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DEFINITIONS

Abbreviation

AECF
ASL
CDHL

D/DB/HH
D/HH
DOH
DEL
DEC
EHDI
EHDDI

El

ELL
ESIT
FISH
FRC
GBYS
HRSA
IEP
IDEA
JCIH
Parents
Part B
Part C
SEE
UDL
WSDS

Definition
Annie E Casey Foundation
American Sign Language

Washington State Center for Childhood Deafrezsd Hearing
Loss

Deaf/DeafBlind/Hard of Hearing
Deaf/Hard of Hearing

Department of Health

Department of Early Learning

Division of Early Childhood

Early Hearing, Detection, and Intervention

Early HearindossDetection, Diagnosis, and Intervention
Program

Early Intervention

English Language Learner

Early Support for Infants and Toddlers
Families Involved with Signing and Hearing
Family Resource Coordinator

Guide By Your Side

Health Resources & Services Administration
Individualized Education Program
Individuals with Disabilities Education Act
Joint Committee on Infant Hearing

Parents, caregivers, family members

PreK to 21 Education&@ervices

Early Intervention Services

Signing Exact English

Universal Design for Learning

Washington Sensory Disabilities Services

ABSTRACT

The Washington State Department of Health's Early Hedrirsg, Detection,
Diagnosis anthtervention (EHDDI) Program contracted with Washington State
Hands & Voices to conduct research related to supporting families with a child
that is deaf, deablind, or hard of hearing (D/DB/HH).

GAP ANALYSIS OF SDWPNEEDS 3



Researchers used a mixed methods approach to measure afizgitand
guantitative data addressing the goals on parent support outlined in the 2013
Joint Committee on Infant Hearing (JCIH)'s Early Intervention Supplement to
their 2007 Position StatemenSurveys were conducted with 1®aArticipants,

10.5 hours of adio footage was recorded in 21 stakeholder interviews, and all
data were further validated through a series of conversations facilitated in a
community café event in Central Washington.

Overall, data showed a lack of resources in the provision of a Déaflard of
Hearing (D/HH) Mentor Program. This program would include trained D/HH
individuals who are available to meet with families of newly identified children
to assist with sharing information, support, and potentially offer language
learning serviceb CNRY LI NByiaQ NBLR2NI Ay GKAa addzReé GKSe@& K
mentors and role models on their own, with their success dependent on how
connected they were to local resources and community members.
Furthermore parents remarked of several barriers that inhithieir ability
attend events and training, including: schedule conflicts, travel/participation
costs, and experiences that discourage parent leadership, such as language
barriers and culturatompetency In addition, parento-parent support service
providers face barriers in reaching families outside the scope of their existing
networks. Parents of D/HH children utilize social media for its convenience and
show interest in greater opportunities to connect online angbarson. Popular
family-networking evets include family camp, playgroups, and opportunities

to learn from and with other parents on specific topics of interest. These topics
include assistive technologies, navigating educational, healthcare, legal, and
financial systems, and language acqiositand communication modalities.

In identifying the barriers to accessing pargatparent support, several

themes emerged. The quality of coordination between state providers and
agencies impacts the quality of life for families with DHH children. And, families NU€stros nij@sjue todo se f
that are not connected to providers are set back in growing their parent en la vida ayudandonos u

$1 EIl OUa 1 aat

involvement. For these reasons, researchers recommendnxésioning the Uar Ua
LI Kgl&a LI NByGa KIFI@S (2 RG20F1GS FT2NJ GKSANI OKAf RC
partnering with parents to host communiyuilding events, parent support “We must come together tc

service providers transfer decisionaking power to parents; by leveraging
FFEYAEASEAQ [oAfAGeE G2 O2yySOd 20SNJ
parent leadership emerges. Parent leaders offer a perspective that isatidi
informing program, system, and politgvel decisions. For this reason,
researchers recommend promotion of parents to equal partners in the newly
formed EHDDI Advisory Council and agesmyrdinated meetings centered on
improving systems of care fdamilies with D/DB/HH children. A table that
outlines action steps related to recommendations exists on page 6.

kidsbecause everxthing in .
aKFINBR SELISNRASY(
possible when we help each

-Café Particip

GAP ANALYSIS OF SDWPNEEDS 4



INTRODUCTION

BACKGROUND

In Washington State, families of newborns are expected to follow
national Early Hearing, Detection and InterventiggHDI) newborn
hearing screening standards. These standards require every child to be:

O«

Screened for hearintpss by one month of age by hospital or

birthing center staff

0 Evaluated by a pediatric audiologist for hearing diagnosis by 3
months of age if childs referred

0 Enrolled in early intervention by 6 months of age if found to be
D/HH. (Washington State Department of Health, Early Hearing
loss Detection, Diagnosis and Intervention Program)

There can sometimes be barriers to this process, resulting inttoss

follow-up and ultimately causing developmental and language delays for

the child.

To decrease the rate of loss to follayp, a system of care has been
worked on for the past 15 years in Washington State. State agencies
have been forming strong partndrips in order to share data between

the Early Hearindpss Detection, Diagnosis and Intervention (EHDDI)
program and Early Support for Infants and Toddlers (ESIT) programs for
each family with a hearing loss diagnosis. This incorporates a referral
method for audiologists to directly connect families to early intervention
supports and services in their area, thus creating a method for families
to more easily navigate into supports and services for the child and
family.

PURPOSE

With federal funds from the U.SHealth Resources & Services

| RYAYAAUNI GA2Y ol w{! 02X GKS 2 aKAay3adzy {aGalrdsS 5
Early Hearindoss Detection, Diagnosis and Intervention (EHDDI)

program contracted with Washington State Hands & Voices to complete

a gap analysis.

N>

The purpos of this study is to understand the current issues and
settings that families face to support their D/DB/HH child and gather
future desired outcomes in order to recommend action steps in

GAP ANALYSIS OF SDWPNEEDS 5



achieving such outcomes. As organizations work to support parerts an

GKSANI OKAft RNBY> Al A& AYLISNIYGAGS (G2 GKSANI OKACE
remain engaged team members in order to support their children (AECF,

p. 4). Therefore, it is within the context of parental sefficacy that this

study is focused in relatioto the continuum of parent involvement and

leadership.

RATIONALE

Families learning for the first time that their child is deaf, delid, or

hard of hearingare known tohave an array of different reactions to the
news. According to an informal surveyfesed by Washington State
Hands & Voices in 2016, families reported that for some, this
information came as a relief while for others it was overwhelming. The
variables of how families react to the news that their child is deaf,-deaf
blind, or hard of heang is based on many different factors, including
how the diagnostic process went and how the news was shared with the
FFLYAtftASEAT a ¢Sttt a SIFEOK LI NByidiQa LISNaz2ylf LIS
of deafness and hearing loss (Tattersall, H & Young, A., 2@B5ndst
parents, their child may be the first person they meet who is deaf or
hard of hearing and for these families, the learning curve is steep and
often stressful (Asberg, K, Vogal, J. & Bowers, C, 2007).

However, according to studies (Yoshindgmo,H nnn0X AdG A& | LI NByidiQa

Ay @2t @SYSyi Ay GKSANI OKAfRQa f SFNYyAyS3 YR RS
ultimately predict successful outcomes for their child and have lasting

effects. Thus, current recommended practices stated in bothviduals

with Disabilities Educain Improvement Act(IDEIA 2004) and the

Division of Early Childhood (DEC) Recommended PradaticEsirly

Intervention/Early Childhood Speciglducation (Sandall, McLean, &

{YAGKE Hnnno aLISOATFE aLINByiGa LISNOSAPS (GKSY&!
supporting their cHdren's growth and development parental self

STFAOFIO&¢ 65SaWFENRAYS WS HnncO®

ParentalseliS T TA O Oé A& NR2GSR Ay ' f0SNI . FyRdz2NI Qa az
GKSNBEoe& LIS2LX S fSIENYy FTNBY 2yS |y2G8KSNJ (KN dz
imitation, and modeling that contributesi 2 G KS o0StAST Ay 2ySQa 24V
ability to successfully perform a particular task and persist until they

I OKAS@PS AlGdeE O05SAWFNRAYSIS HAanoO® [/ 2YLX SGAzy 27F ¢
a level of specific knowledge and confidence to carry out tasks"

(DesJardin, 2003

GAP ANALYSIS OF SDWPNEEDS 6



Furthermore, while parental seB ¥ ¥ A Ol Oe& AYONBI aSa | FLYAfRQ
involvement within early intervention, it also has the power to ignite a

LI NBydQa Sy3alFr3asSySyid |yR f JonRBANEKALI gKAOK (GKSYy
inner family circle (SeEileen Forlenza's diagraoelow).

