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Preface

There is a significant Deaf Culture in the United States,
one that is often invisible and misunderstood but that nevertheless is

as vibrant and substantial as that of any other minority group.

This report on meeting the menta hedlth needs of persons who are deef isthe latest publication in the
Nationa Technicd Assgtance Center for State Mental Hedth Planning's (NTAC's) Cultural
Diversity Series, which explores the menta hedth needs of anincreasingly diverse naion. Thisreport
makes it clear that policymakers, planners, providers, and practitioners must work closaly with
members of the Deaf Community to fashion programs and Strategies that meet their needs and that
demondirate a responsiveness to the issues of the Deaf Culture. (Following the convention suggested
by Padden and Humphries (1988), | use the lower-case term “deaf” when referring to noncultura
matters, such asthe audiologica condition of deafness, and the uppercase “Deaf” when referring to
culturd matters, such as“Deaf Culture’” and “Deaf Community.”)

Until relatively recently, people who are deaf withmentd illnesshave beenaslent minority, despitethe
fact that they experience menta disordersat the same, or insome cases agreater, rate thanthe generd
public. It is thus important for public mental hedth systems to recognize fully the presence and needs
of consumers who are deaf and to provide services and supports that meet their needs.

Each report in NTAC's Cultural Diversity Series provides a synopss of a particular population’s
menta hedlth needs, relevant culturd characteristics and traditions, perceptions about mentd illness
and preferencesfor servicesand supports. Eachreport also describes severad mental hedlth programs
that have successfully tallored their services to the needs of consumersinthis population and provides
a comprehendve resource section with recommended readings and organizationa resources.
Ultimately, the god of the Cultural Diversity Seriesisto assst state menta hedlth agenciesin moving
toward public mentd hedth service ddivery sysems that are appropriate and accessible to dl
consumers.

Other reports in NTAC's Cultural Diversity Series address the mental hedth needs of African
Americans (1999); Americanindians and Native Alaskans (to bepublishedin2002); Asanand Pacific
Idander Americans (2002); Latinos (2001); and persons who are gay, lesbian, bisexud, or
transgendered (1999).
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Introduction to the Cultural Diversity Series

The fundamental precepts of cultural competence include respecting and valuing differences
among consumers, assuming responsibility to address these differences, and assessing the

mental health system’s success in addressing cultural differences.

As the 21% century gets under way, state menta hedth agencies face the growing challenge of
accommodating anincreasingly diverse and evolving condituency. The call to provide appropriate and
accessible menta heslth services to dl consumers—regardless of color, ethnicity, nationd origin,
language, race, rdigion, age, disability, gender, sexud orientation, or socioeconomic
ganding—chdlenges state menta hedth agencies to develop effective, culturdly competent, and
linguistically appropriateservices and treatment methods. AstheU.S. population changesdramaticaly,
so does the public menta health system consumer base. Immigration is now the nation’s mgor source
of populationgrowth. Morethan1 in4 Americans (27 percent) are non-Whiteand/or Latino. TheU.S.
Bureau of the Census (May 1996) projects that by the year 2050, nearly 1 in 2 Americans (47
percent) will be non-White and/or Latino. Menta hedth staff may be unprepared for differences in
language and worldview, and even less prepared, for example, to support a gay, inpatient consumer
facing prejudice fromother s&ff or resdentsor to provide crigsinterventionto aconsumer who is deaf
or has another disability. However, locd and/or federa statutes may require appropriate service
provision to these persons.

TheCultural Diversity Series attemptsto provide basicinformationand guiddinesregardingthe needs
of avariety of ethnic and nonethnic minorities. Each of these technica assistance reports provides a
synopss of the particular population’s mentd hedlth needs, rdevant culturd characteristics and
traditions, perceptions about menta illness, and preferencesfor services and supports. Eachreport aso
describes several mentd hed thprogramsthat have successfully tailored their servicesto meet the needs
of diverse consumersand contains acomprehensve resource sectionwithrecommended readings and
organizationa resources.

The god of the Cultural Diversity Seriesisto asss sate menta hedth agencies in moving toward
menta heath service ddlivery sysems that are appropriate and accessible to dl consumers. Thisreport
exploresways to devel op culturaly competent, public mentd hedth systems and services for persons
who are desf. A future report will focus on meeting the mental hedth needs of American Indians and
Native Alaskans. The following reports in this series are available from the Nationd Technicad
Assstance Center for State Mental Health Planning (NTAC): Creating Culturally Competent
Systems of Care for Latinos: Perspectives from an Expert Panel; Meeting the Mental Health
Needs of African Americans, Meeting the Mental Health Needs of Gay, Lesbian, Bisexual, and
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Transgender Persons; and Meeting the Mental Health Needs of Asian and Pacific Islander
Americans.

Disturbing Service Utilization Trends

Despite ther growing numbers, members of ehnic and racia groups are often underserved or
ingppropriately served by the public menta hedthsystem. Researchsuggeststhat various ethnic groups
underutilize menta hedth services, either by dropping out of services or by entering services at much
later stagesin their illness, thereby cresting a need for more cosily services (Lefley, 1990; Munoz &
Endo, 1982). For example, studies have found that dthough African Americans, Native Americans,
and Latinos/Hispanics in most states underutilize community-based services, they are sgnificantly
overrepresented in gate inpatient facilities (Aponte, 1994).

| nanticipationof increased futureservicedemandsby growing ethnic minority populations, state menta
hedlth agencies are increasingly examining their accessibility to both ethnic and nonethnic minorities.
State menta hedth agencies may be able to reduce the use of cogtly inpaient services by engaging
ethnic minorities during earlier stages of their mentd illnesses. More important, by providing culturaly
competent, community-based services to dl minorities, mental hedth decisonmakers can minimize
human disiress.

Cross-Cultural Mental Health Services
and Barriersto Service Delivery

Cross, Bazron, Dennis, and |saacs (1989) view culture as encompassng “the integrated pattern of
human behavior that includes thoughts, communications, actions, customs, beliefs, vadues, and
indtitutions of aracid, ethnic, rdigious or socia group.” Cross-cultura mentd hedlth service ddivery
occurswhenever two or more of the participants are culturdly different. Thus, Atkinson, Morten, and
Sue (1998) point out that cross-cultura service ddivery occurs, for example, in “a counsding dyad
conggting of alow-acculturated Mexican American client and a high-acculturated Mexican American
counsglor.” Smilarly, amarried, heterosexua service provider brings avadly different world view and
et of experiences to the counsdling relaionship than asingle dient who is lesbian. Policymakers and
service providers are coming to understand that cultural diversity must be broadly defined to
accommodate wide variations among consumers.

Culturd differences exis on many leves including help-seeking behaviors, language and
communicaiongtyles, symptom patternsand expressions, nontraditiond healing practices, andtherole
and desirability of medica intervention (Comas-Diaz & Griffith, 1988; Gaw, 1993). Membersof ethnic
and nonethnic minorities may be underserved by the public menta hedlth system for varied and
complex reasons. Some commonly cited factors include the following:
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the stigma of menta illness and the varying ways that membersof different ethnic minority groups
may define menta hedth and mentd illness,

lack of culturaly appropriate servicesto accommodate the needs and bdliefs of diverseconsumers,
consumer fears of experiencing discrimination in the trestment setting;

mental health providers lack of awarenessor knowledge regarding culturdly appropriate policies
and practices,

languege barriersincreased by the growing numbers of bothconsumersand providerswhosendive
language is not Engllish;

communication barriers based on differences in verba and nonverba styles that may leed some
minority consumers to fed they have given very clear messages to providers who have not
understood the communication;

lack of familiarity with Western or mainstream menta hedth services,

fear of exposure or discomfort about disclosing sexud orientation or gender identity concernsto
sarvice providers, and

systemic barriers, such as funding sources that place drict limits on reimbursable services.

Cultural Competence

Deveoping culturd competence within amenta healthsystemis a dynamic and evolutionary process.
The fundamenta precepts of cultura competence include respecting and vauing differences among
consumers, assuming responghbility to address these differences, and assessing the mental hedlth
system’s success in addressing culturd differences. A culturdly competent approach to services
requires that agencies examine and potentidly transform each component of mental hedlth services,
including assessment, treatment, and evauation (Miller, Peck, Shuman, & Yrn-Caenti, 1995). The
authors identify Six stages of developing cultural competence:

Stage 1: Sees other cultures asinferior: seeks to destroy other cultures.

Stage 2: Cultura incapacity: adopts paternalistic posture toward so-caled
inferior people.

Stage 3: Culturd incapacity: seeks to assamilate differences, ignore strengths.
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Stage 4 Cultura precompetence: redizes weaknesses and makes
commitment to improve.

Stage 5: Culturdly competent: respectful, accepting, self-monitoring.
Stage 6: Takes advocacy and educational role.

Devedoping respect for differences and cultivatingsuccessful approachesto diversity requiresincreased
awareness—of one’ ssHf; of unstated, indtitutiond, cultural norms; and of thehigtory, culture, and needs
of diverse consumers. To increase culturd competence, menta hedlth service providers need to
develop an awareness of thar own racid and culturd heritage; to understand how that heritage
influences their understanding and biases about normality/abnormality and the process of mentd hedlth
service ddivery; and to understand the significant impact of differences bothinlanguage and in verba
and nonverbal stylesonthe process of communication (Atkinsonet d., 1998). Menta hedth systems
typically operate on unstated Western principles—such as, for example, the primacy of the individua
over the group, a focus on competition and achievement, separation of the mind and body, and
devauation of dtered states of consciousness—which may be at odds withthe underlying values and
bdiefs of some ethnic and racid populations. Without awareness of this dynamic, mentd hedth
providers may impose this Western framework on minority consumers.

