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RE-THINKING EMOTIONAL DISTURBANCES IN CHILDREN

by Thomas M. Young, Ph.D.

Four issues raised by the

Child and Adolescent Service System Program (CASSP) initiative

What is the nature of emotional
disturbances in children?

The nature of what we customarily have
referred to as "emotional distu:oance” or
"mental illness" in children is not sig-
nified adequately by those phrases. It
appears on the basis of accumulated

practice experience and research
(especially longitudinal research) that
what we refer to as "emotional dis-

turbance"” or "mental illness" in children
is more accurately described as behavior
that is disturbing to those who have to
live with it.

Case examples, when viewed in the
context of the more recent advances in
understanding and treating children con-

sidered emotionally disturbed, have led’

us here at the Portland State University
Research and Training Center to change
our own terminology regarding children
considered emotionally disturbed. We pre-
fer the phrase "emotionally handicapped"
because we believe it helps us shift our
focus from the child-as-problem to the
context-as-solution. It emphasizes that
emotionally handicapped children are
special children with special needs
requiring special environments - specifi-
cally, ones that can accommodate, adjust
to, or compensate for their disability.
This, it turns out, is consistent with
the World Health Organization’s perspec-
tive on disabilities as impairments that
are defined in terms of their functional

consequences in specific settings. Since
we are concerned wita linproving services
for emotionally handicapped children
and their families, we are concentrating
on research and training activities de-
signed to help parents, teachers, employ-
ers and the helping professions find ways
of modifying iiving, learning and work-
ing environments to accommodate, adjust
to and compensate for children with
emotional disabilities.

The CASSP initiative still rcfers to its
target population as seriously emotionally
disturbed children and adolescents. This
is a questionable practice that should not
be encouraged to ccatinue under federal
auspices. Continued use of this terminol-
ogy will allow the CASSP initiative to be
considered only as a "mental health" pro-
gram in a very narrow sense, namely, one
that funds and facilitates the application
of intrapsychic treatment techniques to
children and adolescents. Ail of CASSP’s
efforts at systems change will founder at
the service delivery level unless new
thinking emerges to guide the creation of
new forms of intervention that focus on
ways of modifying environments so that
children are no longer handicapped by
their emotional disabilities in those con-
texts. New thinking and new forms of
intervention will not develop if we all
continue to wuse the old words and
phrases. And this brings us to the second
issue.

continued on page 8
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,“““‘ffﬁ’“““*‘f‘-‘“‘"“‘ e FROM THE EDITOR

This is the first issue of a bulletin published by
the Portland State University Research and

ThomuM-»YounmPhD* Training Center to Improve Services for
Pmﬂpﬂnm"is"ﬂ . Scriously Emotionally Handicapped Children
JtmuL-an.BS . and Their Families. The center is funded by

Prothtnuer ' " i the National Institute for Handicapped Research
: : (NIHR) and the National Institute of Mental
Health (NIMH).

The primary activities of the center are:

A‘PA clnllln -tu't,t,pr - . .
B < ' 1. to conduct research on ways of improving

" Refouite s‘rﬁc!! : : services to help emotionally handicapped

’ Mm,yn c. MCM,M,.,D Cootdinator children and youth to live at home, learn in
school, and succeed at paid employment;

2. to develop training materials and programs
for professionals, parents and employers;
and

3. to serve as a resource center for other
individuals and organizations working on
behalf of emotionally handicapped children
and their families.

The specific thrust of this initial publication
is to introduce you to the center and its primary
activities. There are three major center projects:
Families as Allies, Youth in Transition and

'GR-ADUATESCHOOVOF socm WORK Therapeutic Case Advocacy. Each of these
B“"""R“' PhD., Dein: - projects is described in separate articles in this
N o issuc of the newsletter. In addition, we have a

REQ‘QN%‘B@?WC%WSTHUTE lead article by Tom Young titled "Re-Thinking
Arthur C-Emlen, Ph.D., Director Emotional Distarbances in Children." This arti-

¢!~ should be -.hought provoking and we hope
that it will elicit thoughtful responses to the

Research and Training Center issues raised by Dr. Young.
Reg:oml Reseaich Institute It is cur intent to publish the bulletin on a
Portland State University quarterly basis. Each issue will revolve around
P.O. Box 751 a specific subject area. We plan to clicit guest :
Portland, Oregon 97207 articles related to the primary subject area of
(508) 229-4040° the newsletter. For example, the next bulletin
will address issues of parent-professional collab-
Copyright©1986 by Regional Research oration in providing services to seriously emo-
Institute ‘ tionally handicapped children and youth. More

detail is provided on page 5. We are excited
about the progress of the Rescarch and Training
Center and its activities. We invite your com-
) , ments and criticisms regarding the issues and
We invite our audience to submit concerns raised in this pv’ ication.

letters and comments.

All Rights Reserved

3

EKC 2 FOCAL POINT Fall 1986

wll Toxt Provided by ERIC




.#

CENTER PROFILES

THERAPEUTIC CASE ADVOCACY
PROJECT

The Therapeutic Case Advocacy (TCA)
Project is in its second year and has been
warmly received by a variety of agencies,
organizations and institutions that serve
many of Oregon’s seriously cmotionally
handicapped youth and their families.
The project is developing a model for
delivering services to this population
which combines three intzgral compo-
nents:

1. casc man&;ement;
2. case advocacy; and
3. interpersonal therapeutic skills.

The goal of the service delivery model is
to provide a "system of care" for each
case that comprehensively addresses the
needs of emotionally handicapped youth
and their families.

It became apparent quite early in the
project that a model would need to be
applicable in more than one context.
Hence, a model of therapeutic case advo-
cacy, while utilizing the aforementioned
components, must have the flexibility to
make its appeal fairly widespread.

Two separate contexts were established
for developing such a model: one ap-
proach involves structuring the model for
use within a given agency (e.g., child
welfare, juvenile justice, public school, or
a mental health facility); and a second
approach involves a model that can oper-
ate among a variety of agencies which
serve a given client.

Both approaches of the model are be-
ing developed in conjunction with indi-
viduals and agencics who have had ex-
tensive experience in serving this trou-
bled population. This will help facilitate
the transition of therapeutic case advo-
cacy from a conceptual or thecoretical
perspective to a practical or applicable
sct of procedures.

The model and its development will
also benefit by receiving input from a
national, as well as a local, advisory
panel--each group possessing a broad
range of expertise in secrving emotionally
handicapped youth. Included among local

4

advisors are an attorney, an advocate, a
state hospital outreach coordinator, a
mental health facility executive director.
an administrator from the county juve-
nile court, a county mental hecalth pro-
gram specialist, and a unit manager from
the local branch of the state Children’s
Services Division. This range of repre-
sentation will help in the formation and
utilization of therapeutic case advocacy
locally.

In any form of therapeutic case advo-
cacy the idea of restructuring the youth’s
environment and related role players is
of key importance. This does not imply
forsaking the search for a medical or
psychological cure; however, it presents
the system of care approach as thec pri-
mary focus of treating the ecmotional
handicap.

The individuals and agencies with
whom we are working have graciously
welcomed the project. Collaboration will
allow the development of a viable model
of therapeutic case advocacy which uti-
lizes techniques and practice skills al-
ready mastered by professionals. There-
fore, collaboration will permit an ecasy
transition from the drawing board to ac-
tual service declivery. Moreover, working
collaboratively enhances the project’s po-
tential to identify and access resourcecs,
to identify systemic barricrs to good
practice, to expand nctworks and work-
ing rclationships, and to provide techni-
cal assistance to local service providers.
This has crecated an enthusiasm among
administrators, managers, and line staff
in youth and family serving agencics.