With strong seHefficacy skills, a family can choose to engage withi Goal 8: Families will be
their local community or state as a stakeholder in order to improve thg active participants in

systems of care serving families. state/territory and local
levels.
For the development and
implementation of EHDI
systems families will be active
Y The Outer Ring participants at the state /
3 territory level and local levels.
<« < [ The Community Ring , A L A |
aClFYAftASAQ &ELIS
valuable commodity in shaping
<= <[ ThelnnerRing services for other families...
families are encourageis be
involved in improving systems
designed to support all
children who are deaf and
KFENR 2F KSI NRAy3

Beyondservice provision to families and their children there are other| ~©0@l 9: Access to other
families who have

fslddltlonal supports that. hf';lve the potential . .of mcregsmg parent|  .iiren who are D/HH
involvement and leadership if accessed by families. This includes parent | is important that families
support which is echoed in the goals set forth by flmint Committee on ‘ receive support from other

. . . . . ) families who have children
Infant Hearing, (representatives from national organizations dedicated gx2 | NB 5k1 1 I

to ensuring early identification, intervention and follewp care of GKSNB¢® t I NByi?
. . . ) connected for formal parent
infants and young children with hearing loss). support organizations that

provide appropriately trained
Centered on the topics of the aforementioned ggabur research team parents.
designed a data gathering and analysis method whose results can

Goal 11: Support,

used to increase parent setfficacy and inform program, system, and mentorship and

policy-level change. guidance from
individuals who are
D/HH

When individuals who are Deaf
and hard of hearing connect
with families, they

demonstrate that D/HH
individuals can be successful at
different jobs and career. They
are able to provide families
with resaurces that offers
encouragement and
understanding.

(JCIH 2013)

GAP ANALYSIS OF SMWPNEEDS 7



RECOMMENDATIONS
& ACTION STEPS

SUMMARY ORECOMMENDATIONSIBYIORITY

ID | RECOMMENDATION DISCUSSION POINTS

1 | Providing nonrbiased parent support, information and resources
with D/DB/HH children

1.1 | Resourcesharing to State agencies supporting families of D/DB/HH
families extends beyond| children needo acknowledge Washington State
service provider network| Hands & Voices as the formalized parent suppo

organization in Washington State. In doing so,
they support parents in receiving full access to
information from qualified, trained Parent Guide
who are aware of services ace®the state.
Reestablish the role service providers play in
delivering developmental and languagpecific
support services to families while enabling
Washington State Hands & Voices to improve a
extend their support and information.

1.2 | Partner withfamilies and | Strength in community conversations, bringing
providers in leading more people to the table than would otherwise,
community designed by parents for parents.
conversations across the Bridges gaps between providers and existing fan
state

networks.

Creates a secondary role of Washington State
Hands & Voices opening the door for parents to
have leadership in systefavel planning and
management conversations.

1.3 | Build capacity to provide| Increags access to families of all backgrounds a

support to a more
diverse population of
families

cultures by providing information in readily and
available written and online material.

Explore ways of connecting with and supporting
multicultural families.

Provides ongoing cultural sensitivity training to
providers and parent leaders.

GAP ANALYSIS OF SDWPNEEDS



2 | Access to family events to connect with other parents/caregivers
D/DB/HH children
2.1 | Provide informal Meet-N-Greet events are lovgtake events that
parent/family events for | Washington State Hands & Voices/Guide By Yol
families to connect with | Side can provide at no cost to families.
one another locally Open to include children and can be offered at
various days and times during the week.
Trained Parent Guides serve aslitators at the
Meet-N-Greet events.
Informal environments allow families to feel
comfortable arriving or leaving at any time.
Recruit local families to help share leadership
responsibilities.
2.2 | Provide family To include:
networking eventsfor | s A tivities {D/DB/HH kidtiendly, family
families using al friendly, for parents only, etc.}
communications across | . riendly, for p Y etc. .
0 Costs {Provide meals, childcare, mileage
the state . o S0
reimbursement, free admission, participatio
stipends, etc.}

0 Location {Safety, neutral setting¢cess to
public transportation, free parking}

0 Facility {Grougppropriate room size,
accessibility, etc.}

0 Nature of Event {Educational, networking,
mentoring/support, practice, or combination
one-time or regular meetings, etc.}

0 Communication Modes {ASEpoken English,
translation from other languages,
interpreters, amplification, etc.}

0 Culturallyrelevant {Designed in relation to
specific age/ability/culture, etc.}

Announce and Invite families at least 1 month pri
to the event
2.3 | Assess events in cedto | Gather parent/family feedback in order to continy
improve accessibility providing events that are enjoyable and safe for
families to attend.
3 | Access to workshops and trainings as well as opportunities to
practice news skills
3.1 | Develop andgrovide Faceto-face interactions that blend relationship

workshops for families ol

building and mutual learning for ideal parent

GAP ANALYSIS OF SDWPNEEDS



D/DB/HH children

engagement.

Offer local/regional events that reduce
transportation costs and travel time.

Eliminate concernabout participation costs and
lost wages by offering free entrance/enroliment,
free registration, and participation stipends.

Provide accommodations for participants, as wel
as childcare.

3.2 | Create online learning | Online instruction provides greater access to
opportunities that families in farreaching areas of the state.
employ UniversaDesign E . .

. mploying UDL methods supports varying streng
for Learning (UDL) and ploying P ying N
L9 and skills of learners.
that are intuitive

3.3 | Actively explore methodg Learning a visual language promotes language
of providingASL and SER learning for their child.
instruction to families | £ ijies request flexibility and accessibility to

access language instruction.

Expand language instruction to ndnglish
speakers.

Provide structureo parents in order to learn signs
relevant to their family needs.

3.4 | Partner with parents and| Parents with vibrant community networks can
providers to determine | communicate what particular tops; skills, and
appropriate skilbased cultural understandings are needed to better ser
classes for their local families with D/DB/HH children.
community Achieve desired program outcomes by

incorporating design ideas from parent leaders.
Explore and develop a | Family members request local resource
centralized resource information.
listing that_ mcIudes_hocaI Parents increase seéffficacy skills by gaining
3.5| and state information .
) knowledge and confidence.
and family support
programs Bolster support to families by providing
information in one place.
Qreate a standardized Parents receive fractured information that
message of information | potentially limits access to accurate,
36 sharing and resources | comprehensive information for families.

Standardized information provides families with
the same messagedm multiple sources and
supports families in each phase of their journey.

GAP ANALYSIS OF SDWPNEEDS
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Parents are active in developing and spreading t
standardized message.

4 | Access to Available D/HH Mentors and Role Models
4.1 | Short term: Survey Clearly define "D/HH mentors" and "D/HH role
families about their models".
deswesand. expectations Gather information from families about what they
of a formalized D/HH want from this type of support
Mentoring Program yp pport.
Short term: Identify
4.2 . .
funding source to providg
a D/HH MentoProgram
to Washington
Identify state agency
43| . .
with capacity to provide
D/HH Mentor Program
4.4 | Long Term: Establish an| Recruit, train, and match D/HH Mentors and D/H
sustain a D/HH Mentor | Role Models with families throughotite state.
Program in Washington Include D/HH Mentors and D/HH Role Models in
events for families and other leadership
opportunities.
Match families who are made aware of and requ
support with a D/HH Mentor or D/HH Role Mode
5 | Access to increasing leadership skills to impe systems of care for
families of D/DB/HH children
5.1 | Offer community Parents build confidence, community, parenting
dialogues with families knowledge, awareness of resources, and compass
by sharing personal stories with parents who have
similarexperiences and/or values.
Improve provider services by cultivating partnershig
with parent leaders.
5.2 | Provide parent leadership| Provide more culturally diverse teams of parent

workshops and training to
a diverse group of parent
leaders

leadership inWashington State through trainings thg
are led by a diverse team.