The populations that are the subject of thesereportshave dl experienced and/or are experiencing some
form of socia inequity that is directly rdevant to thar status as underserved groups. Exploring and
sometimes chalenging the assumptions and biases hed by stakeholders and the wider community is
acrucid step toward achieving aculturdly competent system. These attitudes have a direct impact on
the functioning of minorities, their mental healthneeds, and thar willingness to seek services. Smilarly,
cultura assumptions affect the menta health system, its practitioners, and itsabilityto engage minorities.

Some mentd hedlth systems and providers seeking to increase culturd awareness may inadvertently
rely on overgenerdizations that ignore subgroup and individud variaion, thus belying the basic vaue
of culturd competence. To be truly culturaly competent, mental health systems must be aware of
gonificant differences in lifetyle and worldview among diverse populations, while vauing and
responding to the digtinct needs of each client. Rather than rdying on stereotypes about groups,
adminigrators, and practitioners need to be aware of their own cultural assumptions and to ask
consumers how they understand their problems and what they need.

Thesereports are designed to hdp key decis onmakerswrestle withthe chalengesfacingpublic mental
hedth sysems, while effectively addressing the need for individudized, culturally competent services
for ethnic and nonethnic minorities.

A closer look at: Refugees
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People seeking refuge inthe United States come fromadl ethnic and racial backgrounds, and they often
have great difficulty obtaining traditiona menta hedth services. These individuds have often
experienced severe stress, resulting fromcontinuous threet to life or freedom, traumatic flight, death of
family members or friends, torture and imprisonment, living in concentretion or refugee camps,
uncertainty and lack of control over relocation, and inability to return to their homeland (Garcia-
Pdtoniemi, 1991). Ther mental healthmay be jeopardized by multiple |osses (of country, family, status)
and other mgor disruptions (e.g., unemployment) that often accompany resettlement inanew country.
A proportional number can be expected to besexua minorities, deaf, or disabled, and the meaningand
impact of these attributes will vary widdy by culture.

Unfortunately, definitive prevalence rates of mentd illness among refugeesare eusive. The few studies
avalable reved that depression, anxiety, and posttraumatic stress disorder are reported at
disproportionately higher rates in refugee populations. In addition, a small percentage of refugees
experience schizophrenia or brief reactive psychoses marked by delusiond content strongly related to
culture that may require prolonged, intensve intervention (Garcia-Pdtoniemi, 1991). Typicdly, Sae
mental health agencies have contact with refugees during times of crises through crisis counsdling
services or inpatient treatment. Successful strategies to engage refugees prior to the eruption of crises
indude the fallowing:

networking with and through the refugee community;

conducting home vists;

linking with physicd hedth services,

using bicultural professond and paraprofessond saff; and,

making outreach efforts that focus on helping refugees meet basic needs,
such as housing and income.

* & & o o

Such services are accepted more easily when linked with resettlement agencies (e.g., religious-based
organizations, privateorgani zations, stateagencies, or ethnic organizations that ass st individud refugees
upon ariva), and mutua assistance associations in which former refugees and immigrants help ther
own people. The Center for Mental Health Services' Office of Refugee Mentd Hedlth serves as a
bridge between the mental health and refugeecommunities, providing consultationand training to states
and refugee organizations.

A closer look at: Non-English-Speaking Consumers

The chdlenge of developing culturdly competent menta health services is complicated by the vast
number of languages that are spoken in the United States. Mental health providers may have difficulty
reeching, communicating with, and treating non-English-speaking and/or deaf consumers, who exist
within dl communities
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Idedlly, bilingua mental health professional s will be available to engage and provide treetment to people
whose primary language is other than English. However, the need for academicaly trained, multilingud,
and multiculturad menta heslth professionds far exceeds the number now available. While increasing
the numbers of these professionasis essentid, other modds of services are dso in use, including the
following:

Bilingual Paraprofessionals. While they may not have formd dinicd training, bilingud
workersserve many va uable functions, indudingtrand ator, paraprofessiona counsd or, culture
broker, outreach worker, community educator, community advocate, and trainer of service
providers about the refugee’ s culture (Egli, 1987). Ultimately, the god may be to encourage
bilingual workersto obtain further academic training in menta hedth to increase the supply of
bilingud and biculturd psychiatrists, psychologists, socid workers, and other mentd hedlth
professionds. It should be noted that personswho can communicate in both American Sign
Language and a spoken language are considered bilingud.

I nter preters. Using interpreters for assessments and trestment is aless desirable route, but
one that many systems rely upon giventhe shortage of bilingual menta hedlthprofessonals. As
Adkins (1990) noted, “A fadility withlanguage does not make a person an effective interpreter
unless there has been adequate training, agreement on interpretation system, and building of
rapport between the mental hedth professona and interpreter.” Thus, relying on family
members to serve as interpretersis considered inadequate and inappropriate.
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Executive Summary

This report summarizes the relevant research and writing in the fidds of deafness and mentd illness,
identifies problems and barriers in the public menta hedlth service ddivery system, and recommends
gpedific interventions and systemic dterations to improve menta hedlth services and programs for
persons who are deaf and also have behaviora health problems.

Menta hedlth policymakers and planners need to take cultur e into account when dedling with people
who aredeaf and thus develop services that are sendtive to the needs, wishes, and gods of the Deaf
Community. Thisinvolves much more than smply hiringinterpreters. How, then, do policymakersand
plannersknow the needs, wishes, and god's of individuas who are deaf? Of dl the resources available
to menta hedth policymakers, planners, and providers, none is more important than the Deaf
Community itsdf. Involving individuds who are dedf, a every step in planning and development, is
essentia for the delivery of high-qudity menta health services and supports to this population.

Prevalence and Definitions

Speaking at the First World Conference on Mental Health and DeafnessinWashington, DC, in 1998,
Bernard Arons,M.D., director of the federal Center for Mental Health Services, Substance Abuseand
Menta Health Services Adminigiration, noted how far behind the United States hasfdlen in providing
mentd healthservicesto individuas who are deaf. Accordingto Arons, several states do not evenhave
mental health services for those who are desf.

The need for mentd hedlth services for the Deaf Community, however, is clear fromthe Satistics. The
individuds onwhomthis report focuses, those whose hearing loss occurred in childhood and who rely
primarily on visud rather than auditory Sgnds for communicating (rather than those who are hard of
hearing or older adults who have lost their hearing late in thar lives), make up anywhere from 0.55
percent to 0.88 percent of the genera population.

Public mental hedth sysems by and large have done a poor job of responding to this population’s
needs despite the fact that its needs are the same as, or a times greater than, those of the generd
public. Until now, the mental health systems have assumed that interventions, techniques, and services
that work for consumersin the generd population are equaly effective for consumers who are deef.

Deaf Culture, Experiences, and Attitude

Clearly, public menta hedth systems must learnfromthe wider Deaf Culture, deaf socid patterns, and
Deaf Community needs. Having a mentd iliness can be a greater barrier to successful functioning in
society than being deef isfor persons who have been without hearing since birth and have learned to
communicate effectively usng American Sgn Language (ASL). Menta healthworkers can learn from
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the Deaf Community that people who have been deaf since childhood may be able to communicate
fluently in ASL, but may not be able to communicate in Englishbecause they have never learned it. This
isnot an indication ether of lack of intelligence or of menta hedlth problems.

Many public mental health systems and providers, however, cannot communicate in ASL and have
little or no training and experience in working with consumers who are deaf. That lack of
communication and experience makes actudly addressing the individud’smentd illness very difficult.

Mentd hedlth sysems must recognize that many consider ASL to be the heart and soul of the Desf
Community. ASL isnot English, but rather a separate language with its own rules and conventions and
with no written form. Despite the fact that ASL is difficult for adults to learn to use fluently, mental
hedlth workers must deliver services in the manner preferred by consumers who are deef.

Because of the shortage of trained mentad hedth professonds who possess fluent two-way
communication abilitiesin ASL, sgn language interpreters continue to be avery important eement of
sarvice ddivery in the mentd hedth fidd. Although interpreters can provide an al-important
communicationbridge between consumerswho are deaf and dinicdians who arenot, usnganinterpreter
is, in many cases, not the mogt effective means of communication.

Only inthe past 30 years have many organizations for persons who are deaf begun to chdlenge existing
societal barriers and demand accommodeations that enable persons who are deaf to participate fully in
the socid and economic life of the nation.

Another issue that causes problems for individuas who are deaf and need the menta hedlth system is
the education they have received from childhood. The education of childrenwho are desf is serioudy
lacking. Although people who are deaf performnormdly onl.Q. tests, the average reading leve of high
school graduates who are desf is bel ow the fourthgrade. Again, communication is an issue: Teechers
working with students who are deaf often lack the sign language proficiency and specidized training
required to communicate adequately. Strategies that could solve this problem are being considered.
Public menta hedth systems, dinicians, and other public menta hedlth professionals, however, need
to be aware of the 9gnificant Englisd+language deficitsand concomitant general informationgaps among
many menta hedlth consumers who became deaf before learning alanguage (prelingua deafness).