Currently several projects are in the
works. Our modecl of therapcutic case ad-
vocacy is being tested in a child welfare

Id

A comprehensive system
of care approach for treating
emotional handicaps
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agency and will be tested in two mental
health facilitics in the near future.
Drafts of the TCA Worker’s Handbook, the
TCA Workbook and the TCA Manual are
available. These materials will undergo a
year of field testing and will be revised
to reflect our experiences in the field.
An outline ¢f the TCA Parent’s Guide has
been developed and the first draft of this
guide is available as well. An annotated
bibliography of advocacy has been pub-
lished and 1is available through our
Resource Service; addendums will be
available as the bibliography is expanded.
The project staff is making plans for a
TCA Training Videotape that could be
used by workers across disciplines and
fields of practice. This videotape may
prove valuable to parents and families of
seriously emotionally handicapped child-
ren and will be available in mid-1987.

The future of the project will involve
evaluation of the model of therapeutic
case advocacy and the efficacy of the
training materials produced. This evalu-
ation of the model and training materials
will not be restricted to the Oregon com-
munity. indeed, to insure that the model
will have widespread appeal, test sites
are currently being considered outside
Oregon. Conceptually the approach ap-
pears both viable and cost effective; how-
ever, generalizing the results must occur
to determine reliability, validity and
overall credibility of the model.

YOUTH IN TRANSITION PROJECT

The Youth in Transition (YIT) Project is
a relatively new undertaking of the
Rescarch and Training Center. The pro-
ject was initiated during the 1985-86
funding year. The original intent of the
project was to employ a psychological
rchabilitation model developed by Dr.
William Anthony and his associates at
Boston University’s Center for Rehabili-
tation Rescarch and Training in Mentail
Health. While designed for use with
adults, we wanted to explore the model’s
applicability to adolescents who are
emotionally handicapped and in the pro-
cess of moving from youth serving sys-
tems to adult roles in the community. As
the YIT project has evoived during the
past year and our awareness of the tran-

t

sition issues faced by emotionally handi-
capped adolescents and their families has
increased, our conceptualization of tran-
sition programming and intervention
strategies which have an impact on the
service needs of this population has
broadened.

The psychiatric rehabilitation model
continues to serve as a guide for the YIT
Project. However, a literature review of
alternative models of service delivery
revealed that the psychiatric rehabilita-
tion model was only one of many ap-
proaches available which may be employ-
ed with emotionally handicapped adoles-
cents in transition.

In addition, important issues have
emerged which will influence the nature
of our work and the eventual products of
the project. These issues include:

I. an increased awareness of the variety
or transition programs and ap-
proaches currentiy being used by
professionals in special education,
mental health and vocational settings
with the developmentally disabled;
the need for an articulated transition
philosophy to be used by state and
program planners as a guide for
transition services;

3. the need for an initial assessment of
exemplary transition programs in or-
der to refine the concept of transi-
tion oriented services for emotionally
handicapped adolescents; and

4. the lack of literature oriented to the
transition needs of emotionally hand-
icapped adolescents.

Programming and
intervention Strategies for
emotionally handicapped

adolescents moving from
youth serving systems to
adult roles

+
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The concept of transition is complex and
must be addressed from a variety of per-
spectives. We are defining transition as a
progressive, developmental process to-
wards the assumption of adult role re-
sponsibilities. Inherent in this definition
are the accomplishment of adnlescent de-
velopmental tasks and the acquisition of
functional skills for role assumption in
three primary er.vironmental dimensions.
These dimensions include:

1. the social and interpersonal environ-
ment;

2. the employment and/or educational
setting; and

3. the daily living environment
(Halpern, 1979).

We view these three environmental di-
mensions as interrelated and inseparable
when designing and implementing transi-
tion oriented programs. Transition pro-
grams must address all three dimensions
in the services which are provided, and
must be anchored in terms of tecaching
and skill building towards the next pro-
gressive step in the transition process. In
essence, transition programs must be out-
come oriented rather than cure or symp-
tom oriented. In addition, many adoles-
cents who are emotionally handicapped
face a second transition: from institu-
tional settings to community alternatives.

The professional literature is beginn-
ing to indicate that in order to minimize
re-institutionalization, the most normal-
ized community oprions must be used.
This information directs us to the need
for a transition oriented philosophy
throughout the system of care for chil-
dren, adolescents and their families,
which has implications for both profes-
sionals providing services to this vulner-
able population and planners designing
service delivery programs.

Our proposed activities for the 1986-
1987 project year will address areas of
advocacy, information dissemination, and
an intervention based philosophy and
conceptualization of transiticn oriented
service delivery. Szecifically, next year’s
project goals are:

l. to advocate for the incorporation of
transition oriented services at both
the planning and program levels of
service delivery;

to continue refinement and begin
evaluation of a transition oriented
philosophy and intervention model
that address the transition needs of
emotionally handicapped adolescents
and their families; and

3. to provide state and treatment pro-
gram consultation in order to coordi-
natz a transition oriented approach
between special education, vocational
rchabilitation, mental health, child
welfare, and juvenile justice agencies
on behalf of emotionally handi-
capped adolescents.

An annotated bibliography describing
treatment programs, curriculum strategies
and intervention approaches to impact
the transition needs of adolescents is now
available. Program planners will find this
information helpful in designing transi-
tion programs. A transition oriented phi-
losophy guided by a principal based ap-
proach to service delivery will be imple-
mented in a residential program in the
Portland area this fall. An evaluation
mechanism will be part of this project in
order to assess the initial viability of the
approach. This information will be help-
ful te further articulate the concept

of transition as it applies to the emotion-
ally handicapped adolescent.

Reference

1. Halpern, A.S. (1979). Adolescents and
Young Adults. Exceptional Children,
45 (7), 518-523.

FAMILIES AS ALLIES PROJECT

The Families as Allies Project reflects a
particular set of belicfs about what the
rclationship between professionals and
families of seriously emotionally handi-
capped children should be. The project is
designed with the idea that the interests
of these children will be best served if
their parents and the service providers
with whom they are involved work to-
gether as partners on their behalf. This
collaboration should focus on developing
the very best cducational and treatment
program for each child within the best
possible service delivery system that can
be put together.
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Background

Relationships between  parents and
scrvice-providing professionals have
taken many forms over the years. Since
the first rccognition that emotional dis-
turbance can and does exist among
children, idcas about the causes and
proper treatment of emotional disorders
have influenced the relationships
between professionals and family
members. '

Different theorics about the etiology
of emotional handicaps cast parents in a
varicty of roles, both as perceived by
helping professionals and in their own
eyes. For example, explanations of cause
that cmphasize the importance of early
childhood experiences tend to portray
parcnts as (usually unwitting) villains.
In cther words, parents have somechow,
out of ignorance or even malice, either
failed to create the conditions necessary
for the optimum growth of their child, or
have allowed damaging events to be a
part of the child’s experience. From this
point of view it may be difficult for pro-
fessionals, who have cr _sen to dedicate
their lives to other people’s children, to
see parcnts as other than sick or, at best,
inadequate. Interventions developed from
this perspective range from family
therapy strategies designed to change
pathological family patterns to actions
such as removing children from their
(presumably pathogenic) homes. Parents
as well as their children may be secn as
"paticnts" in need of treatment. Whatever
steps are taken, a result of this perspec-
tive for many familics may be a sense of
guilt and shame associated with the
belicf that they have somchow caused
their child’s problems. Additionally,
parents may feel misunderstood,
alicnated and, at times, resentful of
professionals’ attitudes and actions.