Suggested curriculum topics include:

0 SkillBuilding (Advocacy, sedflvocacy,
sharing your story, etc.)

0 KnowledgeBuilding (US Education

system/culture, medical information, child

centeredD/HH issues, etc.)

GAP ANALYSIS OF SDWPNEEDS

11



0 PartnershipBuilding (Networking, Provider
Parent Partnerships, comprehensive provid
crosstraining)

0 Interpersonal Communication SkaLilding

5.3

Building bridges to D/HH
Parent Leadership within
system of care
organizations (i.eCDHL,
ODHH, EHDDI, CSHCN,
ESIT)

Create capacity in local and state organizations ang
agencies for families to utilize leadership skills as
contributing partners.

Parental selefficacy is needed to remain engaged
throughout the parent involvement and leadship
continuum.

Build selfefficacy skills and improve supports and
systems serving families.

Give parents leadership roles at all levels so they ¢
be the constant in an everhanging system of care.

Develop a broad cohort of parent leaders to avoid
burn-out.

Provide stipends to parent leaders for their effort ag
equal partners.

5.4 | EHDDI Advisory Group | Increase diversity of parent members to include de
people of color, etc. who are not yet at the table.
Add parent partners to cacilitate anddraft the
agenda.
5.5 | Provide Parent Partnershi| Train providers in how to build true partnerships wit
Training to providers and | parents.
agencies Codesign (with parent leaders) tasks beyond sharir
their story.
6 | Access to connect via social media tvibther parents/caregivers of

D/DB/HH children

6.1 | Use of social mediato | Create and manage Facebook groups for familie
facilitate and provide up | access correct information and to connect with
to-date information to others in similasituations.
families

6.2 | Agencies conduct 21st | Investigate how smartphones can provide suppo

Century trainings on bes
social media platforms

to families. Access to smartphones closes the
digital divide.

GAP ANALYSIS OF SDWPNEEDS
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PROCESS

METHODOLOGY

A phenomenology research mixeahethods approach that include

gualitative and quantitative data was designed to aid participants to

share the experiences of an activity or concept from a particular group

2F LI NGAOALI yiaQ LISNERLISOGAGSaE® LYy GKAA adGdzRe
family memiers, D/DB/HH providers and specialists in Washington

State. This approach is created to decrease variances by gathering data

multiple ways in order to verify data.

PROCEDURE

This study incorporated three parts: o&-one stakeholder interviews;
an onlinesurvey; and a concluding Community Café event that brought
providers and families together for an evening of interaction and sharing
to answer certain questions posed to participants. By providing these
three ways of gathering information, researchers eeéid they would
receive a rich amount of data from which to draw upon for this study.

ONEON-ONEINTERVIEWS

Interview invitations were sent to 38 stakeholders across the state.
Among those stakeholders were family members and parent leaders,
program admirstrators, early intervention (El) service providers, and
pediatric audiologists. Invitation reminders were sent out two additional
times to make sure data was collected by as many of the 38
stakeholders as possible during this time.

Based on this literat@ review, the following topics were determined in
order to identify current issues, future desires, and recommend the
actionable steps necessary to reach future goals.

6 Topic 1:Access and availability to Deaf Mentors/Role Models

6 Topic 2:Access to Parerifo-Parent Support (on@n-one
support by trained parents)

6 Topic 3:Families have opportunities to connect and bond and
support one another (social media or other social events)

GAP ANALYSIS OF SDWPNEEDS 13



6 Topic 4:.Caregivers have access to opportunities to practice skills
or gain knevledge in workshops or trainings (such as ASL SEE,
IDEA Advocacy training, etc.)

6 Topic 5:Caregivers have Advocacy and Leadership Training
opportunities and access to use these skills

Interviews were recorded using the video conferencing platform, Zoom,
and lasted between 3060 minutes in length with an average interview
taking 30 minutes. In all, there were a total of 10 hours and 34 minutes
of recorded interviews. The video interviews were gathered and later
transcribed by a thirgparty team member.

The transcripts were then individually coded into a spreadsheet that
documented underlying themes. Additional triangulation (reviewing
notes taken during the interview, interviewer perception and
transcription from recorded interviews) was used to furthearrow
down emergent themes.

ONLINESURVEY

A Washington State Hands & Voices committee was formed to create a
family needs assessment to survey what families are reporting to want
from their community. Once survey questions were finalized by Hands &
Voicesboard members the survey was sent out to families and providers
throughout Washington using Survey Monkey. Hard copies of the survey
were created as well, one in Spanish and one on English. Invitations to
complete the survey were sent to early interventiand DHH providers,

as well as posted on the Washington Hands & Voices website and
Facebook page. The survey was open for responses during the month of
September 2017 with reminders sent out before closing the survey.

COMMUNITYCAFE SHARINGYOURVISIONEVENT

A final event was planned to gather family and provider input in order to
deepen the discussion. It was determined by the team that this event
take place in a rural area with a diverse mix of cultures and backgrounds.
Information about this event wasshared during the June Early
Intervention D/HH Professional Learning Community (PLC) call.
Eventually, it was the efforts of local providers in Wenatchee who
partnered with the research team that made this event come together
for families in this part oftie state.

GAP ANALYSIS OF SDWPNEEDS 14



Flier information of the event was created and disseminated to families
of D/DB/HH children, of all ages, and providers in Wenatchee and the
surrounding counties. Most importantly, local community leaders who
had developed relationships with fales were engaged in helping with
personal invitations.

An agenda was created that broadly addressed the 5 topics from the
one-on one interviews that participants would work in small groups to
answer. These questions include:

1. What changes would you make your immediate/greater
community? Why?

2. What might be your role in the changes we imagine? What is the
O2YYdzyAlleQa NRf SK

Conversations were designed for participants to connect with one
another through dyads (onto-one) and small group interactions; they
were also encouraged to sit at a table with four others they did not
know. Having small groups like this helped avoid side conversations and
increased participation.

The hosting team designed a space where participants would be

encouraged to share theifi K2 dzZ3Kia UOGKNRdzAK2dzi (GKS yAIKI(
fIry3dz2Z 3sS dGKFrG Aa Ofz2asSad (2 GKSANI KSINIi¢o
families to feel honored in order for rich conversations to happen. Two

ASL interpreters and two Spanish language interpreters assisted to allow

for all participants to move around and have conversations with many

others in the room.

During the event, hosts encouraged participants to leave records of their
conversations on large pieces of paper at each of the tables using
markers. To draw out themeBom initial conversations, hosts asked
families to write key points on small pestnotes (in English and
Spanish) and compiled them on the graphic recording at the front of the
room. Then as a large group, families participated in a generative

GAY
¢ KA

conversak 2y o0& @2AO0AY3a GKSAN GK2dzaAKGa |yR O2YYSyl

ideas; this conversation was harvested by a Aaiesr on a graphic
recording. Graphic recordings serve as both a practical record of the
topics discussed and artwork that reflects the essence of the
conversation; it is meant to be shared with participants and other
stakeholders as an accurate, anonymous representation of the event.

GAP ANALYSIS OF SDWPNEEDS 15



ErHICAICONSIDERATIONS

Prior to recording video interviews, participants were asked to read over
a Consent to Research faipation, expressing that participation was
voluntary and completely anonymous. No payment was offered to any
of the respondents and no harm would come by offering their
responses. Participants gave verbal consent to interview facilitators
before videorecording began. Each interview was coded with a number;
once transcription was complete names of respondents were no longer
connected to their interview, making it anonymous.

In addition, participants of the online survey were also provided ethical
consderation information prior to completing the questions. And, to
honor families’ time and participation, those who attended the
Community Café in Wenatchee were offered a family stipend.

DATACOLLECTION

Over the course of three months, Washingtorat8t Hané & Voices
collected 137ompleted surveys from parents across the state.