State Mental Health Systems and the Deaf Community
Every personwho isdeaf should have access to a Signing therapist or counsglor within hisor her local

mental hedlth catchment area. That is a long-term god, but today state menta hedlth systems that
provide effective services and accommodations to al consumers who are deef are
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rare. Although there are many excdlent loca and regiona programs throughout the nation, only afew
dtates provide effective services sysemwide.

Aninitid obgtacle to such effective mentd hedthcareisthe disbursement of funding. The emphasisin
mogt states is on inpatient settings, which are very expensive. A better emphasis is on more cost-
effective, community-based aternatives that would serve more people who are desf.

Havingeachlocaity draw onstatewide resources rather thanfund aful complement of specidly trained
gaff and facilities on its own can make funding feasible for services to persons who are dedf. It is
generdly agreed that one mentd hedlth case manager is needed for every 400,000 adults inthe genera
public and that one additiona menta hedlthprofessiond is suffident to serve childrenand familieswithin
the same population (Trotter, B., 1999).

Mental Health Servicesfor Persons Who Are Deaf

Many states have mounted legd chdlenges based on federal laws, induding the Americans with
Disahilities Act of 1990 (ADA), the Rehabilitation Act of 1973, and the Civil Rights Act of 1964, in
order to compel menta hedth systems to provide accessible servicesto consumers who are deaf and
to Deaf Communities. Instateswhere public menta heglthagencies contract withprivate providersfor
outpatient services, dl contracts must include language that guarantees access to services by people
who are deaf. Alliances with agencies that have traditionaly served persons who are deaf help to
establish entry points to mentd hedth systems that are available readily to members of the Dedf
Community.

For anumber of reasons, children who are deaf are particularly vulnerable to developing emotiond
difficulties. Communication difficulties between parents who can hear and children who are deaf are
often gpparent throughout the devel opmenta period. The most effective children’s services appear to
be school-based services in which menta hedlth professionas offer ongoing counsdling, therapy, and
advocacy inthe school environment and provide alink to the home. Thisreport encouragesthe use of
deaf thergpeutic foster homes, whichhasbeen successful (Hamerdinger & Murphy, 2000). Eachstate
mental health system needs specidistswho work with children and adolescentswho are deaf and their
families as wdl as trestment programs designed specifically for children who are desf and who have
emotiond disturbances.

The same racid, ethnic, religious, sexud orientation, and other differences and issues that exist in
society at large are present within the Deaf Community, and these differences may have an impact on
the delivery of menta hedlth services. Persons who are deaf and aso members of aracid, ethnic, or
other minority group often fed a “dud identity” and may believe they have to choose which of these
identities is primary in order to obtain needed services. Providing effective mental hedlth services,
however, requiresattentionto dl aspects of aperson’s cultura identity (both minority group status and
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deafness). |Issues of cultural diversity and deafness-related
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mattersare important areas for state menta hedth syslems to emphasize in training service providers.

There is a serious and widespread shortage of mental health professonals trained to work with
consumers who are deaf in anumber of fidds, induding psychiatry, socid work, nursing, counsding,
case management, and therapeutic recregtion. Despite the lack of educationa ingtitutions throughout
the country that prepare menta hedthprofess ond stowork with consumerswho are deef, state menta
hedlth systems have an obligation to seek out and hire competent personne who can ddliver effective
servicesto this population. A few states have begun to fund small-scae training programs to try tomeset
this need.

One means of addressing the scarcity of trained professonasis through technology, including the use
of video conferencing to provide direct servicesto consumersinremote regions of the sate. Services
that can be delivered usng this technology range from psychiatric medication assessment, trestment
planning, and case coordinationto individua and family therapy, emergency interventions, and forensic
services. Two-way pagers are emerging in deaf communities as a vitd communication link and an
effective means of service ddivery and support among menta hedth professonads.

All recipients of mentd hedlth services have aright to make choices about where and how they live.
Many consumers who are deaf may prefer to live with or near other persons who are desf, whether
or not these persons are mental hedth consumers, so they can look to one another for emotiona and
intellectua support aswel as for information.

Recommendations
Based on itsfindings in these aresas, the report makes the following recommendations:

¢ Egablish the position of state coordinator or director of deaf services within each state mental
hedlth agency, consistent with the position description outlined in this report.

¢ Establish regiona adult mentad hedth services in most community catchment aress that serve
mulitiple menta hedlth centers, and employ sign-fluent, culturally competent staff membersusnga
team approach.

¢ Edablishacutecareinpatient treetment programs withsgn-fluent saff to serve both psychiatric and
substance-abuse clients.

¢ Crestearesdentid trestment program for children who are deaf, perhgps in conjunction with an
exigting program for children who can heer.
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¢ Initiateaspecid effort to reach out to people of color and membersof racid and ethnic minorities
who are desdf.

¢+ Manage mentd hedthinterpreting services under asngle statewide contract thet is coordinated by
the state mental hedlth agency.

¢ Edablishagtatewide emergency telephone TTY crisis lineto answer emergency calls frompeople
who are deaf 24 hours aday, 7 days aweek, 12 months a year.

¢ Requiredl contractswithservice-delivery agenciestoindudeprovisonsthat prohibit discrimination
in serving people who are desf.

¢ Deveop accessble housing for people who are deaf with mentd illness.

¢ Provide training grants or scholarships to students interested in pursuing careers in mental hedlth
and deafness.

¢ Edablish a statewide muitiethnic advisory panel to oversee the ongoing development of services
for persons who are desf.

Conclusion

This report will generate questions as well as answers for state menta hedlth providers as they plan
services for persons who are deaf with serious mentd illness. Exigting researchand successful mental
health programs for people who are deaf can serve as resources and models for states that want to
beginamenta hedthprogramfor individuas who aredesf. Informationabout researchand programs,
however, has yet to be widdy disseminated throughout the genera menta hedth community. Many
successful programs have been discontinued because of a lack of funding. This report includes
information on two mode programs and alist of suggested readings from which architects of menta
hedlth programs are encouraged to learn. Today, many persons who are deaf with serious menta
illness throughout the nation are unserved or underserved, aStuation that should not be alowed to
continue in the new century.
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I ntroduction

To be nobody but yourself, in a world which is doing its best to make you everybody else,
means to fight the hardest battle which any human being can fight, and never stop fighting.
—e.e. cummings

Thereisasggnificant Deaf Culture in the United States, one thet is often invisible and misunderstood
but that nevertheless is as vibrant and substantial as that of any other minority group. An increasing
number of people who are deaf view themsalves as members of aculturd and linguigic minority rather
than as individuds aflicted with a handicgp they must minimize or overcome. An gppreciaion of this
statement must guide the architects of human services if they are to develop effective programs and
drategiesthat truly assist and support persons who are deaf and facilitatethar participationinthe high-
tech economy of the 21% century. In the introduction to their semina work Deaf in America: Voices
from a Culture, Padden and Humphries (1988) make the following observation:

The traditiona way of writing about Deaf people isto focus onthe fact of their condition—that
they do not hear—and to interpret al other agpects of their lives as a consequence of this
fact.... Incontrast to the long history of writings that treet them as medical cases, or aspeople
with “disabilities” who “compensate’ for their deafness by usng sgn language, we want to
portray the lives they live, ther art and performances, their everyday talk, their shared myths,
and the lessons they teach one another. We have dways fdt that the attention given to the
physica condition of not hearing has obscured far more interesting facets of Deaf people’s
lives. (p. 1)

This report summarizes the rdevant research and writing in the fields of deafness and mentd illness,
identifies problems and barriersin the public mental hedth service deivery system, and recommends
specific interventions and systemic dterations to improve menta health services and programs for
persons who are deaf and who aso have behaviora hedth problems. The report does not attempt to
provide arigid blueprint for states to follow in implementing programs for this population; insteed, it
drawsonawiderange of researchand examples of successful moddsto offer strategiesthat statescan
use to improve services to this serioudy underserved group of mental hedth services recipients.

Ddlivering effective menta hedth servicesto persons who are deaf is acomplexissue. It involvesmuch
morethansamply hiring sign language interpreters. Indeed, interpreters sometimes can be a Sgnificant
impediment inthe menta hedlth treatment environment—either because they do not accurately reflect
the content or nuances of a thergpeutic encounter or because they inhibit thefull flow of informationand
emotion. Menta hedlth policymakers and planners need to take into account the culture in which
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people who are desf live, and they must develop services that are senstive to the needs, wishes, and
gods of the Deaf Community. That will require creetivity and flexibility on the part of the entirementa
hedlth service ddivery system.

Menta hedlth policymakers, planners, and providers need to draw on the Deaf Community as a
resource to devel op effective programs for this population. This report suggests strategies for tapping
into the resources of the Deaf Community to support state mental health agencies asthey take onthis
chdlenge.

Prevalence and Definitions

Approximately 24.6 million Americans have some degree of hearing loss (8.6 percent of the total U.S.
population age 3 and older; Holt & Hotta, 1994). The vast mgority of theseindividuas are persons
who are hard of hearing or older adultswho have logt their hearing lateintherr lives. Thisreport focuses
on individuas with hearing impairments who rely primarily on visud rather than auditory input for
communicating with others and whose hearing loss occurred in childhood rather than later in life.
Prevaence rates for this population are thought to range from 0.55 percent to 0.88 percent of the
genera population, according to the Nationa Center for Health Statistics 1990 and 1991 Nationa
Hedlth Interview Surveys.