In contrast, thcories featuring an
organic explanation for childhood emo-
tional disorders often cast thc parents,
along with their children, as unfortunate
victims of poorly understood biological
malfunctions. In this scenario, parents arc
likely to be seen as potential "clients" in
need of scrvice and support. The link
between theories of causation, models of
trcatment and the way parents and
professionals relate to each other may not

be as direct as is suggested here, and it is

certainly not as simple. The main point,
however, cannnot be denied: the rela-
tionship between parents of seriously
emotionally handicapped children and
representatives of the helping professions
has often been uncasy. Parents have
looked to experts for answers and
solutions and have been disappointed.
Professionals have often been frustrated
by what appears to them to be a lack of
motivation, resistance to treatment, or
other uncooperative behavior on the part
of family members.

The Families as Allies Project is aimed
at achieving a more balanced and pro-
ductive relationship between family
members and service providing profes-
sioaals. The project is designed to study
the parent-professional relationship and
to develop and tecach ways that
professionals and family members can
join forces to promote positive change
for children.

With regard to the etiology of emo-
tional handicaps, the Families as Allies
Project does not embrace a particular
perspective or theoretical orientation. The
evidence to support any theory is far
from overwhelming. In addition, know-
ledge about causation is often irrelevant
to the development of ways to promote
the growth and rehabilitation of handi-
capped children and adolescents. The
project does, however, operate from an
assumption with regard to theorics that
may cause professionals to blame parcnts
or parents to blamec themselves for a
child’s misfortune: even if they are true,
they are not useful.

Parent-professional
collaboration toward
improving services for
seriously emotionally
handicapped children and
their families
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{

Q
EMCB FOCAL POINT Fall 1986

Full Tt Provided by ERIC.




Project Activities

Survey of Parent Organizations. We have
completed a nationwide survey of sclf-
help, support and advocacy groups that
include parents of seriously emotionally
handicapped children among their mem-
bers. We conducted telephone interviews
with over 200 groups across the country.
A preliminary report of these research
findings is available through our
Resource Service.

Parent Organization Cirectory. Using in-
formation gathered from the survey, a
national directory of parent organiza-
tions has been published and is also
available through the Resource Service.
Addendums to the directory will be pub-
lished regularly as we receive infor-
mation on more organizations. We think
the directory will be useful to parznts
and professionals alike.

Annotated Bibliography. We have com-
piled an extensive annotated bibliography
of the literature addressing the relation-
ship between professionals and families
of handicapped children. The biblic-
graphy also contains literature pertaining
to parent self-help, support and advocacy
groups. We found a wide varicty of
groups described in the published litera-
ture. Some of them were organized by
professionals; others were initiated solely
by parents. Copies of this bibliography
may be obtained through the Resource
Service.

Finding Kindred Programs. Through the
parent organization survey and other
avenues, we have discovered a number of
innovative and exciting programs with
goals that complement those of our
project. Many parent organizations con-
duct training designed to help profession-
als understand the nceds and feelings of
parents of handicapped children. Some of
this training is conducted jointly by
parent-professional tcams that model the
collaboration they advocate. We plan to
feature some of these programs ia future
issues of this builetin.

¢ Networking. Although not included as a

formal goal in the original plan for the
Families as Allies Project, linking people
with common interests and nceds has
turned out to be an imporiant project
function. In particular, our activities
related to the parent organization survey
have stimulated a number of requests for
referrals from people who want to start
parent support groups.

Curriculum Development. We reccently
funded two curriculum developmeat
projects. The Parents, Let’s Unite for
Kids (PLUK) project of thec Montana
Center for Handicapped Children, in
Billings, is developing a curriculum
designed to promote collaboration be-
tween professionals and parrnts and to
promote systems change on bchalf of
seriously emotionally handicapped child-
ren and youth. A second curriculum is
being developed by the Parent Advocacy
Coalition for Educational Rights
(PACER) Center, Inc., in Minnecapolis.
They are producing a videotape which is
also aimed at promoting collaboration
between parents and professionals. Both
curricula are expected to be in place in
early 1987.

Parent-Professional Conference. In April,
1986, the Resecarch and Training Center
hosted a conference in Portland, Oregon.
Its purpose was to promote collaboration
between parents and professionals. The
conference was attended by delegations
of parents and professionals from each of
thirteen western states. These delegations
engaged in a process of devecloping
collaborative strategies which they have
begun to share with others and use in
their home states.

The conference format was designed
to serve as a prototype for similar
meetings in other parts of the country.
Such conferences are being planned for
the southcast region for the winter of
1986-87, the north central region for the
spring of 1987, and other regions for late
1987 and early 1988.

Complete procecedings of the western
conference are available through our
Resource Service. A summary of the con-
ference will be featured in the next issue
of this publication.
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Rethinking Emotional Disturbances
continued from page 1

Where are the children considered
"seriously emotionally disturbed"?

This is a serious poilitical problem. Most
of the CASSP target population is already
in the care of other systems (education,
child welfare, juvenile justice) with their
own legal mandates that typically do not
include the provision of mental health
seivices-~-meaning typically, individual,
group or family counseling/therapy by an
accredited or certified mental health
professional. Unless the CASSP initiative
(at both federa! and state levels of
government) redefines what constitute
mental health services, we can expect
that all CASSP will produce is a more
efficient method of referring or
transferring responsibility for seriously
emotionally handicapped children and
adolescents to existing community mental
health centers and state hospital units for
children.

If, on the other hand, the mental
health system (through CASSP) can rede-
fine what constitute "mental health ser-
vices" for scriously emotionally handi-
capped children and adolescents, then
substantial collaboration with other child
caring systems may be possible. But first
CASSP will neced a new mental frame-
work or paradigm to replace the tradi-
tional conception of mental health ser-
vices for this population. This brings us
to the third question or issue that CASSP
must address.

What constitutes "rehabilitation” for
chiidren considered "seriously emotionally
disturbed"?

CASSP has not addressed this issuc ex-
plicitly, only indirectly through its goal
of improving services for children and
adolescents with serious emotional handi-
caps. But cven in that context, CASSP is
attempting “systems change" through its
grants to individual states. Their objec-
tives arc admirable, but their strategies
may only re-shuffle existing arrange-
ments.

We think services can be improved to
the extent that they have the goal of cre-
ating and sustaining systems of carc that

$ environmentally based, functionally
specific, advocacy oriented and family

centered. This perspective is onec that
views the nature of rchabilitation as one
of care rather than cure. It also shifts
the locus of anticipated change from the
intrapsychic arena to the child’s environ-
ment.

While the goal of creating and sustain-
ing a system of care for the emotionally
handicapped child is a logical extension
of more recent understandings regarding
the nature of emotional disturbances in
children as discussed above, it has
practical conscquences as well. A system
of care approach organizes services
around the child rather than vice-versa.
It encompasses but does not require tradi-
tional notions of curc. And perhaps most
importantly, it combines the resources of
both natural and formal support
networks.