Along with the surveys, three Washington Hands & Voices team
members (two parent leaders and a deaf graduate student from
Western Washington University) conducted a total of 21 -oneone
interviews between July 10 August 10, 2017. Interviewers held 12
interviews with parents and 11 interviews with providers across the
state.

Additionally, on October 9, 2017, Washington State Hands & Voices, in
conjunction with the Community Café @&borative, hosted a series of
conversations at Castle Rock Elementary School and Early Education
Center in Wenatchee, WA. Nineteen family members of D/DB/HH
children participated, each contributing a written record of their most
important thoughts. In a&endance were monolingual and bilingual
Spaniskspeaking families, Englisipeaking families, and a Deaf
professional.

Both English and Spanispeaking families shared equally throughout
the night. The graphic recording was completed after the event to
reflect key themes discussed during the whole group conversation.
Although Spanish was spoken during the café event, the harvest was
composed in English and quotes written in Spanish were translated to
English.

GAP ANALYSIS OF SDWPNEEDS 16



KEY-INDINGS

ACCES& AVAILABILITY TO
DEAAMENTOR®ROLEMODELS

There are some statdbat already provide Deaf Mentor type programs.
From researching the different programs three different models were
found to be serving and supporting families within the Deseinclude
Deaf Mentor, D/HH Guide, and D/HH Role Model programs.

The Deaf Mentor program offers a trained Deaf individual to meet

ongoing with families as a service provider to assist with building

communication and teach sign language. For example in New Mexico

the Deaf Mentors focus ontanguage/Communication, Making the

/| KAf RQa 22NXR ! 00SaaAroftsSs 5S+F /[ dA §dzNB=
Community.

The D/HH Guide is program of Hands & Voices. Similar to the Guide By
Your Side (GBYS) model, D/HH Guides are indigidinad are Deaf or
Hard of Hearing, and who are matched to meet with families. However,
D/HH Guides are not a service provider for language learning, they work
to connect families with resources and share their experiences as D/HH
individuals to support fanilies. There are several states providing this
service through their local Hands & Voices chapter.

Lastly, the D/HH Role Model is a program being used by Minnesota
Hands & Voices. Deaf and Hard of Hearing individuals are trained to

attend family events, wich includeli KS & [ S 3dzS 2F | SNBSa¢ S@gSydao

families come to meet other D/HH Role Models who wear a red cape
that help identify them. A literacy and empowerment component is

added to the program as well, as each Role Model shares their
superpower withthe children. The superpowers are such things as
"Kindness, "Compassion", etc.

Key findings of collected data indicate that there are currently no
organizations or programs in Washington that provide formal matching
between families and Deaf or Hard of atg (D/HH) trained mentors,

guides or role models. During the coding process of the stakeholder
interviews, researchers found there to be several variations from
respondents when replying to questions about a Deaf Mentor program.
Moreover, due to the may variations of Deaf Mentor programs and
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modelsthe question was left broad as each participant defined it to
their own idea of what a Deaf mentor would provide.

When asked, early intervention program providers reported that over

past years they have attempted to informally connect families enrolled "Right now, | feel like | |
in their program with D/HH individuals who werer @re current
employees of that program/organization. One provider remarked about
b tly3dd 38 021 0K Y2RSts Ge¢kS 1+ yadH F4eF 8K ki
providing services to an individual student, where we would like to have = //MWesl dont have de

the language coach or deaf role machot only matched up with that mentor training, though.”
OKAt RkaiddzRSy G odz2i gAGK GKS FlYAf@E®E O NBRAAERS NI
families reported seeking out D/HH role models on their own with mixed

success, such as through participating in play groups and ASL classes.

aual role. | am a deaf n

G¢KS fFy3dzad 3sS O02FOK KIFIa 06SSy
individual student, whee we would like to have the languag
coach 18 or deaf role model not only matched up with th
OKAf RkaldzRSy G odzi gAGK GKS Fi

Of all the families who participated in the stakeholder eoe-one
interviews, 50% had connected with a D/HH mentor, while the other
50% had not. Of the six parents that had a mentor/role model for their
child with hearing loss, all six recommended participatiom imentor
matching program; three parents (and one provider) believe every child
should be matched with a mentor immediately after initial diagnosis and
four parents believe every family should at least be informed of
programs like Guide By Your Side seytltan choose whether or not to
participate in a D/HH mentoring program.

During the community café, several parents also highlighted the need
for access to D/HH adults for kids, families, and school staff.
Additionally, 100% of interviewees (n=8) who responded agreed that
there is an unmet neefbr D/HH mentors and role models in our state.

[FadGfes oKAES al F2NXIEAT SR 5kl | “robwed 2 Kbiest NI A
a2RSf tNBANIYE 4Fa NIY1SR niaK 2 0S Nbnbebingdm@stagif.
participants ranked it as their #1 priority for Washington State to these other ways to in
address

[fonline] where they ¢

_ _ necessarily have to leav
Lastly, this study does not set out to recommend a certain Deaf Mentor

programmatic model, but instead recommends gathering feedback by
stakeholders in Washington State in order to determine a model before
implementing a program

home or they can do it a

convesnce."
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ACCESS TTPARENTTO-PARENTUPPORT

Among the interview responses, there was variation of what constituted
parentto-parent support. The following are themes that have been
identified by researchers as prominent current issues regarding access
to parentto-parent support across our state.

BARRIERS

During oneon-one interviews with stakeholders, 15 of 24 interviewees
stated there are not enough pareb-parent support services available,
and noted the following barriers to accessing such supports:

0 Some serices do not adapt their programs to the unique cultural
norms of participants (9)

0 Rural settings challenge service organizations to provide local
events with interpreters, facilitators, and funding (8)

0 Some services are provided in spoken English onlydambt
accommodate multiple communication modalities, languages, or
education levels (6)

0 Support ends as families transition out of their speciti® 0
program (5)

0 School districts (responsible for meeting service needs of
deaf/HH children) distribute fraared information (2)

For the other stakeholders that answered this question during their

interview, they felt there were enough paretw-parent support for

families, but families lacked awareness that they existed and therefore
were not able to benefitrbm them.

CONNECTION WIKBTHERS

organizations. Some interviewees appreciated being able to acce;
supports when ready and hang the option of wekbased services
(email/private messaging).

Six of 24 stakeholder oren-one interviewees acknowledged that there
are some programs supporting some families in select regions of the
state. They noted that most families that are accegsinese services
are more affluent, and may not have scheduling conflicts, travel
expenses, and distance preventing their participation.

GAP ANALYSIS OF SDWPNEEDS 19



SHARINGESTORIES

Also during oneon-one stakeholder interviews participants repeatedly

expressed the importance and benefits of sharing your own story with S @ Sors

others: ..
powertul... It is important t

0 "l am happy to meet other parents with kids like mine, so | know other people’s perspective
that my son is not the only one(Spaniskspeaking father at we can help ourkiosnin
Catfeé) their journeys so they do.

0 "l think they all have so many questions and would love the / y _ 4 _‘
AdzZLL2 NI 2F b LI NByG GKFGQa | KSH ROM Y g gseoqpeci y ¢
AYLRNIFY(d GKAy3Ia GKEG O02YS dzLd A yorEFeep@gan igi/d ¢
Interviewee) /'ve heard... from [some,

0 "Just connecting with other parents and having someone to people that their experie
relate to who has been in the same situation or is going through they felt very discounted 1
the same thing now is really helpful." (Parent interviewee) family [growing up]."

0 "Valuable to have shared stories with other families, and to know _
there are resources” (Spanistpeaking father at Café) Pl izt

NAVIGATION ANBDVOCACY

Every interviewee noted other unmet supports for families with DHH
children. Eighteen of 21 mentioned needing support navigating medical,
legal, educational, and communication infortitan and processes.

One provider explained the need for skilled interpreters as a
prerequisite for families who use sign to be able to navigate through
services.

"I had a few clients on my caseload that were deaf and they

almost always used some form diosyncratic language or somre

other not-ASL or SEE... The only thing that was really successful

in communicating with them... was have a certified deaf

interpreter, because [they have] a different set of skills that are

able to work with deaf people who ¢0Q 0 dza S | & G4 NHzOG dzZNBR &aAx3ay
language."