Many terms are used to refer to individuads who have difficulty hearing. The word “deaf” by
federa definition means a hearing loss that adversdly affects educationd performance and is
S0 severe tha the child “or adult” is impaired in processng linguistic (communication)
information through hearing, with or without amplification (hearing aids). The term “hard of
hearing” meansahearing | 0ss, whether permanent or fluctuting, that adversdly affectsachild's
“or adult’s’ educationa performance but which adlows the child “or adult” access to some
degree of communicationwithor without amplification.” (Easterbrooks, 1997; Individuas with
Disabilities Education Act, 1990.)

Individuds who are deef, like other individuds, are subject to awide range of mentd illnesses. They
experience Axis | menta hedlthdisorders at virtudly the same rate as the genera population (Altshuler,
1978; Grinker, 1969; Rainer, Altshuler, Kdlmann, & Deming, 1963; Robinson, 1978; Vernon, 1978,
1980). For Axis Il disorders and childhood behavior problems, the prevalence rates in the deaf
population are dgnificantly higher than for the population as a whole (Gentile & McCarthy, 1973;
Graham & Rutter, 1968; Schlesinger & Meadow, 1972; Williams, 1970). The federal Rehabilitation
Services Adminigration (1977) notes, “In 1977, an estimated 43,000 deaf persons were in need of
mental health services, and the incidence of emotiond disturbance among desf children was three to
six times greater than among their hearing counterparts.” (See dso Robinson, 1978).
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By and large, public menta hedlth systems have done a poor job of responding to the needs of people
who are deaf, assuming that interventions, techniques, and servicesthat work for persons inthe genera
populationare equaly effective for consumers who are desf. Ironicaly, this approachisoftenjudtified
on the basis of not wanting to discriminate based on disability. Experience has shown, however, that
truly effective services must be tailored to the specia needs of people who are deaf. The lack of such
specidized services means that many persons who are deaf with mentd illness never recelve adequate
mental hedlth services or any services a al. Steinberg (1991) describes the Situation:

Given the paucity of resources accessible to hearing-impaired persons a thistime, it islikdy
that more than 90 percent of this population’s menta health needs remain unserved. Even
today, deaf adolescents and adults remain isolated in state hospitals, without means of
communication, often misdiagnosed and ingppropriately treated. However, the magjority of
mentally ill deaf persons are not hospitalized. They live inthe community but do not receive the
menta hedlth services needed to achieve productive and independent function. (p. 381)

Speaking at the First World Conference on Mentd Health and DeafnessinWashington, DC, in 1998,
Bernard Arons, M.D., director of the Center for Mental Health Services, Substance Abuseand Mental
Hedlth Services Adminidration, commented, “America is one to three decades behind where we
should be in providing public mental health servicesto deaf people. Asamaiter of fact, | just read that
the other day in an article published in 1988...50 | guess we must be two to four decades behind by
now. There are still severd dtates that have no such services at al.”

Despite agrowing awareness among the nation’s public menta health systems of the need to provide
culturally competent services to members of awiderange of ethnic and cultura groups, the culture of
deafness is often overlooked. Yet American Sgn Language (ASL), the primary means of
communication for many in the Deaf Community, is the third most commonly used language in the
United States after English and Spanish. Unlike members of many linguidic groups who become
assimilated into mainstream American society by learningto speak English, people who are deaf cannot
learn to hear, which makes it difficult for them to become proficient in spoken English. Nonetheless,
their assmilaion often is blocked by the requirement that they communicate in English.

Although the scope of this report does not permit a comprehensive discussion of al the issues
surrounding the topics of deafness and mentd illness, the report offersan overview of the complexities
and chdlenges asociated with implementing new services for a population that is virtudly invisible to
many state mental health sysems and service providers. The god isto summarize rdevant materiad and
to issue aclarion call to state menta hedth policymakers, planners, and other stakeholdersto begin to
address the needs of this population.
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Deaf Advocacy

As a cohesive, paliticaly powerful advocacy group, the Deaf Community has been late in ariving.
Although organizations of and for people who are deaf have along history in the United States, these
organizations served primarily to shelter people froman often uncomprehending and sometimes hogtile
society or to hdp them assmilate invisbly into the larger community. Only in the past 30 years have
many organizations for persons who are deaf begun to chdlenge societal barriers and demand
accommodations that enable persons who are dedf to participate fully in the socid and economic life
of the nation. Reldivey recent events such as the “Deaf Presdent Now!” campaign at Gallaudet
University in 1988 have empowered people who are deaf and convinced them they can accomplish
much palitically when they spesk as one (Jankowski, 1997). There has adso been extensve
collaboration among professonas who work with people who are deaf to improve educationa or
rehabilitative services for ther clients.

In many ways, people who are deaf with mentd illness have been a silent minority. They seldom
complain to “hearing” systems, dthough their needs are just as real and as great as those of other
persons with serious menta illness. Effective mental health services thus have been developed more
dowly for this population than for members of many other cultural and ethnic groups.

State mentd hedth officids are likely to wonder whether providing specia servicesfor consumerswho
are deaf would require a substantia incresse in gpending. 1n many cases, however, more effective
deployment of exigting resources is needed rather thangreater expenditures. Many state menta hedlth
systems dready devote substantial resourcesto serving consumerswho are deaf, but they are serving
relatively few, in less than appropriate inpatient settings. They could effectively serve far more
consumers by redirecting a portion of those resources to community-based programs.

In fiscdl year 1991, South Carolina spent gpproximately $1.7 millionto house 22 people who are desf
in state psychiatric facilities. In fiscal year 2001, by refocusing more of its resources on community-
based services, SouthCarolinaspent $887,000 to serve 411 dients primarily in outpatient settings. This
approach not only represents amore effective use of tax dollars, but aso has enabled the state to avoid
potentidly sgnificant legd expenses in defending the menta headlth system againgt lawsuits targeting
trestment practicesthat may have resulted ininappropriate use of inpatient services (Bailey v. Sawyer,
1999; South Carolina Educetiona TdevisonNetwork, 2000; see dso South Carolina Department of
Mentd Hedlth Mode Program).

A vaigy of federd laws require public menta hedth systems to provide effective services to
consumers who are deaf: The U.S. Conditution, the Americans with Disabilities Act (ADA), and
Section 504 of the Federa RehabilitationAct of 1973 dl require statesto offer the same mentd hedth
services to dl people who are deaf or hard of hearing as they offer to other citizens. In addition, the
U.S. Condtitutionrequires adequate mental health carefor people who are deaf or hard of hearingand
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who arein the custody of a state (Lee & Kearney, 1995).

Since enactment of the Rehabilitation Act of 1973, federal law has required state governments,
induding state mentd health agencies, to provide equa access to their services for people with
disailities, induding those who are deaf. Although certain building modifications, ranging from
whedchair ramps to restroom accommodations, were implemented rdaivey quickly following
enactment of this law, service modifications for consumers who are deaf have been much longer in
coming. Evennow, few state menta health systems provide full access to services for consumers who
are deaf. This report provides state mental hedlth officds with an understanding of what congtitutes
equal access to services under the law for persons who are deaf with amentd illness.

For a comprehensive andyss of the legd bads for providing accessible mentd health services to
individuals who are deef, see Lee and Kearney (1995).
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Deaf Culture, Experience, and Attitudes

Public mental hedth systems must reflect an awvareness of Deaf Culture, deaf socid patterns, and Deaf
Community needs, which are rardly fully understood by existing societd inditutions. Mentd illness
represents a much more ggnificant barrier to successful functioning in society than deafness. For
persons deaf since birth who have learned to communicate effectively usng ASL, the ingbility to hear
may be among the least of thar inconveniences, if they consder it one at dl. Y et, deafness often
presents a barrier to communication for mental health workers, unfamiliar with the deaf culture and
community, and they may find it difficult to adequately address the person’s mentd illness. Effective
mental health services need to focus on mental hedlth, not on deafness. Menta hedlth providers need
to accept a person’s hearing loss to the degree that it becomes invisible to the treatment process.

Specialized services and accommodations for persons who experience a severe hearing loss later in
life tend to be Sgnificantly different fromthose needed by persons who experience prelingua deafness.
It isimportant for menta health providersto respect consumers desired modes of communicetion, i.e.,
speechlipreading, Sign language, written notes, or some other mechanism; such as computer, fax, or
TTY (tdecommunications device for the deaf). A person whose hearing loss occurred after acquiring
language is likdy to retain the ability to speak quite intdligibly and may appear to be less affected by
hearing loss than a person with prelingua deafness. Fluency in English may often result in a more
effective diagnosis for a person who is deaf, while alack of fluency may hinder the diagnogtic process.
Persons with preingua deafness—even individuds with undergraduate and advanced
degrees—experience greater difficulty incommunicatingwithmenta health providersbecause they are
lesslikdly to have srong English fluency.

Higgins (1980) comments that as a socid group, people who are deaf often have functioned as an
“inferiorized” minority, Smilar to many other minority groups. The parents of people who are desf,
however, are often hearing, which reduces the opportunity for the social learning and vadues
dissemination that most minority groups receive from parents. People who are desf, therefore, often
look toward peers and other socia counterparts who are deef for societd learning (Holt, Traxler, &
Allen, 1997). That is probably why adultswho are deaf are not evenly distributed throughout the U.S.
population, but arein “Deaf Centers’ that typicdly arisein larger cities wherethereisacriticd mass
of persons to support deaf churches, clubs, and socia agencies. Inaddition, most states have residential
schools for studentswho are deef, and those schools may become the hub for alocal Deaf Community.
Examples of such Deaf CentersindudeFremont, Cdifornia; Rochester, New Y ork; and St. Augudtine,
Florida
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American Sign Language

ASL, the primary languege of the Deaf Community, isalinguidticaly rich and complex system with its
own grammatica and syntactica rules. The visua and gestura language is inextricably bound to the
development and the very fabric of Deaf Culture (Rutherford, 1988).

