labor market is losing talented, experienced
people because of a lack of knowledge about assistive technology.
Public services definitely play a major role in the lives of members of the Deaf and
Hard of Hearing Communities, but they often face challenges with paperwork,
legalese, complex rules, and workers who do not know how best to communicate with
them.
a. Mental Health services are vital as isolation can cause depression. Coupled with the
link between not using amplification and dementia, this sets up the population for
challenges.
b. Programs supporting substance abuse treatment, domestic violence and abuse, and
mental illness are rarely accessible to members of the Deaf and Hard of Hearing
Communities. Counselors who can provide treatment via direct communication or
who understand the impact of disabilities on an individual are extremely rare.
Impacting public attitudes is one of the most important issues that needs to be
addressed.
a. While newborn hearing infant screening has produced impressive results for babies,
hearing loss often occurs after birth, and often not until later adulthood. Adults tend to
put off having their hearing tested for seven years before seeking assistance.
b. Many participants referenced the challenges of communicating with the general
public, which is especially problematic when seeking services or medical or
emergency assistance.
c. Myths the public holds regarding the ability of hearing aids or cochlear implants to
restore normal hearing, that all people with hearing loss speech read, that people with
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hearing loss are less intelligent or less able have a profoundly negative impact on the
self-esteem, self-image, sense of agency, and the ability to successfully compete in
higher education and employment.
d. Members of the general public become members with hearing loss, hearing and
vision loss, and hearing, vision, and physical function loss. They also become family
members of others with these losses. The better they understand the challenges and
how to deal with them, the longer they can remain active in their lives and assist other
family members to remain active and connected in theirs.
e. People who are at the front desks of many of the services members of the Deaf and
Hard of Hearing Communities seek, are the gatekeepers to those services. They
should be well trained to interact with members of the Deaf and Hard of Hearing
Communities and ensure that their communication needs are being met.
9. Communication access is vital to the success of individuals at home, work, school, or
play.
a. Self-advocacy must be taught, along with what the law requires and what the
responsibilities of the individual are.
b. In order to have an educated populace, access must be provided to all.
c. Communication access, such as open captioning and freely available assistive
listening technology, benefits everyone (e.g., English language learners, people
needing to search the text of a speech on video, people unfamiliar with the
technology can easily try it out).
d. Many, many focus group respondents, when asked what services could be provided
to improve communication access responded: “Get them to enforce the ADA!”
10. Individuals who are DeafBlind or deaf-blind or who have additional disabilities are in
severe need of support service providers (SSPs).
a. Most of these individuals do not have the funding to pay for assistance to go to the
grocery store or be driven to the doctor. Some states provide funding for a few hours
each month, rarely enough for these individuals to lead anything close to a normal
life.
b. Being able to go for a walk, have mail read to you, or simply not be in fear that
because you are by yourself you are vulnerable to a random accident or violence is
something that most of us don’t face.
c. Oregon does not currently provide funding for SSPs. SSPs help the individual both
with communication and with what is happening in the environment…the kind of
feedback the rest of us take in with our eyes.
11. Deaf children in foster care need a way to be connected to families who have the
language skills to help them grow to their full potential. Time is always of the essence
with children.
The research team believes that the most efficacious way to address these findings would be
a Commission for the Deaf, Hard of Hearing, and Deaf-Blind. This center (or preferably a main
center with satellite centers located around the state, or some other way to reach the rural parts of
the state in person) would function with an advisory board of stakeholders to inform the staff and the
State of the current events in the numerous areas that impact members of the Deaf and Hard of
Hearing Communities’ lives. The employees would be individuals who, for the most part, experience
hearing loss themselves and who can use the variety of communication modes they will face as the
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State’s citizens seek assistance. The Center should be able to advocate and lobby as needed for
changes in Oregon’s laws and standard practices. For example:
1. Early Childhood Intervention and Education: Develop a committee comprised of teachers
of the Deaf, university faculty, parents, state agencies, and consumer organizations to
evaluate the laws, policies, and standard operating procedures that are interfering with
getting the best services to identified children at the earliest stage. This is one of the most
important actions that can have an impact on children’s futures to prevent them from
becoming at risk of dropping out, not completing with a regular diploma, and their future
earnings abilities. Explore the LEAD-K model for Oregon (e.g.,
https://www.facebook.com/LANGUAGEEQUALITY/), and explore changing the law so
that Oregon School for the Deaf can house preschool and early intervention programs on
campus.