Another provider explained the support parents need in order to
advocate for wholdanguage (in this case, with family members).

"Frustration ~ with  extended family = members, like
grandma/grandpa, aunt/uncle, and thoseYfah f @ YSYO0 SNB R2y Qi
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get it. They think, "Your kid is fine. He can talk, so he can hea’; we

R2y Qi ySSR (2 SNy aA3ay fly3dz3ISey tI NBydaa
frustration with being able to share this with extended family

members. Holidays are really tough for faesl.. it leaves kids

2dzi 6KSYy TFlFLYAf@& YSYOSNE R2y Qi FOGA@Ste GNB (2

WELEBEING
Families who attended the community café event reported a need for
well-being as they travel through transitions (initial diagnosis, age 3 "We want to grow
elementary to middle to high school to college to pasillege), in community... To do that, v

familial dynamics, decision making, parent confidence, stress ; grive farther and not s

management, etc. our local community... De.

hT MHo &d2NBSe NBalLlRyRSybasdpaeit NI§] B8F Mg/ @ 5 a
support, information and resources for familiestiw Deaf/HH/DB/D+ their very looatmurithey
OKAf RNBYE¢ Fa GKSANI I m LINR 2 NR-iive T 2 MBd2adcessKid njore @ y
percent of respondents who listed this as a priority ranked it as their  that to meet their needs.”

first, second, or third priority (of six). S——

FAMILIE$HAVEOPPORTUNITIH® CONNECATEVENS
'YRSNJ GKS G2LIAO 2F aFFYAftASaAa KI@GAy3d 2L NIdzy Al
2yS FTYy20KSNEZ &GF1SK2ftRSNJ AYiSNWBASsSSa 0O1y26
bonding opportunities exist, with 16 interviewees (8 parents and 8
providers) agreeing that more parent bonding opporties would
benefit families.

hy S Ay S NI Ae ibré conhectiofsil havedas a parent, the
more effective | am getting resources and knowing options. Whether or
not | participate, at least | know about them and can tap into them when
L ySSR (2 d¢

Gonversely, respondents reported an array of barriers that family
members face when attempting to attend family networking events.
These include:

0 Personal Barriers:
0 Lack of awareness
o Families hesitanto meet others initially
o CFrYAfASEA RpaftiCpateOK22aS (2
o Child having significant/timeonsuming healthcare
challenges
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Access Batrriers:
o Travel time/expenses (including parking, traffic, etc.)
0 Scheduling conflict (including work, medical, home life)
o Participation costs (interpretive services, regasion,
etc.)
Systemic Barriers:
o {OK22f RAAUONAROOA R2y QiU LINRPOGARS 2LJJ2NIdzyAd
o0 No local provider resource list

O«

O«

Barriers to Parent-To-Parent Support

Significant Healthcare Challenges

"I used to work with a te
Parents De-prioritize Their Own Needs pafenl‘, and her oldest s
deafl, and although she

Families Hesitant to Meet Others Initially

good support system, st

School Districts Provide Limited Opportunities a/so fesponS/b/Q fOf fa/:SI./

Families Opt Out of Participation son and was Joing enon
she did not have a ar

L f A .
ack of Awareness license. She wanted to ta

language s#asat the Sch

. . . ) . for the Deaf not too far
When asked in onen-one interviews with stakeholders how families

are currently connecting to one another, respondents reported the R S e ey

public transportation ana

following:
know the language and h:
6 Social media (selfrganized and organizatieiacilitated young son and being )
Facebook gups, text, email, and phone messages between herself, she did not want .
acquaintances) told her about it, | went wi
o Deaf socials (dances, group trips, etc.) | was trying to exgetier tc

Family networking events (support groups, FISH, ASL
classes/Storytime, community and churbhsed programs, etc.)

o Schoolbased events

o Within specific edy interventionbased gatherings

o Family camp

o Educational programming / events uncomfortable going by 1
and finding her way t

o«

go and bring a family me
so that other family met
were learning sign, too, b

did not happen and so s/

Although technology is evgiresent in our communications, only 7 out
2F MHo LIS2LX S NIy1SR a4l 008aa (2 HFIYPISHINBLSE 3
LI NBy Gak O NBIAPSNBE ag The B priorityl for O KIRANFCRIE e ”
Washington State to address. However, in interviews, both parents and B e
providers mentioned social media as one of the most common forms of
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parentto-parent engagement. According to interviewees, it is appealing
because parents/caregers can interact with others at their
convenience, tap into their support network at any time of day, and
avoid traffic, travel costs, long travel times, and the stress of
coordinating outside of the home.

"A lot of time what I've done is [reassufiadividuals from &
Facebook group page] that it's more just, "You're not alcne.
Whatever choice you make [is okay]." I've helped a lot of my
friends go through making hard decisions. Many times, there's no
right or wrong answer, it's just being there tstin and opening

up space so someone else can work out their own pros and cons
and what they feel is the right path." (Parent Interviewee)

"l have really enjoyed the Facebook group for academic mothers
of kids with special needs because | can relate personally to the
challenges of having a demanding career while tryingaise
reasonably successful kids in the face of some signif cant
obstacles. And | enjoy the higével discussions around soc al
justice, healthcare equity, and race/ethnicity/culture.” (Parent
Interviewee)

CNRY GKS 2yfAYyS &dzNISacanneat'with@her & | “/ think parents should get.S y
LI NBydak OF NE3IAGSNB 2F 5SI Frhighe&t5 . k ypar kind of pacparent
ranked activity survey respondents would like Washington State to
provide. It is worth noting that for only 13% of respondents, this was the
#1 priority; the majoriy of survey respondents (71%) ranked this as their = /Much. Someipa of D/HH |
2nd, 3rd, and 4th priority. will want to meet families

support works for them a

In addition, stakeholders during orm@-one interviews expressed SELY 15 BT, (B0 S,

wanting more faceo-face events for families that would include: The world of deafness can

. . . fishbowl. For me, it's impc
Regional gatherings for families (17)

Culturefocused supports and services (15) including Deaf
culture, Latinx, and other ethnic backgrounds and who can relate to my v
Support for families with deaf parents and hearing relatives,
families with a deaf child and hearing siblings, families with a
child with multiple disabilitiesand families who have adopted a
Deaf/HH child (1R

o«

connect with people who

(@]

o

necessarily witbngamho ¢

walking exactly the same p:

-Parent Intervie
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Respondents also felt they wanted to connect with others who have
similar values/interests outside the realm of deafness, rather than
shaed experience with deafness (8).

ACCES$O OPPORTUNITIH® PRACTCEXKILLS
OrRGAINKNOWLEDGHEI WORKSHOFSR TRAININGS

In order to grow selefficacy skills, parents of D/DB/HH children need to
have access to learning opportunities to practice skills and gain
knowledge to confidently support their child. M@ parents receive
knowledge while their family is enrolled in early intervention services,
but where do families go once their child is three or older?

During stakeholder onen-one interviews, respondents echoed current
barriers to accessing such infortrea. This first barrier if\ccessibility,
which include not providing child care, high travel expenses/driving
time, participation costs, scheduling conflicts, and language barriers.

Secondly, participants reported that parents experien&ersonal
Challegessuch as individual biases, difficulty with technology, or denial,
which also limit their ability to gain information.

Lastly,Systemidoarriers, such as no local expertise, limited capacity to
fund/organize events, and inconsistency, inaccurate, orcténaed
information on topics, are also barriers to gaining knowledge.

Across each of the previous listed barriers@eltural Sensitivityvhen
providing skills and information to nelBnglish speaking families. One

"I wonder if there is some:
there that can be tbe

expert for the financial s
things at whatever poin
family /s at in the pro
because I'm sure parents
right off the bat how n
everything is going to cost

-Provider Interviev

S, e — {

\ | — S, g—
. . . . D : "—:)' = !
stakeholder noted in their interview thafamilies that do not speak [V" < Ofher students art :El

English are underserved due to the lack of ASL classes either taught
Spanish or with Englidhnguage learning integrated into the
instruction. Furthermore, ten of 21 interviewees pointed to inadequate
accommodations for laguage/cultural barriers as a reason for low
parent participation.
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G! 00Saa G2 ¢2NjJakKz2lLla |yR GNIXAyAy3as +a gStf
LIN OGAOS ySg &1 Af foa@ actigities forNdeystat€ Rf | o 2 dzi
Washington to prioritize by survey respondents. When asked what

information families would benefit from learning more about, respondents

provided a long list of desireshe most popular learning topics include:

o«

Technologycochlear implants, FM systems, hearing aids,
responsibility and safety of social media, etc.)