Severd aspects of ASL are relevant to the mental health professona who may be cdled on to
interview aclient who is deef, regardless of whether aninterpreter is present. Movementsof asigner’s
eyes, face, and head help form sgns, act as adverbs and adjectives, and serve as grammatica Sgnds
(Baker-Shenk, 1985). For example, a subtle twitching of the nose signifies “yeah-I1-know,” and a
furrowed brow may represent a question (Steinberg, 1991).

Mental hedlth systems seeking to provide servicesto people who aredeaf need to demonstrate respect
for ASL and ddliver sarvicesto consumersinaway that they will understand. It is a difficult language,
however, for adults to learnto use fluently. Although a person may learn to express himsdlf or hersdf
quite comfortably by taking language courses in ASL, understanding a native sgner’ s language and,
moreimportant, understanding the culturd milieufromwhichthe sgner hasemerged, takes many years
of dedicated, full-timeeffort. Relatively few menta heal thprofess ona s have devel oped fluent, two-way
communication abilities in ASL. Thus, there is a continuing need for Sgn language interpreters in the
public menta hedth system.

ASL isnot English, but rather a separate language with its own rules and conventions. A person with
prelingua deafness may be, asmentioned, functiondly illiterate in English. Thislack of English fluency
adds to the difficulty of communicating withahearing dinician, which oftenresultsin a misdiagnoss of
a mentd illness based on the individud’s written English. Because there is no written form of ASL,
atempting to communicate with consumerswho are deaf using notes, lipreading, or even TTY may be
fraught with problems because any of these srategies requires fluency in English. The following
anecdote, presented by a participant at atown hdl meeting on menta hedthissueshdd in Birmingham,
Alabama, sponsored by the Alabama Association of the Deef, illusirates the misunderstandings that
can occur when a consumer who is deaf seeks to communicate with hearing menta hedlth providers
who do not know ASL or understand Deaf Culture:

John [a pseudonym] was sent to the mental health center by his Vocational Rehabilitation
counselor. Although the menta hedlth center was informed of his deafness, no interpreter was
provided. His intake was handled by a competent socia worker who wrote notes back and
forth with John on a notepad. To her question, “What brings you here today?’ John
responded, “Where interrupt, damn!” He appeared quite agitated, making numerous
unintdligible verbdizations. Later, John stood up and walked to the door, intending to leave,
but was detained by the security officer on duty. He was then involuntarily admitted to an
inpatient unit with aworking diagnosis of Explosive Persondity, R/O Paranoia, NOS. During
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his hospitdization, he wrote numerous notes such as, “Why interrupt none” and “Please to
phone TTY my deaf.” He sgned a waiver, consating to treatment with an atypica
antipsychotic medication, and after severa days he became much less agitated, preferring to
gt in hisroom or the day room, not interacting with other people. Findly, after seven weeks
of hospitaization (and two court hearings), an interpreter was provided. He was released
within afew hoursof the interpreter’ sarrival. (Personal communication, November 4, 2000)

Had a competent interpreter or mental health professiond trained in deafness been available, the
emergency-room staff would have understood that John al aong had been requesting a sign language
interpreter and seeking to make a TTY tdephone cdl. Following his discharge, John smply
disappeared fromthe public menta health service system. Hislack of follow-through withmenta hedlth
sarvicesin dl probability was influenced by this unfortunate experience. In addition, it is unlikely that
he would see the vdue in filing aforma complaint. Recipients of menta hedth services who are deaf
must have the opportunity to communicate with dinicians usng the language in which they are most
adept. For many persons who are deef, that language is ASL. If adinican with fluent Sgn language
facility isnot avalable, aqudified interpreter must be present.

Deaf Community Views of Mental Health Advocacy Groups

The Deaef Community often finds traditiond menta hedlth advocacy organizations to be inaccessible.
These organizations, of course, are not intentionaly hogtile, but, like much of the rest of society, they
are generdly unaware of the needs of consumers who are deaf and the accommodations necessary to
include them within their advocacy efforts. People who are deaf thus often are unaware of these
advocacy organizations or do not seek them out for membership. Instead, people who are deaf with
mentd illness often have only discussed with each other and with the * desfness establishment” their
concerns regarding the lack of effective, accommodating services. Thus both communities—deaf and
hearing—have contributed to the paucity of servicesavailablefor personswho are deaf in public mental
hedth systems.

Cultural Diversity in the Deaf Community

Thesameracid, ethnic, rdigious, sexua orientation, and other differencesthat exist in society at large
are present within the Desf Community, and these differences may have an impact on the ddivery of
public mentd hedlth services. Higgins (1980) notes that persons who are deaf and are dso members
of a minority group often fed a “dud identity” and may believe they have to choose which of these
identities is primary in order to obtain needed services. Providing effective mentd hedlth services,
however, requires atention to al aspects of aperson’s culturd identity.
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State Mental Health Systems and the Deaf Community

State mentd hedlth systems that provide effective services and accommodations to dl consumerswho
are deaf are rare (Arons, 1998). Although there are many excelent loca and regiona programs
throughout the nation (e.g., Chicago; Johnson County, Kansas, MinnegpoligSt. Paul; Northern
Virginig; Portland, Maine; Rochester, New Y ork; and the San Francisco Bay Areq), only afew states
provide effective services sysemwide. The long-term god is for every person who is deaf to have
access to asigning therapist or counsaor within hisor her loca menta hedth catchment area.

The fact that some state mentd hedth systems have implemented effective services for persons who
are deaf regardless of where they reside in the state indicates that such services are possible with
dedicated planning, effective resource alocation, and committed leadership. At the same time, the lack
of qudified, trained profess ond s nationwide necessitates that this be along-termrather thanimmediate

god.

Few state sysems provide the necessary accommodations for people who are deaf to participate fuly
inthar services, and asareault the Deaf Community generdly regards public mentd hedth sysemsas
“unfriendly.” Mentd hedlth agencies—recognizing that the goa of providing effective services to the
Deaf Community islong-term—need to make a concerted effort to reach out to the Deaf Community.
Nashand Nash (1981) notethat adinician’slevd of comfort with Deaf Culture and language are often
more important to a consumer who is deef than professiond reputation, academic training, or other
objective measures of professona expertise:

Some professonas do establish rapport with...[people who are desf]....However, it is
important to recognize that an individud’'s professond standing is irrdevant to this
process....He or she mug [aso] demonsirate competence in...desf [culture]..., which, most
importantly, means knowing [American Sign Language] and using [the language] as...used by
members of the locd Deaf Community. Only then can one's professond datus be
reinterpreted by...deaf [people] as helpful for the purpose of mediating between deaf and
hearing worlds. (p. 74)

State Mental Health Resour ces

Although anumber of states already spend substantial sums on mental hedlth services for persons who
are dedf, these fundsare often used to maintainasmal number of consumersininappropriate, high-cost
inpatient sttingsinstead of morecost-effective, community-based dternativesthat would providemore
sarvices to more consumers. If funds used for unnecessary inpatient services were redirected to
community agencies, many consumers who are deaf could receive more appropriate services and
supportsin less redtrictive environments.
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Refocusing Resources

The fird step for state menta hedlth officds to take to refocus resources is to conduct a thorough
survey of exiding inpatient fadilitiesto determine the number of patientswho aredeaf recelving services.
Itisnot enough to review computerized hospital records, because these records do not dways identify
individuals who are deef. It isalso important for Sgn-fluent staff membersto vist fadlitiesand interview
trestment staff and resdents. The author of thisreport is aware of severd ingtancesin which facilities
reported that they had no patients who were deaf; however, abrief tour of living areas and interviews
with nursing staff revesled a number of patientswho were desf. Deafnessis sometimes overlooked or
misinterpreted as an indicator of serious mentd illness.

A second stepisto review services provided to childrenwho aredesf. Childrenwho are deaf evidence
serious emotiond difficulties a arate Sgnificantly greeter than children who hear; yet the servicesthey
receive often are tailored for children who hear. Sometimes practitioners and interpreters trained to
work with children who are desf are available; sometimes they are not. Many children who are desf
are served in extremely codtly, private, resdentia trestment programs. Funds devoted to these types
of programs could be used to develop and support cost-effective, nonresdential programs located
closer to children’ s homes, family support systems, and communities.

Resource Allocation

While thereisaneed to place greater emphasis on community-based programs for consumerswho are
desf, it is ill essentid to offer them inpatient services. Each state mental hedlth system must maintain
an appropriate leve of inpatient services to meet the needs of consumers who are deaf. Effective
community-based programs must be in place prior to transferring consumers who are desf from
inpatient facilities to communities. As with hearing consumers, moving consumers who are deaf from
inpatient settings back to the community can be disasirous unless effective community-based services
and supports arein place.

Asnoted previoudy, menta headth servicesfor people who are deaf should be viewed asaregular cost
of serviceddivery. When computing the state mental heal thfunding formula, theseadditiona costsneed
to be factored in so that a amdl fraction of general reimbursements covers the costs of providing
services for people who are desf.