The system of care approach, then, re-
defines mental health services by shifting
the focus of intervention from the child’s
internal emotional state to the various
behavior settings--home, school, work and
play. In each setting, the "treatment is-
suc" is the extent to which those in the
setting understand and adjust to the
child’s disability by providing individu-
alized instruction, support and reward.
But as we have noted, for most seriously
emotionally handicapped children, thesc
various behavior settings are under the
control of oiher systems of care.

What this means in practice will vary,
of course, but the central issue is that it
is the interactions between the child and
cach of the living, learning, play and
work settings that bring mental health.
Rechabilitation is the modification of
cach behavior setting to the point where
the child can function at some level that
is no longer percecived as disruptive. In
concert thesc modified settings constitute
a system of care in which the components
may involve caseworkers, case managers,
foster parents and family therapists from
the child welfare system; probation offi-
cers, correctional counselors, recreational
or occupational therapists and youth ad-
vocates from the juvenile justice system;
teachers, guidance counselors and special
cuucation intructors from the educational
system; and reclatives, friends, neighbors
and clergy from the child’s natural sup-
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port system. This brings us to the last
issue for re-thinking.

What is the rcle of parents and
professionals in programs of
rehabilitation?

Historically, mental health pro-
fessionals and other service providers
have viewed parents as contributing to
the cause of emotional disturbances in
their children. That perspective viewed
successful trcatment as requiring either
removal of the child from the parents’
control and influence or treating them
simultaneously, or both. More recent
awareness of the iatrogenic effects of
removing children from their parents for
treatment, combined with the changes
practitioners have seen families capable
of making in response to various family
therapy/training/education  approaches,
have led to a re-examination of our
understa-:ding of parents’ roles in the
origin and evolution of emotional disabil-
ities in their children and of our assump-
tions regarding their proper role in pro-
grams of rchabilitation. Specifically,
practitioners have noted that parents of
children with special needs rarely receive
the information they require to under-
stand their children soon enough, but
that when they do, they are frequently
the most effective advocates for their
children,

There is a growing awareness that
most parents of emotionally handicapped
children would be more willing to act as
"casc advocates” for their children, if
only they could get the help they need
being parents. The question is whether
they can look to professionals for that
help and get it.

The CASSP initiative is actively pro-
moting the involvement of parents of
cmotionally handicapped children in
states’ efforts to plan improvements in
services for emotionally handicapped
children, But ultimately it would seem
necessary to promote professionals’ in-
volvement in helping the parents as par-
ents. It scems doubly unfair to expect
parents to struggle first with parenting
their own handicapped child and then to
advocate for improvements in services
for other parents’ children. It seems both
more fair and more reasonable for pro-

4 fessionals to collaborate with parents in

both roles and their respective tasks. The
system of care approach put forth here
would provide a natural opportunity for
both parents and professionals to work
with and learn from cach other. Both
could share the burden of parenting and
creating a system of care that combines
formal and natural support networks on
the individual "case" level. And perhaps
both could share the burden of
attempting advocacy at the "systems"
level and sustain each other during the
inevitable frustrations and disappoint-
ments these 2fforts entail.

Beyond the issues of advocacy and
parent/professional  collaboration, the
system of care approach views family-
oriented efforts as essential to improving
services for this population. Every child
deserves to have a viable family and this
is no less true for emotionally handi-
capped children. In the system of care
approach, since children with special
nceds require special environments, the
child’s natural family may not have the
special resources to accommodate the
child’s disability. A specialized or thera-
pcutic foster family home may be the
special home environmen. neceded. But
this does not mean that the child’s natu-
ral family should be ecxcluded from the
system of carc. On the contrary, the sys-
tem of care approach implies that while
"home" and "family" need not be synony-
mous, both are desirable for sustaining
an ongoing system of care.

In summary, for the CASSP initiative
to succeed, it must de-mystify "emotional
disturbances" in children by defining im-
paired emotional functioning in terms of
specific living, learning, working and
playing contexts; initiate collaboration
with other child caring systems in the
creation and maintenance of systems of
care for cach child; and reform profes-
sionals’ attitudes and behaviors regarding
parents of emotionally handicapped
children.

Tom Young is an assistant prof:ssor of
social work at Portand State University.
He specializes in direct human services to
children, youth and families. Dr. Young
served as director of the Research and
Training Center during its first two years
of operation.
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THE NEW YORK LONGITUDINAL
STUDY

The following is a recview of the New
York Longitudinal Study, a study of be-
havior disorders in children. The results
of thc study werc authored by Stclla
Chess, M.D., and Alecxander Thomas,
M.D., first in "Genésis and Evolution of
Bchavioral Disorders: From Infancy to
Early Adult Life" , and subscquently in
Origins and Evolution of Behavior Disor-
ders: From Infancy to Early Adult Li fe2.

The Study

The study, begun in 1956, followed 133
subjeccts from early childhood to carly
adulthood. The focus of the study was to
identify and characterize tempcramental
characteristics and to study their influ-
cnce on normal and deviant psychological
development. Data sources included
parcnt and tcacher intervicws, school and
bechavioral observations, clinical cvalua-
tions, and direct interviews with the sub-
jects in adolescence and carly adulthood.

Temperament was measured in ninc
categorics in terms of the child’s activity

level, regularity in biological functions,

response to new stimuli, adaptability,
threshold of response, intensity of rcac-
tion, quality of mood, distractability and
attention span.

Within these categorics three "tempera-
mental constellations” were defined: the
"casy" child, the "difficult” child and the
"slow-to-warm-up" child. The casy child
was characterized by rcgularity, positive
approaches to new stimuli, high adapt-
ability to change, and mild to modcratc
mood intensity which is gencrally posi-
tive. The difficult child is charactcrized
by irrcgularity, negative withdrawal rc-
sponscs to ncw stimuli, non- or slow
adaptability to change, and intense mood
expressions which are frequently nega-
tive. Thec slow-to-warm-up child is char-
acterized by ncgative responses of mild
intensity to new stimuli, to which the
child would slowly adapt given rcpcated
contact, less tendency toward

irrcgularity, and mild intensity of
reactions.

The following arc some of the results
of the stuuy:

1. significant corrclations werc found
between:

o casy-difficult tempcrament at
age three and tempsrament in
¢arly adult lifc

e casy-difficult temperament at
age threce and adjustment in
carly adult lifc

e parcntal conflict at age three
and carly adult adjustment in a
ncgative dircction

e adjustment at ages three and
five and adjustment in carly
adult life

e clinical case status in childhood
(c.g., adjustment disorder) and
in early adult life

e clinical case status in childhood
and carly adult adjustment in
a negative direction

2. separation, divorce or death of a
parent was not predictive of carly
adult status

3. there were no consistent corrclations
based on sex of the child

4. childhood factors which corrclated
with a high risk for rclatively poor
overall adjustment and/or presence
of a psychiatric disorder in carly
adult life included: difficult tem-
perament, parental conflict and
presence of a behavior disorder.

These conclusions account for 34% of
the subjects. TEke authors explain that
the differcnces ia outcome for the re-
maining 66% may lic in cither variables
not rated in the study or in differences
in the secquences in which individual
subjects developed psychologically.

Theoretical Implications

In cases where behavior disorders devel-
oped in later childhood and adolescence,
a review of early childhood data did not
show symptoms of conflict and stress that
may have led to the disorder. In view of

Continued on page 12
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Continued irom page 10

this, the authors question Freud’s theory
that neuroses are acquired only during
early childhood.

The data do not support the theory
that anxiety plays a primary role in the
development of behavior disorders.
Anxiety appeared to be a consequence
rather than a cause of behavior disorders.