Education (IEPs, 504 Plans, educational supports and systems, etc.)
Communication (ASL, Spoken language, language acquisition, child
centered language classescg

Systems (educational, healthcare, legal/financial processes, etc.)
Transitions (Part A to Part B to Part C, graduation, career, etc.)
Emotional development for their children

Community Resources (organizations, playgroups, ASL classes,
interpreters, dc.)

Spanning over all learning topics, families want to know how other families
successfully communicate and live etayday.

o«

o«

O« O¢ O«

o«

Healthy Use of Social Media . "By the f/me [hey'fe C/O.‘
Popular Learning 4 _
oA Sheterms T . transition, they're learning

yste
_ Cochlear Implants O p I CS to advocate for themselv
_ Emotional deveopment for their children the/'f Ch/yd Wlfh aUd/O/O!_
— . theh doctar and atfe pr
Transitions
I - = and the school distict
Kid centered sign language classes W/‘]en some Of [hem Sl
D spoken tanguage realize that they've eibn

from other parents and

General Information about Language acquistition

could take on that
potentiall.”

How families communicate and live day to day. Success stories

o : . s . s -Provider Interviev

Furthermore, parents mentioned thepreference for delivery of information

that would help to increase participation and accessibility. Interviewees
reported wanting balanced information that is rooted in research and
promoted by experts (including both professionals and those with lived
experience) (11). Equally so, addressing the aforementioned barriers would
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assist in providing more inclusion programming to family members across the
state.

Other interviewees mentioned the desire for a media library for @emand

videos, interactive traimgs, and web conferences. By developing a library of

learning resources, trainings can be done in more places using fewer human

NBaz2dz2NOSa FyR Ay O2YyaARSNIGAZ2Y 2F FlLYATfASaAaQ a

O«
N

According to stakeholder oren-one interviews the preference of teaching
methods (Information, nofiormal, or formal) greatly depended on the
subject matter and group size, with most participants preferring a mix of all
three teaching methods.

American Sign Language (ASL) Instruction came up consistently throughout

the study & a request by respondents in all three data collection sources.

Some participants suggested ASL classes that have rolling admission and are

low/no-cost, ELIF NA Sy Rt 83 GFAf 2NBR (26thklsR OKAf RNByQa f ;
(17). One interviewee emphasized thepartance of a cohesive, foundatien

building curriculum for ASL classes, noting that her daughter struggled

through a class that had no prepared sequence of lessons. Lastly, other

interviewees mentioned the need for ASL classes to teach practical,-every

day, childfriendly vocabulary.

ADVOCACE LEADERSHIRRAININGOPPORTUNITIES

Until ten years ago when a Hands & Voices chapter was established in
Washington State, there were very few opportunities for parents of DHMB/ "With more parent leaders
children to become change agents outside of their role of sharing their story. families would benefit, an
Change agent is a term used to describe anyone who helps to transform e xids would benefit an.
systemic change and is an equal partner. Thus, broaching the subject with
parents and providers on theopic of parent leadership was challenging for
participants to envision and respond. Eventually, 14 of 21 interviewees noted
the potential for leadership training to cultivate and mentor other parent
leaders who are active in creating positive change inrtbemmunities and

across Washington State. needs families are that ol
providers might not."

would grow up to be .
successful and more
adjusted. Parents could t

different perspective to w;

In addition, 13 of 21 interviewees noted that advocacy training could build
family participation in policy changes at the local, state, and national levels.
One parent in particular highlighted this point: "@igithem [families] the

toolkit to go back out to their communities to provide that advocacy. As nice

-Provider Interviev
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as it is to get together at a state level and have everyone gather, at the end
2F GKS RIFIed S@SNR2ySQa 3I2Ay3 (G2 32 ol 01 Gz
you see the impactin the local school districts and the families."

[@N
A
w
>

A couple interviewees also noted that advocacy training/leadership
opportunities for parents of D/DB/HH children could help promote family
choice in assistive technologies and intervens.

bLY NB3IFNR&a (G2 DdzARS . @& [ 2dz2NJ { ARSI LQY KI LJLR
LISNE2Y 2y (GKS GSIFY y26 yR LQY K2LAY3IkSELISOGA
have diversity and have different people who sign/see or sign. ASL

and not like one perspective is better tharthers, just to allow

people to choose the best way for their family." (Parent Interviewe e)

Furthermore, several others mentioned the need to advocate for greater
collaboration between providers in the education, healthcare, and legal
systems, and made thease specifically for parents of D/DB/HH children and
D/HH adults to be included on councils, committees, and other leadership
teams because their lived experience offers a critical perspective on shared
issues.

Once participants could envision how pateleadership could improve
outcomes for future families and the systems of care that serve tharther
comments were provided around barriers families encounter impeding their
leadership opportunities. For instance, providers mentioned that parents
assune that the commitment to leadership and advocacy opportunities will
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O2yadzyS GUAYS yR SySNH& (GKS& ySSR G2 RANBOU G2
life.

¢Sy 2F wMH LI NBYyild AZdzRDA %o HRa0 Ky 20 SR NINAAENNO | Y R
concern related to leadership roleSimilarly, the barriers mentioned for

parents accessing events and workshops were also mentioned as barriers to

leadership opportunities (i.e. travel distance, time, and participation costs,

child care and scheduling conflicts, among others).

QULTURALIUYLINGUISTICALERELEVANTRAINING

Most importantly, there were several comments by stakeholders during their
one-on-one interviews that they wished for more culturally diverse teams of
parent leadership in Washington stat&nd that trainings for parenehders

be provided by a diverse representation of trainers, so that families can see
themselves as leaders one day, too. The following excerpts reflect
interviewees' perspective on equity in leadership opportunities.

"You want to get deaf leaders involvedeaf parents, Spanish
speaking leaders involved, so how do you overcome the lang.age
barrier as well to 1) reach out to tell them opportunities are availe ble
and 2) convince them to take that opportunity.” (Parent Interviewe e)

G2 KSY | FrYAfte@ A& Ay (GKFG R2YAYFyYy(d Odz GdzZNB LI
are getting more than families that are in poverty, families that are

learning English, families who come from different cultural

backgrounds... We have a core that has traditionallyrbdesigned..

around the dominant culture because that is where most of the

LINE A RSNE NBE O2YAy3a FTNRYDPE Ot NPOARSNI LY (GdSNIDA

{ dzZNISeé NBALRYRSYyGa Nry{1SR a! 00Saa (G2 AYONBI aAy:
a8aGSya 2F OF NB TF2NJ T Ithoktbf’6SrioritiesTor 5 k 5 1K 1ey nesmingss \
the State of Washington to address. on not only how to advoc
their child and what the)

able to do, but how to tea

Moreover, investigators of this study found that a certain amount of parental
seltefficacy was needed to remain engaged throughout the parent
involvement and leadership continuum. children how to advocai

- themselves."
a{ 2 YS iesfviodi think if you offered this to them, they wotld

ales 4asdzr I fS8SFRSNK b2x L R2y Qi KI @8 PRwer[erey;
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when you tell someone that they do, you see a moment of
inspiration. Even just someone telling someone that, that little push

in GKS NAIKG RANBOGA2YST GKS  &dzLJLI2 NI
Interviewee)

Providing specific skill sets to parents was also mentioned by respondents
and identified the following training topics as tools to improve the lives of
children who are Deaf/Hardf-Hearing:

6 SkillBuilding (Advocacy, sedidvocacy, sharing your story, etc.)

0 KnowledgeBuilding (US Education system/culture, medical
information, childcentered D/DB/HH issues, etc.)

0 PartnershipBuilding (Networking, Providd?arent Partnerships,

comprehersive provider crossraining): One provider explained that

"we all want the best for the child but we have different pieces of the

puzzle. We need each other to put together a whole piece."