State L eader ship and Advocacy

The questionof whether the full array of public menta health services should be managed at the state
or locd levesis beyond the scope of this report. In planning and implementing programs
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for consumers who are deaf, however, public menta hedth officials need to consider a number of
factors that support strong stete leadership, including the following:

¢ Atany giventime, there are rdatively few people who are desf with mentd illnessin any locdity.
Despite this low incidence, providing effective menta hedlth servicesfor persons who are dedf is
aresource-intensive undertaking.

¢ Thereis a serious, nationwide shortage of mental health professonas who have the training and
experienceto work withconsumerswho are desf. This shortage extendsto qudified Sgn language
interpreters, especidly those with specidized training in menta hedth settings.

¢ Therecommended serviceraio of one menta health case manager trainedtowork with consumers
who are desf for every 400,000 adults in the generd population and one additiona menta hedlth
professona to serve childrenand families within the same population (Trotter, B., 1999) islikely
to require cooperation among historicaly “competing” entities to serve larger populations or
geographic regions.

¢ Providing servicesto persons who are deaf withmentd illness can be economicdly feesble if each
locdlity draws on statewide resourcesrather thanfundinga full complement of specidly trained Saff
and fadlities Mental hedth providers need to share resources, including psychologidts,
psychiatrists, and Sgn language interpreters.

Advocacy Needs

Few consumers who are deaf wield political pressure, and, as a result, programs for individuas who
are deaf have been diminated infavor of programs for groupswithmore political clout. Any innovative
programusing highly specialized personnel needs good leadership to insulateit fromsuch pressuresand
to dlow professonds the flexibility they need to develop and maintain programs. To help overcome
these barriers, mental health advocacy organizations and the Deaf Community need to work together.
Advocacy organizetions can provide access to their meetingsthroughinterpreters, amplificationsystems
for persons who are hard of hearing, and other technologica aids such as captioning. These
organizetions can actively encourage consumerswho are deaf to serve as members of ther boards and
other governing bodies and to contributeto the formulation and oversight of state mental hedlth plans
regarding consumers who are deaf. Mental health advocacy groups need to provide people who are
deef the same level of participation as they do other recipients of menta health services.

Contractual Advocacy

In states where public menta health agencies contract with private providers for outpatient services,
dl contracts should include language that guarantees access to services by people who are deaf.
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Combining resources by multiple-contract agencies may prove to be more cost-effective than having
each agency attempt to develop services for a tiny population of potentia consumers. This can be
accomplished through memoranda of agreement among providers.

A high proportion of mental hedlth services are delivered through contracts withprivate providersand
these contracts must include nondiscrimination language. In the case of consumers who are degf, the
following provisons may be included:

¢ All sarvicesmust be provided in the client’s preferred language (ADA requirement).
¢ All videotapes, televisions, eic., used by consumers must be closed-caption compatible.

¢ All darm sysems and aerting devices must meet the American Standards Association standards
for visud sgnding.

¢ Tdephone sysemsmust be TTY and hearing aid accessible.

¢ Providers must respond to consumer complaints regarding accessto services by persons who are
desf in atimely and respectful manner. Providers must be fully accessible to service recipients.

Equal Accessto Services

For effective advocacy, state leadership should be aware of the legal requirements in place for
providing equal accessto menta hedth servicesfor consumerswho are deaf (al so see Disahility Rights
Litigation, p.18). Thefollowing is an overview of these requirements:

¢ All sate resdentswho are deaf have accessto the full continuum of public menta hedth services,
regardiess of where they live.

¢ Direct care geff are sgn-fluent and culturaly competent in ASL and deafness. Providers must
recruit and employ saff who have the ability to function within the Deaf Community, both
linguidicaly and culturdly. This requires more thansmply offering el ementary sgnlanguage courses
to new or current daff. The Deaf Community will identify potential staff members so service
providers canmake an effort to hire quaified individuas who are deaf as well as people who can
hear but who have close ties to the Deaf Community (e.g., children of parents who are desf,
parents of children who are deef, sblings of individuds who are desf).

¢ Interpreters are trained inmenta health techniques, vocabulary, and systemsissues. It should not
be assumed that certificationmeans aninterpreter is competent to functionin mental health settings.
Interpreters need to be oriented to the mentd hedth treatment process, to
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learn a mentd hedth vocabulary, and to become acclimated to the full range of mental hedlth
settings.

There is an dfective forum for feedback that enables consumers to provide information to
administrators and advocates. Consumers who are deaf need opportunities to provide honest
assessments of the menta healthservicesthey are receiving. Holding community meetings, engbling
members of the Deaf Community to interact with representatives of community agencies, and
establishing a statewide advisory panel for consumers who are deaf enables members of the Deaf
Community to give feedback on existing servicesand shape future ones. Suggestionboxes, letters
to the editor, or telephone hatlines are likdy to be less useful, primarily because of the lack of

English proficiency among many in the Desf Community.

Children, adolescents, and ther families are part of the service ddivery continuum. Many of the
mental hedlth problems experienced by children who are deaf are related to family and
communication issues in the home. To address these issues, state menta hedlth systems need to
ensurethat afull range of culturaly gppropriate services are available to families with one or more
children who are desf. However, family members should not serve asinterpretersinthe treatment
Stting.

Services are available for dients with co-occurring mentd illness and substance abuse/addiction
disorders. Substance abuse rates are extraordinarily high among persons who are deaf and have
mental heath problems (M cCrone,1994). The phenomenon of salf-medicationcan be particularly
problematic inthe Deaf Community, whichhaslittle, if any, accessto public menta heathservices.
Recovery from both mentd illness and substance abuse is an important concern and deaf
consumersneed accessto the same servicesfor co-occurring disordersthat are availableto people
who can hear.

Servicesare avalable for persons withmuitiple disabilities. Developmentd disabilities arethe most
prevaent of co-occurring disahilities among persons who are deaf (Dew, 1999). In states and
locdities without well-coordinated services, persons who are deaf and who aso have
developmental disabilities, visua impairment, or physica limitations are likely to be bounced from
one systemto another without ever receiving adequate services from any agency. Servicesto this
population go far beyond the capabilitiesof any individua socid service agency. Comprehensive,
well-coordinated treatment services, under the direction of a single case-management entity, are
required.

An accessble inpatient unit is available to provide criss interventionand short-term mental health
sarvices. When a person who is deaf experiences a mentd hedth crisis that results in
hospitalization, services must be provided in afacility with Sgn-fluent staff members or qudified
interpreters. Informed consent is as much a right for people who are deaf as it is for other
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consumers. If amedication is to be used, the consumer needs to clearly understand the potential
sde effects. Some sde effects, such as tremors and involuntary facid movements, may be
particularly debilitating for a person who communicates usng ASL because of the role of hands
and facid expresson in Sgn language communication.

¢ All inpatient and resdentia treatment facilities that house consumers who are deaf are equipped
with gppropriate visua aderting devices. These facilities need to have devices to connect with fire
adarms, door knocks, telephone rings, and other emergency and communication mechanisms.
Tdevisons mug be closed-caption accessble and telephone TTY devices must be available. If
videotapes or films are part of the treatment process, they must be accessible, either through
captioning or the use of interpreters.

¢ Houdng options are available that support Deaf Community values and preferences. Hearing
people take daily communicationwithother people for granted, and it might not occur to themhow
isolated a person who is deaf may fed living in a neighborhood or gpartment complex where
everyone else can hear. Housing options such as group homes, group apartment projects, and
other congregate living arrangements are among the gppropriate housing options for persons who
are deaf withserious mentd illness. For childrenwho are deaf with serious emotiond disturbances,
short- or long-term placement with afoster family who is deaf may be appropriate.

¢ Practices are in place that ensure the confidentidity of consumers who are deaf. In addition to
normal confidentidityissuesthat ariseinany mental health setting, specia confidentidity issuesarise
with consumers who are deaf. Although dinidans and consumers understand the importance of
confidentidity, this may not be true of untrained sign language interpreters who have not received
gpecid ingructioninworking in mental health settings. It isimportant to ensure that interpretersand
other gaffers understand and abide by the confidentiality mandates of the menta hedth setting.
Practitioners can provide servicesin settings that are not exdusively oriented to menta health—for
example, at public hedth offices. The codes of ethics that govern the activities of certified
interpreters require them to honor the confidentidity of persons for whom they provide services.
Inmany localities, persons who are deaf congtitute a smal community within a community, making
it difficult to maintain privacy. For example, several consumers who are deaf may participateinthe
same group-therapy session, or an interpreter may belong to the same religious or community
organizationas a consumer who is deaf. Althoughtheremay be no easy solutions to such Stuations,
it is important for menta health adminisirators and planners to be aware of these potentia
problems.