The concepts of goodness/poorness of
fit and consonance and dissonance were
useful in tracing individual developmen-
tal seqrences. The authors conclude that
"excessive stress resulting from poorness
of fit between environmental expecta-
tions and demands and the capacities of
the child at a particular level of devel-
opment..leads to disturbed behavioral
functioning" (Thomas,1984a).

Practical Implications

"Parent guidance" was used to improve
the goodness of fit for childhood clinical
cases. The emphasis of parent guidance is
to effect a change in the behaviors and
overtly expressed attitudes of the parents

¢

as well as altering other unfavorable
environmental influences. This technique
generally required only a few sessions
and was found to be quite effective in
the majority of cases. With few excep-
tions, the recovery lasted throughout
adolescence and early adult life.

The study offers a hopeful view of
human development. Emotionaily handi-
capped children can be helped. Family
patterns and behavior can be refashioned
and preventitive and theraputic interven-
tions can produce change amoLg all age
groups.
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Families as All:es Conference

The Families as Allies Conference was held in
Portland, Oregon, on April 28 and 29, 1986. The
mission of the conference was to promote col-
laborat.ve working relationships between profes-
sionals and parents of seriously emotionally
handicapped children and adolescents. Designed
as a working conference, parents and profes-
sionals from thirteen western states were invited
to attend. Representatives from the following
states participated: Alaska, Arizona, California,
Colorado, Hawaii, Idaho, Montana, Nevada, New
Mexico, Oregon, Utah, Washington and
Wyoming.

While the composition of each state delega-
tion varied, the goal was to assemble state dele-
gations composed of:

(1) policy-making, administrative and service
delivery professionals from the major public
systems that serve emotionally handicapped
children and youth, i.e., mental health, child
welfare, juvenile justice, education and
vocational rehabilitation;

(2) private service providers; and

(3) parents of emotionally handicapped children
and adolescents.

Each delegation was encouraged to meet prior to
the conference.

The keynote address was given by Susan
DeConcini. Ms. DeConcini is a practicing social
worker in the mental health field and is a child
care advocate. The keynote speaker’s theme of
mutual respect helped set the tone for parent-
professional collaboration and for much of the
work that occurred during the rest of the con-
ference. She noted, "It really is a partnership--a
joining of hands toget’ - so that everybody
wins." Parents of em..ionally handicapped chil-
dren are desperate for information ahout emo-
tional problems and are eager to learn coping
skills. Open communication between parerts
and professionals is essential. Subsequent

speakers, panelists, and workshop leaders pro-
vided conference participants with both
thought-provoking commentary and with ideas
they could adapt to their own circumstances.
Obstacles to parent-professional collabora-
tion were explored during the first day of the
conference. Theories of etiology of mental ill-
ness often unwittingly cast parents as villains
and are a serious obstacle to parent-professional
collaboration. These beliefs lead to profession-
als blaming parents, holding thcm responsible
and viewing them as pathogenic agents. Simi-
larly, parents often also believe they are to
blame for their children’s problems. This belief
may lead to guilt, shame, fear and avoidance of
mental health professionals, teachers, and others.
Professionals tend to view children’s needs
and problems from within the context and ca-
pacities of the agency in which they are em-
ployed and within a rzslatively short time frame.

Continued on page 3

Keynote speaker Susan DeConcini. (Photo by Tom Young.)
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FROM THE EDITOR
—-

This issue of Focal Point features the Families as
Allies Project, which is designed to promote
collaboration between families of children with
emotional handicaps and the professionals who
serve them. Project objectives include conduct-
ing relevant research, developing training cur-
ricula and other written materials, and de-
signing and presenting workshops and other
training events.

Included in this issue is a report about an
April, 1986 conference held in Portland that in-
volved equal numbers of parents and profes-
sionals from thirteen western states. This meet-
ing was one of the first public explorations of
our project concepts, and we were very gratified
by the positive response of most participants.

As a part of our research program, we are
currently conducting a survey in which we ask
parents about their experiences seeking and ob-
taining services for their children. We are also
involved in a search for innovative programs
and faculty within professional schools that en-
courage professionals to work collaboratively
with parents.

Curriculum development activities of the
Families as Allies Project are also featured.
Among these, we are happy to announce the
availability of training materials developed by
two parent organizations through an agreement
with the Research and Training Center.

Because one purpose of Focal Point is to
provide a forum for various points of view
about important issues regarding children and
their families, we are pleased to include an es-
say by Ira Lourie, M.D. and Judith Katz-Leavy,
M. Ed., of the Child and Adolescent Service Sys-
tem Program (CASSP) Branch at the National
Institute of Mental Health (NIMH). The essay
constitutes a response to an article by Thomas
Young, Ph.D., published in our last issue
entitled, "Re-Thinking Emotional Disturbance."
We hope that other readers will be stimulated to
express their ideas regarding these and other
important issues related to the mental health
needs of children and their families.
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CONFERENCE continued from page 1

Parents, on the other hand, have an ability to
see the many needs of the child and the family,
and thus the need for a wide range of services
over a longer time span. Parents, however, may
lack the knowledge and skills to put together a
long term comprehensive plan unassisted.

Professionals and parents are further con-
strained by the requirement that professionals
operate within agency policy and within the
limitations imposed by funding sources. Agency
policies and funding requirements are often im-
pediments to the delivery of appropriate
services to emotionally handicapped children.

The second day of the conference was de-
voted to developing strategies to overcome bar-
riers to parent-professional collaboration. Pan-
elists emphasized the importance of parent em-
powerment, the necessity for professionals to
examine their attitudes toward parents and to
view them as equals, and the value of parents’
equipping themselves +vith the knowledge and
skills needed to function as equal partners. One
presenter urged that we re-examine the theories
about the causes of emotional disturbance that
lead us to blame parents.

Additionally, a multicultural project that
trains parents to serve as trainers and that as-
sists parents to assume leadership roles, as well
as a project to develop parent support groups
and services for military families were
presented by panel members.

Following the presentations, members of
state delegations met together to develop action
plans and strategies for implementation upon re-
turn to their home states. Planned activities in-
clude efforts to better coordinate the activities
of existing statewide advocacy groups, commit-
ments to establish parent support groups in spe-
cific cities or regions, development of resource
directories, establishment of parents-training-
parents capabilities, development of parent
handbooks, publishing newsletters, and engaging
in legislative advocacy.