Interpersonal Communication SKalilding

O«

Gazad LI Niytiode hedsd-andfinrdeadership, people need
to be able to listen." (Provider Interviewee)
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DISCUSSION

"To get to this place wher

going to be develog

LIMITATIONS leadership skills, you hé

. L ) ) ) have a foundation of lan
This research approach met several limitations during implementation.

While team members conducting interviews on behalf of Washington
State Hands & Voices were instructed to lead each interview in a standard
format, some variations occurred. Incidentally, certain questions were
asked intermittently, limiting the quantity of data collected specifically = hat happen for your kid. I
around mentorship and parent supposervices. Researchers agree this is the hierarchy of needs bei
a result of a flaw in designing the questions. Additionally, interviewers  Once you feel good with t
who had different understandings of topics offered different clarifications feel you pretty much hav
for questions related to parent leadership and advocacy trainingsimga
these data less valid than desired. Because of a limited number of
interviewers, some respondents knew the interviewers, which may have
influenced participants' responses of particular parsoHparent support
programs. Additionally, although certifle interpreters were made
available for every interview, a couple interviewees distrusted what they

skills and youerstahding ¢
your kid's need for acces

and a genuine desire to

down you can always e
languagleut fuess it needs
be training. | feel I'm just ¢
the training now... with reg
the IEP and the law. How

were expressing on their behalf. In the future, having one tiiadty know how to advocate ur
person knowledgeable in the state system of care for D/DB/HH families /eamn the law? Hearin,
conducting allnterviews would increase the validity of data collected. parent's story about how

figured it out, they stayed
EMERGENTHEMES week and dfe researcl

. : . . . learned the laws, how the
During oneon-one stakeholder interviews the team of interviewers [

identified an issue not defined under any of the five original focus topics.
CNBY LINEPQJARSNI NBadiesNVa ST O N\ GUSIANBYR 2P EnYiseNdEnwS P

and struggled... is helpful.

During discussion on these five original topics, providers explained their
role of connecting families with resources and other families, who were
not parents specifically trained to support other parents. In all of the

interviews, providers reported connecting families to resources that were
directly associated with their own particular early intervention programs

that families were enrolled in.

6 "You know, we have our group. There is a facilitator that leads a
goup; 2 YSGAYSa AdQa || LINBaASYydGlradAz2y 2N RA&Odza &A
just families having a chance to connect.” (Provider Interviewee)

GAP ANALYSIS OF S0WPPNEEDS 30



6 "Once a month, our program has a parent support group that we
offer. That has deaf licensed mental health therapists in
attendanS > a2 OGKFG KIFLIWSya 2w0S | Y2y (iKod LGQA Yz
(Provider Interviewee)

> h2S ASNIS (KNBS O2dzyiASaxbh 6t NPOARSNI LyidSNDA

6 "l just set up one of my families with another family ... | gave her
the number of another parent she could talk with..." (P
Interviewee)

Similarly, state agency providers reported an identical phenomenon:
families who were directly associated with these agencies received
specific information and resources based on what resource information
they had on hand to give out toralies.

"We have an opportunity to link families to the appropricte

services, however you want to define that, including deaf mentor

ASNIAOSas odzi GKIGO a2NIL 2F NBftASa 2y dza (y26A
we can get information to providers and have prov&l@ass tha

information onto families." (Agency Provider Interviewee)

A question arose among researchers about what effects this fractured

method of providing information has on families and our system as a

whole. Does this limited way of connecting familiessult in parents

receiving an uneven amount of information? families are offered only

specific information related to certain programs or agencies they are “We have many way:
connected with, how can the system of care improve, and more cojaporation in thisostatée
importantly, how do families outsel of these connections gather we are required to or ne

. : . . o
information and support to improve child outcomes? collaborate withd certainl)

While the pathway to services for families of D/DB/HH children (ages birth Parents  and  pégent
to three) in our state is being improved upon as resources increase and organizations are a big on
partnerships improve, thereare still missed opportunities to connect there is more we can
families with unbiased support and information, for example, when a collaborateid you've given
family receives the news their child is deaf or hard of hearing. This current spme good fwd thought
practice reveals that the system in Washington is-fsfling; exalding
those who are not connected with any agency. In other words,
maintaining the status quo. One provider shared that while the Guide By _Provider Interviev
Your Side program of Washington State Hands & Voices was known as the

about how we might do the
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formalized parent support organization in Wasgiion State serving
families of D/DB/HH children ages birth to 21, it is still untapped by many
professionals serving families.

BCNRBY 2dzNJ LISNERLISOUAGBSE 6SQ@S aSSy Y2NB GKS i
audiologists and other professionals to refer to Guide Y&yur

{ARST a2 Ad0Qa KIFEINR G2 (1y2¢ o6KIG OF LI OAle Aa
FNBYy Qi 060SAYy3a YIFIRSPh 0t NPOARSNI AYGSNIBASHESSO

As a state and system of care, do we need to be asking more questions
about how parents receive resources and information? Should we not
comect and partner more with one another in order to close gaps for
families? Could there be an untapped potential in the state that works to
tie resources together for families?

"Could there be other organizations that do parent to par:2nt
support, yes! ..We do have Guide By Your Side [Hands & Voices]."
(Agency Provider Interviewee)

Unlike specific agencies that only fill certain roles, Washington State
Hands & Voices has the ability to bring support, information, events and
leadership opportunities to aflamilies of different backgrounds, cultures
and languages throughout the state.

"You brought up so many good points. It helps me remember we
have many ways of collaboration in this state)S 2 LJX S 6 S QNB
required to or need to collaborate withand certainy parents and

parent organizations are a big one." (Agency Provider Interviev'ee)
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APPENDIX

CONSENTO RESEARCPARTICIPATION

Thank you for your voluntary participation in this study!

| am (hame), a teamember on theWashington State Chapter Hands & Voices Guide By Your Side project being conducted
F2NJ GKS 21 akKAy3adzy {GF S 5-BdshendtionSDagnossand Infeiventioikpiograndtd NI & | S
provide information that will identify the needs for families with Deaf, Hard of Hearing and Deaf/Blind children. Our goal is

to inform the systems of care currently serving families of D/HH/DB childrenthamagh this process also engage families.

To collect data for this gap analysis, our team is conducting interviews with qualitative questions. You and a group of
predetermined other stakeholders will be interviewed via zoom video. | will collect thétsesibe analyzed, which | and
other team members will use for this gap analysis.

Your participation is completely anonymous. All parts of the research become personal property of the researchers (our
team). Once all interviews have been conducted ararésults compiled for analysis, any audible and written recordings

will be destroyed in a manner that makes the research unidentifiable, unreadable, and unable to be played on a device. No
part of this research will be sold or used in any other way othan what is prescribed herein. Should you have any

guestions regarding this consent form or incur any reseaetited damages because of your participation in this study,

please contact mgelf or a member of our team immediately.

Your participation istdctly voluntary. You are in no way obligated to answer any question to which you may be opposed.
You may withdraw from the interview at any time; there will be no penalty or loss of benefit to which you, the subject, may

be otherwise entitled.

No minor dildren are included in this research. By giving your verbal consent, you are stating that you are at least 18 years
of age and have sole authority over your consent. Without executed verbal/visual consent, participation is not allowed.