State Director s of Deaf Services

Perhaps the most effective systemmodificationto makeinimproving statewi de management of services
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is hiring a qudified statewide director of deaf services whose sole responsibility is to oversee the
establishment, coordination, and development of Statewide services for members of the Deaf
Community. ldentifying, interviewing, and sdecting candidates is likdy to involve creating steering
committees, holding regular stakeholder meetings, and having frequent communication with the Desf
Community and with state and locad mental health adminisirators. Qualified individuals who are deaf
should be gtrongly considered for such positions. In several states, persons who are deaf hold the
position of director of deaf services. Regardless of thar hearing status, candidates for this position
should be fluent in ASL and be able to relate closdy with members of the Deaf Community to serve
as aliaisonbetween the state mental healthsystemand consumerswho are desaf. Fluency in ASL may
be determined by a score of 4 or 5 on the Nationd Association of the Desf Interpreter Assessment
Program; ascore of “superior” or better onthe Sign CommunicationProficiency Interview; certification
by the Registry of Interpreters for the deaf at a C.lI. (Certificate of Interpreting) or C.T. (Certificate of
Tranditeration) leve; or an independent evaluation of communication skills by membersof the state’ s
Deaf Community, ensuring that the gpplicant can communicate fluently.

The gate director’s primary respongibilities may include the following:

¢ Coordinate and evauate through ongoing communication with the Deaf Community a statewide
programof community-based outpatient and inpetient servicesfor people who aredeaf withmental
illness, menta retardation, and/or substance abuse problems. Perform needs assessments and
continuing anayses of policies, procedures, and servicesto ensurethat programs meet theevolving
needs of this dient group, based on specific outcome measures set up with hep from the Deaf
Community. Manage a comprehensve budget to support the development and ongoing operation
of the program and monitor appropriate reimbursement for services provided through Medicaid
and other third-party sources.

¢+ Manage the development and implementation of complex initiatives, such as culturdly affirmetive
housing and employment programs, that involve severd leves of government and a variety of
agenciesto ensure they are appropriate to the needs of people who are deaf with menta illness,
menta retardation, and/or substance abuse problems.

¢ Supervise an ongoing program of staff development and in-service training to ensure that staff at
dl levds in the state mentd health system are knowledgeable to the extent necessary for their
specificjobsabout Deaf Culture and treatment i ssues associ ated withworking withindividudswho
are desf.

¢ Supervise and conault with staff members working with consumers who are deaf and their
immediae dinica supervisors.

¢ Negotiate and monitor the development of contracts for specialized services needed by the Degef
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Community, induding interpreter services and specidized aids to enhance the quality of life for
consumers who are deaf in keeping with the mandates of the ADA and other federal disability
rights legidation.

¢ Devedop internd policies and procedures addressing topics such as provison and funding of
interpreters, testing of TTY equipment, maintenance and publicationof TTY -accessible telephone
numbers, cgptioning of video materias, development of communication data fidds that capture
language preference, and TTY -accessible telephone numbersfor dl dient and provider databases.
Educational Needs

The state mentdl health systems must also consider the education that has been given to children who
are deaf. Theleved of education received by consumers who are deaf will make a difference in how
wel menta hedth providers communicate with them. State mental helth providers, then, should be
aware that the education of children who are deaf has beenviewed by many in the fidld as a series of
academic and pedagogic failures. Although people who are deaf demondtrate anorma performance
range on |.Q. tests, the average reading leve of high school graduates who are dedf is below fourth
grade (Braden, 1994; Hoalt, Traxler, & Allen, 1997). One of the man problems is that teachers
working with students who are deaf often lack the sign language proficiency and specidized training
required to adequately communicate.

One dtrategy being tried in some education settings isto provide indruction using a bilingud/bicultura
modd in which English istreated as a second language for deaf students, much as it may be taught to
students whose firg languege is Japanese or Spanish. In this case, teachers use ASL to provide
English-language ingtructionto persons who are deaf, building ontheir already devel oped or developing
ASL fluency. Although this approach appears promising, research on the methodology is far from
conclusve.

The lack of education for children who are dedf, epecidly the sgnificant Englishtlanguage deficits
experienced by many mental healthclientswho have prelingua deafness, hasimportant implications for
how menta hedlth practitioners communicate with them. For example, rdying on written messages,
TTY conversations, or captioned televisonis of little value if the consumer doesnot understand English.
The gate menta hedth sysem must find ways to partner withstate systems of educetion to effectively
communicate with consumers who are desf.
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Mental Health Services for Persons Who Are Deaf

Menta health services for persons who are deaf lag behind those for the hearing population in both
avalability and qudlity. Researchers have estimated that * betweentwo and fifteen percent of those deaf
persons in need of menta hedth services can obtain them” (Heller, Langholz, & Acree, 1986;
Steinberg, 1991 p. 281). An estimated 40,000 deaf Americans experience serious psychopathology
(Pollard, 1996), but only atiny percentage of them are recelving appropriate services and trestment
in either community or inpatient settings. Some in the fidd estimate that the quality and quantity of
menta hedlth services for people who are deaf lag as much as 10 to 30 years behind services for
people who are hearing (Moses, 1990).

In preparing to improve menta hedlth services for persons who are deaf and to address their unmet
menta hedth needs, it isimportant to consder the following questions.

¢+ What are reasonable and acceptable standards of “accessible and appropriate” mental health
services for people who are deaf?

¢ Wha are reasonable and acceptable standards of multicultural and multilingual competencies
among menta hedth professonds interested in serving people who are deaf?

¢+ What types of effective srategiesand programs can be implemented to hdp attract alarger number
of people who are deaf aswel as people from other minority backgrounds, both deaf and hearing,
for professond careersin the mentd hedth fidd?

¢ How can interpreter-preparation programs be asssted in expanding preservice and in-service
training opportunities for interpreters interested in working in menta hedth settings?

¢ Inwhat ways can the ddivery of menta heslth services be enhanced to meset the needs of diverse
groups of people of racia or ethnic minority backgrounds who are deaf? (Prominent among these
diverse groups are those who are African American, Hispanic, or Asian.)

Until concerted efforts are made to answer these questions, aswell as others, the qudity of menta
hedlth services for people who are deaf will continue to lag far behind services for the larger hearing
population. For amore extensve summary of the unmet mental health needsinthe deaf population, see
Andersonand Thornton(1993). According totheauthors, “ The chdlenge for the futureisto vigoroudy
advocate at the locd, state, and nationd leves for the highest quality of mental health services and
programs asis reasonably possible” (p. 228)
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Disability Rights Litigation

To compel mental hedlth syssems to provide services that are accessible to consumers who are desf,
deaf communitiesin many states have resorted to legd challenges based onfederd laws, induding the
ADA of 1990, the Rehabilitation Act of 1973, and the Civil Rights Act of 1964.

Nancy Doe v. Wilzack, filed by the Nationad Association of the Desf in 1986, won recognition that
psychiatric patientswho are deaf deserve morethanjust medicationwhenhospitaized. Thisand other
pre-ADA lawsuits caled attention to long-neglected rights of consumers who are deaf and spawned
numerous specidized treatment programs across the country (Willigan & King, 1992).

Recent ADA rulings, such as Cruz v. North Central Bronx Hospital and People v. Mid-Hudson
Medical Group (1995) in New Y ork state, have underscored the rights of patients who are deaf to
be provided with interpreter servicesininpatient and outpatient medica and psychiatric settings. Most
draméticaly, the U. S. Digrict Court in Floridaruled in Tugg v. Towey (1994) that Smply providing
menta hedth services through sign language interpreters does not congtitute equivaent servicesto the
ones hearing people receive and thus violatesthe ADA. The court mandated thet the agency inquestion
hire dinidans “with sgn language ability, who possess the training, education or experience and an
understanding of the menta hedth needs of the Deaf Community.” Aswelcome asthisrecognition is,
the dearth of professionas who have such qudifications makesit doubtful that menta hedth agencies
across the country can comply with such mandatesin the near future (Pollard, 1996).

Mental Health Professional Training and Education

Human resources and personnd training pose sgnificant barriers to the development of appropriate
servicesfor people who are dedf. Thereisaserious and widespread shortage of professondswho are
trained in deafness in a number of menta hedth fields, induding psychiatry, social work, nursing,
counsdling, case management, and thergpeutic recreation. Only afew educational inditutionsthroughout
the country prepare menta health professonas to work with consumers who are deef. For example,
each year Gdlaudet Universty in Washington, DC, graduates a amdl number of socid workers,
counsdlors, and psychologiststrained in deafness. A handful of other graduate programs train a few
students who have a particular interest or aptitudeinworking withconsumerswho are deaf. The need
for mental health professionals who are trained in deafness, however, far outstripstheir availability and
likely will continue to for decades. Nonetheless, state mental health systems have an obligation to
identify and hire competent personnd who can ddliver effective services to consumers who are dedf.

New Approaches to Training

To establish new and innovetive gpproaches to education and training requires cregtivity and learning
fromother programs. One proposa under consideration in South Carolinaisfor acollaborative effort
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among anumber of higher education ingtitutions in a distance-learning moded. The god is to develop
a unique teaching and research environment that brings together diverse resourcesin afield that has
traditionally been highly segmented, both in terms of geography and communication. One possble
approachincorporates a certificationin desfness within existing degree programs, enabling studentsin
avariety of mental health-related professions to specidize in serving consumerswho are desf. Another
strategy enables persons withtraining or experiencein deafness, suchas sgnlanguage interpreters and
family members of deaf persons, to develop gppropriate professond skillsin the mental hedth arena
through scholarships and trainee programs. Offering postdoctora felowships for professonds
interested in enhancing their knowledge and il level in working with consumers who are deaf and
understanding Deaf Culture is another innovative approach.

Membersof the Deaf Community need to be included indiscussions and planning activitiesfor training
mental hedlth professonds to work with them. Forums such as town hal meetings, workshops, and
socid events can provide an opportunity for themto interact with menta hedth and educetion officids
to discuss plans for improving training opportunities.