2. Review policies in general that impact members of the Deaf and Hard of Hearing
Communities: Another example worth studying is how Deaf and hard of hearing foster
children are matched with families. Currently, there does not seem to be any way to
connect Deaf children with families who sign. These kinds of policies stay on the books
until someone is able to recognize that a change is needed.
3. Support Families and Children: The sooner both families and children have Deaf role
models in their lives, the sooner they will learn how to learn visually along with
amplification. Provide a center where families can learn from experts and from each
other, and children can meet peers who have the same life experiences they have.
4. Assistive Technology: Provide an assistive technology center and satellite centers where
people can check out assistive technology and see what will work for them. The impact of
hearing loss is different for everyone, and some devices work better than others.
Because of the expense of the equipment, and some people’s difficulties in learning new
technology, these centers should be staffed with people who experience hearing loss and
vision loss to ensure functionally relevant equipment is recommended.
5. Ensure that the ADA is enforced: There are laws in place, but there is much confusion
among consumers about what their rights and responsibilities are. Technical assistance
should be provided to agencies, businesses, and consumers. This center can also
provide technical assistance in the labor market to ensure that employers are aware of
their responsibilities under the law.
6. Ensure access to higher education and thereby the labor market: Again, a committee of
stakeholders should evaluate entrance requirements at universities and community
colleges to determine if their policies unfairly prevent individuals who are Deaf or hard of
hearing from obtaining an advanced degree when they are otherwise qualified.
7. Ensure availability of affordable hearing aids and assistive technology for all. The impact
of hearing loss can be devastating: To children because of the impact on language
learning and education, to adults because it can reduce their employability and upward
mobility on the job, and to seniors because a recently worsening loss can further isolate
them from family and loved ones unnecessarily. In addition, recent research has shown
there to be a connection between untreated hearing loss and dementia. For those who do
not identify with the Deaf community and use ASL, hearing loss is not just an
inconvenience, it is a health hazard.
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8. Ensure the affordability and availability of support services providers to people who are
deaf and have additional disabilities. This is an area where the State is behind other
states in providing these life-affirming services.
9. Provide outreach to positively impact public perceptions on living with hearing loss and to
help people understand the options that are available.
10. Provide a community center where people can come to learn sign language, and other
supports can be provided, such as reading mail to individuals with low vision. The
community center can showcase Deaf adult role models, and in general, provide a
gathering place where people can come to feel a part of a community of people who are
like themselves.
Currently the state has a system of service providers who face a challenge providing
services to this low incidence population. Because attitudes about hearing loss, especially in people
who are gatekeepers to services, are a major problem for members of Oregon’s Deaf and Hard of
Hearing Communities, the State faces a challenge keeping everyone trained who will interface with
a Deaf, hard of hearing, or deaf-blind person infrequently. And because of communication
challenges, the State may not even know how many people have given up before they even try to
obtain services.
The final recommendation is for the State to review The National Association of the State
Agencies for the Deaf and Hard of Hearing’s (NASADHH) most recent survey of state agencies for
the Deaf and hard of hearing. Here it can find out how other states have funded such centers, how
other states are combining services into these centers (e.g., telecommunications device access
programs, grants for assistive technology libraries, interpreter referral and certification). This report
is included here in Appendix B. There are a myriad of community partners, such as Western Oregon
University, EHDI, Hands and Voices, RSPF, OVRS (to name just a few) who could help make this
happen and who could assist in providing innovative services that would make Oregon a model for
providing services and preventing its Deaf and Hard of Hearing Communities from falling into any of
the possible at-risk outcomes they face.
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