Do you give consend participate in this interview study?
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APPENDIX

INTERVIEVQUESTIONS

1. (Provider and Family) Do you or an organization that you know of match families with an adult
deaf and hard of hearing mentor or role model?
2. (Family) Has your family been connecteith Deaf and hard of hearing mentors/role models?
If no, skip to question 3.
a. How did you get connected?
b. Why or why would you not recommend this program to another family?
c. Why or why is there not an unmet need for more mentor/role models for families?
3. (Provider and Family) In your experience, are there enough family support services available for
families? Why or why not?
4. (Family) How have you connected with Parent Support Organizations? Which organizations
have you connected with? Was this connectionpigll to you, why or why not?
5. (Provider) What other services are needed for families and is currently not being offered or is
not easily accessible?
6. (Provider and Family) Do you think families with DHH children have enough opportunities to
connect with othe DHH familiesaVhy or why not?
7. (Provider and Family) How are families most commonly engaging with each other?
8. (Provider and Family) What would be the ideal setting for you [families you work with] to meet
other families?
9. (Provider and Family) What topidse practitioners and/or family members want more
information about?
10. (Provider and Family) What barriers are there to accessing this information?
11. (Provider and Family) Please rank the following instructional delivery methods from the most
preferred to theleast:
a. nonformal handson learning
b. informal small groups
c. more formal lecturestyle
12. (Providers and Families) Generally speaking, how do you see training supporting other DHH
families in our state?
13. (Families) How would you like to use any trainopgportunities?
14. (Providers and Families) What are the barriers for you to attend/offer a training opportunity?
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APPENDIX

SURVERESULTIRIORITIHRORWASHINGTOSTATE

WA Hands & Voices Family Needs Survey SurveyMonkey

Q23 On a scale from 1 (highest importance) to 6 (least importance)
please rank each activity you would like our state to provide.

Answered: 130  Skipped: 7

A formalized
Deaf...
Access to
non-biased...
Access to
family event...
Access to
connect via...
Access to
workshops an...
Access to
increasing...
o 1 2 3 4 5 6 U f 8 9 10
1 2 3 4 5 6 TOTAL SCORE
A formalized Deaf Mentors/Trained Deaf/HH Adult 23.76% 13.86% 13.86% 15.84% 1584% 16.83%
Role Model Program 24 14 14 16 16 17 101 3.63
Access to non-biased Parent Support, information 37.00% 12.00% 16.00% 14.00% 14.00% 7.00%
and resources for families with Deaf/HH/DB/D+ 37 12 16 14 14 7 100 4.23
children.
Access to family events to connect with other 13.33% 29.52% 23.81% 17.14% 10.48% 5.71%
parents/caregivers of Deaf/HH/DB/D+ children. 14 31 25 18 " 6 105 4.01
Access to connect via social media with other 6.60% 11.32% 18.87% 18.87% 14.15% 30.19%
parents/caregivers of Deaf/HH/DB/D+ children. T 12 20 20 15 32 106 2.87
Access to workshops and training, as well as 18.02% 21.62% 18.02% 21.62% 15.32% 5.41%
having opportunities to practice new skills (i.e. 20 24 20 24 17 6 "1 3.89
communication modalities and advocacy).
Access to increasing leadership skills to improve 13.01% 13.82% 15.45% 8.94% 2520% 23.58%
systems of care for families of Deaf/HH/DB/D+ 16 17 19 1" 31 29 123 3.10
children.
42 /42
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APPENDIX

COMMUNITYCAFEEVENTHLIER

Entendemos que quiere lo mejor
para su hijo(a) sordo(a) o hijo(a) con
dificultad de oir. (D/HH)¢Qué mas le

Esta invitado(a) a un evento
especial para el inicio de

puede hacer su comunidad a usted? reuniones de este afio
NECESITAMOS SU AYUDA L
¢Cémo pueden las comunidades que lunes, 9 de octubre
le sirven a usted y a su hijo(a) (D/HH) 5:30-8:00 p.m.
aumentar su capacidad de 112 South Elliot St.
empoderar e inspirar? Wenatchee, WA
)
Para los padres y cuidadores de nifios 1
[ delacenay
y adolescentes (D/HH) en
otros padres alrededor de la zona
Wenatcheey los ados alrededor que comparten una visién similar
Sitiene un para el 1ero de octubre, favor d
Justin Carvitto - carvitto, justin@wenatcheeschools.org (509) 470-4945 (por voz o texto)
Christine Griffin - gbys@wahandsandvoices.org (425)268-7087 (por voz o texto)
*Cena é Patrocinado por:
*Cuidado de nifios alli % WA Hands & Voices
*Regalos de agradecimiento @ HAR DS Wenatchee Public Schools
*Intérpretes disponibles VOICES

APPENDIX

*Dinner

*Onsite childcare
*Thank You Gifts & @
*Interpreters available

We know you want what’s
You're invited to a special event
best for your Deaf or Hard of mm"mkoﬁm, w“,-,we
Hearing child, what more can Parent Advocacy Meetings
your community do for you?
Monday, October 9
WE NEED YOUR HELP 5:30-8:00 p.m.
How can communities serving you 112 South Elliot
and your D/HH child increase its Wenatchee, WA
capacity to empower and inspire?
Enjoy dinner and meet other
For parents and caregivers of D/HH
chidren and youth n wenatchee P18 Lo ST TR Bon
and neighboring counties
For or to request by Oct 1, please contact:
Justin Carvitto - n org (S09) (voice o text)

Sponsored by:

WA Hands & Voices

HANDS& Wenatchee Public Schools
VOICES




APPENDIX

COMMUNITYCAFEEVENTDESIGN

Hands and Voices Community Café
112 South Elliot, Wenatchee, WA
September 9, 2017, 5:38.00 PM

Hosted By: Christine Griffin, Robin Higa, Justin Carvito and Wenatchee School District

Robin bring: Tables, easel, flip chart, café kit, toys, books, &dangish bilingual, bell for transitions,
little toys for tables, table cloths (Toys for childcare?)

Christine: Nametags, sign in sheets future contact, photo releases, gift cards, legos, books, basket of

pumpkins, flowers, gently used books for childrbeand sanitizer and paper napkins x2

Learning Objectives for Café:
0 What more could your immediate and greater community do/be to better support you?
0 How could the greater system facilitate partnerships with family members?
Time Activity Lead Notes/Context/ Comments
Set Up All Everett park and ride train station
Small tables which seat a maximum of 4 1:00.
people, stack of chairs on the side in ca Robin will bring café kit which
we need a B seat for an interpreter, food includes: large tipped markers,
4:00P table, child care space table cloths, toys for table
M
Sign in sheet and photo release forms Perhaps 1 Spanish speaking figm
_ . oo
Supplies on each tablmametags, interpreter, Communication
flowers in little vases, cups or jars (or
other elements of beauty/nature.)
Welcome, orient to the space, invite to | All Food ready, Child care person
5:05p eat dinner together as a family present to greet families and
M | 5:50PM Transition kids to child care spa introduce themselves. Christine
and XX welcome each person as
they arrive

APPENDIX
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Time | Activity Lead Notes/Context/ Comments
Café Conversation Christine-set | Dyad Conversation: Christine
Intro: Name and something you just context chart, Robin debrief,
love about your child, or a child you | Christine
care about Communlcatlo Context for Q1: Share a
6:10 1:1 Share a story of when your n Etiquettetalk personal story of a positive
child was going through a challenging ?bOUt the community experience and wh)
time and your leadership helped get |nterPr§ter _ it was positive
6:00P | Your child through it. Focus dhe (Christine _W'"
M strengths and resources you used to ¢ connect with ., L
through that challenging time. (If you .the I NBSsaay 5S0S
R2y Qi KIF @S | OKA ¢ | Nerpreters) | a community.
your childhood.) Robin
6:15 Qt If you had a magic wand, Overview of | o art comments, dream, notice
what changes would you make in you Prqcess a.nd value satements, specific
immediate community and/greater |nylte to sit strategies or ideas
community? Wl would these changes ‘_’,_V'th ‘Etf}ers .
be helpful? Nugget on a Peit uksSe Rz
know
6:35 Harvest
7:00 Q2What might be your role in Context for Q2: This is an idea
the changes you imagine? What is the 2T UGKA& 3INER dzLIG
O2YYdzyAleQa NRf SK community could be. With that
7:25 Graffiti walk. Large Group AY YAYRX
7:00P Harvest
M Harves
Thread harvest family member role an
O2YYdzyAdeé NRfS>Z
experience compare to a typical
YSSUAYy3 &2dz FGdGSy
Reflections of the eveningChristine Christine End in BeautyVhat is a gift you
_ Next steps, Gratitude, End in Beauty gavg to the grou.p and a gift yo
T90P 1 o ctine received from this group?
M . :
Wild Geese by Mary Oliver
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COMMUNITYCAFEGRAPHIERECORDING

APPENDIX