Training for Cultural Diversity

Menta hedlth service providers aso need to be well trained in issues of cultural diversity among
persons who are deaf. Of utmaost importanceisthe service provider's acceptance of each consumer’s
culture of origin and willingnessto bond withthat cultureinamanner that will alow the support systems
already inplaceto be of additiond ass stanceto the consumer who is deaf (Corbett, 1995). This points
to the importance of having a culturdly senstive and diverse saff to meet the needs of al consumers.
Anderson and McGee (1996) identified a number of factors that lead to success in post-secondary
education among minority students who are desf, including persstence in achieving gods, a strong
sense of pride, and effective advocacy ills on the part of both the individual who is deaf and
concerned family members.

Advances in Technology

Pollard (1996) points out that there is a paucity of trained professonds capable of directly serving
persons who are deaf with psychiatric disabilities and that this condition is likely to persgt into the
foreseeable future. One means of address ng this problemisthrough the use of technology. Since 1995,
the South Carolina Department of Mental Health has had positive results using video conferencing to
provide direct services to consumers in remote regions of the state. The results include significant
savingsintravel costs and time, faster accessby consumers and dinidans to menta hedthprofessonds
with sign language fluency, more gppropriate emergency intervention capabilities, better and more
frequent contacts between gaff and consumers, and safe and secure communicationusing a dedicated
integrated services digitd network (ISDN) telephone service. Two-way pagers dso are emerging in
deaf communitiesasa vita communication link and an effective means of service ddivery and support
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among professonds.

Services that can be delivered usng this technology range from psychiatric medication assessment,
trestment planning, and case coordination to individua and family thergpy, emergency interventions,
and forensic services. Not al of these services, however, are reimbursable through third-party payers
when provided usng this technology. As technology improves, and if third-party payments become
avalable for awider range of tdlemedicine services, it islikely that other stateswill followthis example
and usenewer technology asit is devel oped, thus spreading scarce professiona resourcesacrossmuch
wider geographic and population aress.

Statewide Deafness Advisory Panels

A statewide deafness advisory pand is very useful inestablishing menta heathservicesfor persons who
are dedf. Pand members may be drawn from some or dl of the following entities state menta hedth
agency, state commission for deaf and hard of hearing, state vocational rehabilitation agency, state
school(s) for children who are dedf, state depatment of education (specid education), state
association(s) of the deaf, state Nationd Alliancefor the Mentdly 11l effiliates state SHARE (Self-Help
Association Regarding Emoations) organization, interpreter organizations and traning programs, and
other interested organizations, induding agenciesthat provide menta headlthservicesto people who are
desf.

The advisory pand can be established by legidative mandate or asanad hoc group sponsored by the
state mentd healthagency. Initid effortswill likely be directed to such activities as needs assessments,
funding, state plan development, recruiting, and training. Each sat€'s individua needs will help
determine the pand’ sprioritiesand directions. In virtualy dl states, muchwork needsto be done, and
the resources are available to accomplish thiswork if planned and managed carefully.

The advisory pand should serve as asubcommitteeto the state mentd hedlth planning council, with a
least one member serving on both entities. That allows for more direct input by the Deaf Community
into the state mentd hedth planning process and for amore influentid voice from consumerswho are
deaf. Edtablishingthissubcommitteeis recommended rather than smply induding amember who isdeaf
on the planning council. This recommendation is not meant to preclude other persons who are deaf in
addition to the representative of the advisory panel subcommittee from serving on the menta hedlth
planning coundil.

Developing Funding and Service Structure
While each state and locality must respond to loca conditions and needs, it is usualy not feasible to

duplicate specidized services to the deaf population in each catchment area of a particular entity.
Rather, it is recommended that consideration be given to regiondizing services and dlowing service
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providersto operate within multiple catchment areas, through contracts or memorandaof agreement,
thus increasing the cooperation between agencies and alowing the mogt effective use of professona
expertise. Experience has shown that one mental health case manager who is trained to work with
consumers who are deaf can serve a population of 400,000 adults in the generd public, and one
additiona mental hedth professonal is sufficent to serve children and families within the same
population (Trotter, B., 1999).

Depending onloca public trangportation availability, it may be mogt effective to dlow gtaff mobility to
work in multiple mental hedlth Stes, rather than expect clients to travel to a central service office.
Resourcesto fund these services may be found inlong-terminpatient units where people who are deaf
are sarved (some unnecessarily), in resdential trestment programs where children who are deaf may
be placed (especidly if those childrenare being served out-of -state), and ingeneral Medicaid revenues.
Each state will likely identify unique funding sources. People who are deaf generdly qualify for
Medicaid services based soldy ontheir deafness, and digibilityfor reimbursement based ona particular
mentd illness diagnosisis not generdly required. Medicaid may thus be a significant financia base for
the development of these services.

Ensuring Service Access

Insome menta hedth systems, dthough the services exig, established entry points may not be readily
avallable to members of the Deaf Community. To correct this Stuaion, public mental health service
providers need to initiate dliances with agencies that have traditionaly served personswho are dedf,
such as vocationd rehabilitation, Deaf Community services, and specidized educationd inditutions,
including residential schools for the desf. These agenciescan then be asked to refer persons who are
deaf to the mentd hedthsystem. If the entire burden of seeking access remains with the consumer, the
consumer islesslikdy to take advantage of menta hedth services.

To engender trust and confidence, representatives of menta health service providers need to reach out
to the Deaf Community by attending socid events, rdigious functions, sporting activities, and other
events in which personswho are deaf participate. In addition, mental hedth centra authorities might
sponsor conferences and workshops to educate the Deaf Community about the benefitsand purposes
of behaviord hedth care. At an adminigtrative leve, providers need to include leaders who are desf
intask forces, committees, and focus groups designed to improve servicesto consumerswho are degf.
Once it becomes clear that the public menta hedth system is making a commitment to change,
confidence will spread throughout the deaf constituencies.

Sign Language Interpreters

Until enough mental hedlth providers are fluent in ASL, it isvita for mental hedth syslemsto provide
sgnlanguage interpretersfor people who are deaf. Signlanguage interpreters, however, canbe at once
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the most helpful and the most detrimenta aspects of the menta health service ddivery continuum for
people who are deaf. A well-trained interpreter can help menta health professonas understand the
world view and inner difficulties of a person who is deaf.
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Theinterpreter canaso assist the person who is deaf to develop agreater awareness of menta hedlth
treatment and program options.

There areimportant potential disadvantages that may not readily be gpparent to either consumers or
mental health professionals. Effective communication involves innuendo and emoations; in many casss,
aninterpreter only providestheillusonof efective communication. A hearing dinicianasks a consumer
who is deaf certain questions, hears responsesthrough the interpreter, and assumes communicetion is
occurring. A consumer who is deaf understands everything the interpreter signs, sees the interpreter
voicing the response to the clinician, and assumesthat communicationis occurring. Often overlooked
by both dinicianand consumer is the unavoidable involvement of the interpreter inthe interaction. The
interpreter may serve as both a vehide and a filter for communication, unconscioudy shielding both
parties from information or emotions that may be uncomfortable to the interpreter but perhaps vital to
the encounter.

Thisediting isanatural human process, not necessarily a by-product of poor training or questionable
ethics. The interpreter’ s own life experiences, educationd level, vaues, and attitudes influence the
communicationprocess. Clinicdans would be wiseto carefully monitor the interpreting process. A video
camera can be used to record aninterpreter’ s performance and then* back-trandated” to the clinician
usng another interpreter. The outcome may be quite surprising to boththe dinicianand the consumer.

It isgood practice, therefore, for providers to use only certified interpreters. There are two nationa
catifying bodiesinthe United Statesfor ASL interpreters. the Registry of Interpretersfor the Deaf and
the Nationa Associationof the Deaf’ sInterpreter Assessment Program. Inaddition, some states have
their own interpreter assessment programs. Currently, there is no recognized nationa certification
specificaly for mentd hedthinterpreters, but effortsare under way to develop criteria and certification
licensure procedures for this sub-specialty.

Menta hedth providers oftenfind that it is more effective to contract with one agency to provideafull
continuum of 9gn language interpreting servicesthanto attempt to identify individud interpretersonan
as-needed basis or to devel op “in-house” interpreting capabilities. Inmost communities, Sgn language
interpretersare not needed frequently enoughto judtify establishing full-time st&ff pogitions. If individua
case managers or service providers have to arrange for interpretersonan ad hoc bas's, the likelihood
of sarvice interruptions and professond errors increases.

Interpreting services usudly are not billable as a separate, third-party service category. Under the
provisions of the ADA, however, the cost of services provided by an agency canbe dightly increased
for dl patients served to cover the cost of interpreter services. The ADA vests the financia
responghility for providing interpreters with the service provider, not the consumer who is desdf.
Providing interpreting services for consumers who are desf is alegitimate service-
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delivery cost and needs to be built into an agency’ s funding formula. In some Stetes, at least aportion
of the interpreting costs are reimbursable by Medicaid.

Despite their potential drawbacks, interpreters are likely to continue to be one of the main modes of
service ddivery inthe mental healthfidd for persons who are desf. Professional training programs are
not gearing up to increase the number of fluently sgning, trained case managers, socid workers,
counsdlors, psychologists, and psychiatrists who are needed today, let done over the next several
decades.

Ingenerd, family members should not serve as interpreters in menta heath settings, regardless of ther
ill leve or willing