Nationally, four regional Families as Allies
conferences have been scheduled. For more
information, contact the following:

GREAT LAKES/APPALACHIAN REGIONAL
CONFERENCE
Illinois, Indiana, Kentucky, Michigan, Minnesota,

Ohio, Tennessee, West Virginia, Wisconsin
June 27 and 28, 1937

Bloomington, Indiana

Jim Killen (317) 232-7888 [IN]
Dagmar Plenk (608) 266-2712 [WI]
William Scott (502) 564-7610 [KY]
Donna Simonson (217) 785-2561 [IL]

MIDWEST REGIONAL CONFERENCE
Arkansas, Iowa, Kansas, Missouri, Nebraska, North
Dakota, Oklahoma, South Dakota, Texas
May 13 and 14, 1987

Overland Park, Kansas

Rock Richardson (405) 521-0044 [OK]
(Arkansas, Oklahoma, Texas)

Art Sands (913) 296-3774 [KS]

Kansas, Missouri, North Dakota)

Jose Soto ( 2) 471-2851 [NE]

(Iowa, Nebrwska, South Dakota)

NORTHEAST REGIONAL CONFERENCE
Connecticut, Delaware, Maine, Massachusestts, New
Hampshire, New Jersey, New York, Pennsylvania,
Rhode Island, Vermont, Virgin Islands

May 20 and 21, 1987

Albany, New York

Mary Armstrong (518) 474-8394 [NY]

Lencre Stern (717) 783-8335 [PA]

Joyce Wale (609) 987-2005 [NJ]

SOUTHEAST REGIONAL CONFERENCE
Alabama, District of Columbia, Florida, Georgia,
Louisiana, Maryland, Mississippi, North Carolina,
South Carolina, Virginia

June 12 and 13, 1987

Mobile, Alabama

Donna Glass (205) 271-9261 [AL]

Lucy Leslie (601) 359-1301 [MSj

Panelists Glenda Fine, Richard Donner and Cindy Boatman.
Topic: Obstacles to Parent-Professional Collaboration. (Photo
by Tom Young.)
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Update of States

Involved in the Families as Allies Conference

Alaska - Post-conference activities in Alaska
have addressed two areas:

(1) parent involvement and support at a
residential treatment facility; and
(2) governmental lobbying efforts.

A bi-weekly parent support group has been
established at a residential treatment facility in
Juneau. Parents of children served by this
residential treatment facility will serve on the
agency’s board of directors on an ongoing basis.
One member of the Alaska delegation has met
with the state’s CASSP project manager on
several occasions, and has worked with
legislators on an upcoming bill to establish an
Alaskan children’s trust fund, and also met with
many candidates prior to the November election
to discuss issues affecting children and youth.

Arizona - Members of the Arizona delegation
have not met on a formal basis. The
coordinator of the Arizona delegation did,
however, meet with the state hospital’s youth
coordinator and discussed the goals of the
Families as Allies Conference. The governor’s
representative on children, youth and families,
as well as other gubernatoria: staff members,
will be included in future efforts to improve
parent and professional collaboration.

California - California was unable to send a
formal delegation to the Portland conference
because of scheduling conflicts. The relevant
professionals in the state were meeting at the
same time as our conference to work on issues
of interagency collaboration in delivering
services to emotionally handicapped children
and their families. This same group plans to
meet again in the Spring of 1987, at which time
the issues of parent-professional collaboration
will be discussed. California has funded a
demonstration project in Ventura County to
develop a model of service delivery to seriously
emotionally handicapped children and their
families.

Colorado - The group representing Colorado at
the conference has not met on a formal basis.
However, the Department of Mental Health is

initiating the planning meetings for a forum to
be held in the Spring of 1987. The planners are
seeking to identify people throughout the state
who share an interest in advocacy efforts and
children’s issues. These individuals will be
invited to attend the forum. The objectives are
to:

(1)
(2)
(3)
(4)

(5)

share information on advocacy efforts;
tdentify children’s and families’ needs;
identify obstacles to parent-professional
collaboration;

plan for establishment of a broad-based
constituency; and,

form task groups to work on establishing
state and local advocacy groups.

Additionally, the Department of Mental Health
is formulating plans to replicate the Families as
Allies Conference for Colorado parents and
professionals.

Hawaii - Hawaii is a CASSP state with a strong
interagency network in place. The group
attending the conference included an equal
number of parents and professionals. This
group continues to meet monthly and planned a
December Hawaii Families as Allies Conferznce.
The conference was modeled on the Port.and
effort, and encouraged participants to attend as
parent-professional teams. In addition, the
CASSP project has hired a Parent Coordinator,
Ginny Wright.

Idaho - Idaho’s CASSP staff has taken numerous
steps to improve parent-professional
collaboration within the state. These efforts
include:

(1) the identification of parents of emotionally
handicapped children;

(2) parent and professional participation in
regional needs assessment surveys to
identify the essential components of an
Idaho treatment delivery system;

(3) coalition building meetings held in each of
Idaho’s seven regions with parents, mental
health professionals, tcachers and service
providers;

—4—
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' (4) a statewide CASSP conference involving

administrators, parents and professionals
held in Sun Valley in October; and

(5) publication of the first two issues of a
statewide newsletter. One page of each
issue of the newsletter will be devoted to an
editorial written by a parent or to the
discussion of parent issues.

Montana - The Montana delegation to the
Conference formed their cwn organization
called Montana Families as Allies. Since
Montana is a large state geographically, and
each of the five parents were from different
cities, the group has not been able to meet.
However, the state coordinator is in
communication with local coordinators to
encourage local efforts, perhaps in conjunction
with existing groups or organizations. The state
coordinator (a parent) is the only consumer on a
state task force charged with devising a legal
definition of emotional disturbance for
presentation to the state legislature. She has
also written an article for the Montana Mental
Health Association Newsletter.

Nevada - The members of the Nevada delegation
disseminated a brief press release to key state
and local professionals in which they described
the Families as Allies Conference. The
statement identified the lack of interagency
coordination as the most pressing problem
hampering the provision of services to the
state’s emotionally handicapped children.
Delegation members have not formally met since
the conference.

New Mexico - The New Mexico delegation has
maintained contact with each other. They are
working on two projects designed to help create
a statewide network for parents. The first is
the production of a videotape created by a
parent group. The videotape will ve used for
outreach to parents living in rural areas of the
state. The second project is the purchase of
space in the New Mexico Alliance for the
Mentally 11l newsletter dedicaied to children’s
issues. Both projects are funded by the Menta!
Health Bureau.

Oregon - Three support groups for parents of
children with emotional handicaps have started
since the April conference. These groups are

located in Portland, Lake Oswego, and
Monmouth. The Monmouth group has named
itself Families and Children Together (F.A.C.T.)
and is seeking support from the Mental Health
Association of Oregon. The Oregon Mental
Health Division (OMHD) has recently named
Faye Lindemann-Tayler as the Coordinator of
Programs for Children and Adolescents. This
appointment should increase the emphasis given
to children’s mental health issues in the state.
This is the first time in many years that an
OMHD position has been devoted exclusively to
children’s issues.

Utah - One member of the Utah delegation met
with the state’s Interagency Commission and
thercafter arranged for the director of the Utah
Parent Center to meet with the Commission. As
a result of these meetings, agencies will now
refer parents to the center. The center will
serve as the focal information center and will
direct parents to the appropriate resource.

Washington - A follow-up meeting to the
Portland conference was held in the Fall of
1986. The action plan developed by the state
delegation was updated and revised. The plan
includes a statewide parent-professional
conference in the second or third year of
Washington’s CASSP activities. The Washington
CASSP staff is conducting ongoing discussions
with established advocacy groups in the state to
assist with their advocacy efforts and to develop
strategies for working together. Three parents
serve on the state’s CASSP Coordinating Council.
In addition to the experience and skill he brings
to the position, the newly appointed assistant
CASSP Project Director is the parent of a
psychiatrically disabled child.

Wyoming - The Wyoming delegation has not met
as a group. One member of the delegation, who
has since moved out of the state, made a public
presentation in which she discussed the
conference.

—e
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A Perspective on Rehabilitative Services
Within the Child and Adolescent Service System Program

by

Ira S. Laurie, M.D. & Judith Katz-Leavy, M.Ed.

In the lead article of the premier issue of Focal
Point, Dr. Thomas Young challenges some of the
basic concepts of the Child and Adolescent Ser-
vice System Program (CASSP). Dr. Young feels
that the terminology of "severely emotionally
disturbed" children aad adolescents will focus
too strongly on the mental health aspects of the
child’s service needs and will lead to the devel-
opment of a narrow system of care and a focus
on behavior as perceived by parents and teach-
ers. He does this in face of the reality that
"severely emotionally disturbed" (SED) is an ed-
ucational term that is not found in the mental
health literature. This term has been adopted
by CASSP as an alternative to the concept used
in mental health to describe this population of
chronically mentally ill children and adoles-
cents. The national work group brought to-
gether to develop CASSP chose this definition in
an attempt to demonstrate the need for a broad
based continuum of care similar to the one that
Dr. Young suggests is needed.

Dr. Young implies that only by adopting a
rehabilitative model will CASSP be able to
create the appropriate continuum of care. In
the service of this conceptualization he states
that the Portland R&T Center has changed its
own terminology from "emotionally disturbed" to
"emotionally handicapped,” as he states, "because
we believe it helps us shift our focus from the
child-as-problem to the context-as-solution." On
one hand, it seems that this is just a semantic
quarrel which will not prove to be particularly
useful to the field in the long run. On the other
hand, Dr. Young urges a focus on "rehabilita-
tion" which we feel may well prove detrimental
to the promotion of developmentally focused
corrective services.

The use of the term "severely emotionally
disturbed children and adolescents” by CASSP
comes from the same concerns addressed by Dr.
Young. CASSP originally selected the term
"seriously emotionally disturbed” (SED) to pro-
vide as much consistency as possible with the
categories of eligibility used in the Education of

the Handicapped Act, P.L. 94-142. This initial
decision was indicative of CASSP’s commitment
to taking a total system-wide approach to ser-
vice delivery and to our acknowledging that
mental health services take many different
forms and are provided in a variety of cornmu-
nity-based se:tings by a broad range of agencies
and providers.

In the 1983 Concept Paper on the Child
Adolescent Service Systems Program prepared
by Beth Stroul, in the CASSP grant guid.lines
published annually, and again in the July 1986
monograph, 4 System of Care for Severely Emo-
tionally Disturbed Children and Youth, by Stroul
and Friedman, CASSP presented a set of five
basic parameters for defining the target popula-
tion. The first parameter addressed age limita-
tions, and was immediately followed by the
following two parameters:

o "The target population should include chil-
dren whose emotional problems are disabl-
ing based upon social functioning criteria.
Level of functioning is a critical variable
for children and adolescents, determining
the nature and level of care that is appro-
priate. Degree of disability or level of
fuactioning in family, school and commu-
nity contexts is of ten more meaningful than
mental health diagnosis in planning and
delivering services."

e "Children and adolescents includc { in the
target population should have a multiagency
need. Severely emotionally disturbed
youngsters require a range of services which
necessitates the involvement of multiple
agencies including mental health, health,
education, child welfare, juvenile justice,
and others."

Dr. Young proposes a system-wide approach
to service delivery which emanates exclusively
from the rehabilitation model. We, at CASSP,
feel very strongly that it should not. We con-
tend that there are specific problems in apply-

¢
O _FOCAL POINT Winter 1987

IToxt Provided by ERI

19




T

ing the rehabilitation modei to severely emotion-
ally disturbed children and adolescents which
should not go unaddressed. Rehabilitation is a
concept that has traditionally applied to adults
and physically handicapped children. In dis-
cussing the World Health Organization’s perspec-
tive on disabilities, Dr. Young states that the
Portland R&T Center is "concentrating on re-
search and training activities designed to help
parents, teachers, employers and the helping
professions find ways of modifying living,
learning and working environments to accom-
modate, adjust to and compensate for children
with emotional disabilities." Further, he refers
to "modifying environments so that children are
no longer handicapped by their emotional dis-
abilities in those contexts." Dr. Young appears
to view the disabilities of these youngsters as
static, disregarding the concepts of growth and
development as well as the possibility of
corrective change.

While rehabilitation, as used in the context
of the Portland R&T Center, should be a vital
component of any service system, a total focus
in that area will necessarily deny appropriate
options to those children and adolescents who
have the capacity to decrease their disabilities
through growth and psychological therapy. Our
view of intervention with severely emotionally
disturbed/handicapped children and adolescents
is based on the concept of habilitation or posi-

—4-

tive change. Orthopsychiatry describes the pro-
cess of corrective intervention. This has been
the traditional rallying point for child mental
health professionals, special educators, juvenile
justice specialists and child welfare workers for
years, and there is no indication that we should
give up on it now.

While rehabilitation, as discussed by Dr.
Young, serves an important role in the services
system defined by CASSP, the practice of cur-
rent rehabilitation agencies has not been child
and adolescent oriented to this time. For reha-
bilitation to take its proper role, there must be
adjustments i, how these principles are applied
to children. This is especially true in regard to
how the needs of adolescents are met as they
progress from the child to the adult service
systems.

Whether we refer to disabled children as
"disturbed"” or "handicapped" will not deter our
joint efforts to provide the most appropriate in-
tervention along a continuum of care that in-
cludes corrective therapies as well as
rehabilitative solutions.

Dr Lourie is the Assistant Chief of the Community
Service Systems Branch of the National Institute
of Mental Health. Ms. Katz-Leavy is the Program
Director of the Child and Adolescent Service Sys-
tem Program of the National Institute of Mental
Health.

4

Parent Organization Survey

From July, 1985, to February, 1986, a national
survey was conducted of organizations for par-
ents of children with serious emotional handi-
caps. This telephone survey was carried out by
regional centers of the Technical Assistance for
Parents Program (TAPP) and by staff of the Re-
scarch and Training Center. We gathered in-
formation about the history of the parent
groups, the activities and services provided by
them, their views of the current service delivery
system, and their plans for the future. An im-
mediate practical use of the information gath-
ered was to publish a national directory of par-
ent organizations which is available through our
Resource Center.

Some highlights of the findings include:

207 (100%) parent organizations in 47 states
were included in the survey. No
parent groups were found in Iowa,
Missouri and Wyoming.

60 (29%) of the organizations have an exclu-
sive focus on emotional distur-
bance and do not serve or include
other disabilities. Many of the
remaining organizations developed
in response to P.L. 94-142 and
serve families representing a wide
range of childhood disabilities.

205 (99%) vprovide education/information ser-
vices to parents. Of these, more
than threc-quarters provide spe-
cific information about emotional

Winter 1987 FOCAL POINT 7
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disturbance and the rights of chil-
dren and families under P.L. 94-
142.

provide parent training in such ar-
eas as coping with the needs of
emotionally handicapped children
and developing effective case and
systems advocacy skills.

engage in advocacy activities.

sponsor support groups that are
available to parents of emotionally
handicapped children and adoles-
cents. Only 52 organizations
(25%) provided support groups ex-
clusively for parents of this
population.

provide some type of direct assis-
tance to parents. These services
include assistance in dealing with
agencies or the public schools,
child care, transportation, respite
care, assistance with food, money
or shelter, and homemaker ser-
vices.

provide training or other services
for professionals. Most frequently
mentioned were information de-
signed to help professionals under-
stand the needs of families and
services aimed at improving the
working relationship between
family members and professionals.

184 (89%)

177 (86%)
131 (63%)

164 (79%)

196 (95%)

Asked about future plans, respondents iden-
tified the following areas as those in which they
would like to expand (as one of three choices):

Education/information for parents 109

Skills training 102 p
Advocacy 84
Support groups 70
Services to improve parent-
professional relationships 63
Direct assistance 61
Other services to pro.essionals 29
Counseling for pareats 25

Respondents were also asked about a num-
ber of service delivery system issues. Three is-
sues identified by a majority of respondents as
extremely important were:

There are not enough services for all
children who need them;

Low income or lack of insurance prevents
families from obtaining services; aud

Services are not available to children and
families regardless of location, i.e., geo-
graphical barricrs and maldistribution of
services create an uneven system of care for
this population.

A full report of the findings of the Parent Or-
ganization Survey is available through the
Resource Centcr,

F

Parent Produced Training Materials

The ¥amilies as A Project has funded two
parent organizations .. jroduce training materi-
als designed to promote parent-professional col-
laboration. Using videotape and a workbook
format, each product takes an informative,
educational approach.

The PACER (Parent Advocacy Coalition for
Educational Rights) Center in Minneapolis,
Minnesota has produced a professional quality
videotape entitled Parent’s Voices: A Few Speak
for Many. Intended for viewing by profession-
als, the tape features a narrator and three par-
ents (all of whom have children with diagnosed
emotional handicaps) discussing the experiences
they have had seeking help for their children.
The parents discuss their feelings of frustration

in their efforts to communicate with helping
professionals and their belief that they are of-
ten left out of the treatment process. They de-
scribe how poor coordination between agencies,
as well as the differing perspectives of schools
and various treatment workers, added to the
problems they were already experiencing. Al-
though the program is designed with a profes-
sional audience in mind, it should also be useful
for groups composed of parents or other
interested persons.

PLUK (Parents, Let’s Unite for Kids), affil-
iated with the Montana Center for Handicapped
Children, has drafted Parent Information Work-
book on Emectional Handicaps. Designed as a
self-teaching workbook for parents, it covers a

’
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range of topics and seeks to increase parcnts’
awareness and decision-making capabilities on
important issues. One section, "Being the Parent
of an Emotionally Disturbed Child," discusses
thoughts and feelings parents often must face
about themselves, their children, and the peonle
around them. Many of the comments come from
parents who have children with emotional hand-
icaps. Also included are information on various
diagnoses, types of professionals and treatments,
and legal aspects of the treatment and special
education systems.

PLUK has also producad two complete
workshop formats in the areas of parent-profes-
sional collaboration and systems advocacy. The
first workshop, Working Together: The Parent
Professional / Partnership, includes activities de-
signed to incrcase the understanding profession-
als and parent’s have for each other’s feelings,
needs and limitations, an examination of roles,

——

and stratcgies to promote coopcration. Making
the System Work: An Advocacy Workshop for Par-
ents, addresses topics such as the importance of
advocacy, power and problem-solving techniques
and strategies for making effective demands.
Each sct of materials includes a guide for train-
ers, copies of exercises, handouts and workshop
cvaluation forms. The materials are designed to
provide a complete set of information and mate-
rials needed for a day long workshop in cach
area. Topical modules from eack workshop can
also be adapted for shorter training sessions,
when needed.

These four new products should help en-
hance understanding and cooperation between
parents of seriously emotionally handicapped
children and the professionals working to help
them. Information about the workshop
materials cait be obtained {from the Resource
Service.

—o-
NOTES & COMMENTS

SEARCH FOR INNOVATIVE PROGRAMS.
CAN YOU HELP?

We are in the process of identifying innovative
programs and materials designed to help profes-
sionals learn to work collaboratively with fami-
lies of emutionally handicapped children. Many
professional training programs focus on familics
as the target for change (placing family mem-
bers in the role of paticnt) or stress the provi-
sion of scrvices to family members (placing fam-
ilies in the client role). Our focus in this scarch
is on programs that feature the role of parents
as partners, or allics in the process of asscss-
ment, planning, implementation and cvaluation
of services. We want to identify programs and
approaches that can be shared with faculty
members in professional schools, and with pro-
fessional organizations, parent groups, and other
intcrested individuals ard organizations.

Some interesting programs we have un-
earthed so far include a child psychiatry train-
ing program that uses parents as guest lecturers;
several parent-professional workshops that usc
role play and role reversal to increase the empa-
thy of parcnts and professionals for each others’
perspective; and a number of written materials
that re-cxamine or re-interpret traditional ways
of thinking about families.

—-

While we arc most interested in programs
and matcrials pertaining specifically to parents
of children with emotional problems, we know
considerable development has occurred in rela-
tion to groups such as adults with long term
psychiatric disabilitics, or children with condi-
tions such as mental retardation or developmen-
tal disabilities, chronic heaith problems, autism,
or learning disabilities. We welcome informa-
tion from any quarter that will help us promotc
profcssional training that includes a broad defi-
nition of "help" for familics, and encourages fu-
turc professionals to work with family members
in collaborative ways.

If you know of programs, matcrials, or pco-
ple we should know about, please Ict us know.
Thanks for your help!

NIKR NAME CHANGE

As of October 21, 1986, the National Institute
for Handicapped Research (NIHR) changed its
name to the National Institutc on Disability and
Rchabilitation Rescarch (NIDRR). NIDRR and
the National Institute of Mental Heaith (NIMH)
arc the two funding sources for the Portland
Rescarch and Training Center.

Winter 1987 FOCAL POINT 9
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PARENT-PROFESSIONAL TRAINING
PROGRAM LAUNCHED

A program to prepare parent-profescional tcams
to provide training to help other parents and
professionals learn to work cffectively together
will begin Spring, 1987. Through a contract
with the Georgetown CASSP Technical Assis-
tance Center, the Familics as Allies Project will
prepare curriculum matcrials and provide
training to participants from throughout the
country.

The trainecs will be parents and profession-
als identified through the regional Families as
Allics Conferences scheduled for May and June,
1987. During an initial week of intensive train-
ing in Portland, participants will incrcase their
training skills as well as learn to present spc-
cific content related to parent-professional rela-
tionships, parent support groups, and advocacy
strategies.

When they return to their own states and
communities, the parent-professional training
tcams will be available to conduct workshops,
provide consultation, and to tcach others inter-
ested in becoming trainers. They will also assist
in following the progress of the statc delegations
as they work to implement the state action plans
developed during the Familics as Allies
Confercnces.

HAWAII FAMILIES AS ALLIES CONFERENCE

On Dccember 6, 1986 the Hawaii Families as
Allies Conference was held in Honolulu. Ap-
proximately 130 parents and professionals
worked productively together, and accomplished
a great deal in the short time available. The
conference was instrumental in increasing the
awareness of public officials and tuc public-at-
large. Portions of the gencral session were tele-
vised by the local CBS affiliatc later that
cvening with an cstinated viewing audicnce of
over 42,000. An assistant to Hawaii’s ncw gov-
crnor, John Waihce, attended most of the con-
ference and participated in a small group scs-
sion that was very active in identif ying issues
and nceds. Conference participants drafted a
letter to the governor requesting a mecting with
a dclegation of parents and professionals.
Pursuant to their request, the Governer’s
Administrative Director met with confercrnce
representatives in January. The delegation was
composed of representatives from the CASSP of-

fice, the Mental Health Association, the state
Children’s Mental Health Services Branch and
two parcnts. The confcrence representatives
urged the recognition of children’s mental
health as a state priority, discussed the need for
a continuum of carc and offcred themselves and
their agenc’es as resources to the Governor’s
office.

The conference was sponsored by Hawaii
CASSP, the Mental Health Association in
Hawaii, the Office of United Self Help and the
Children’s Mental Health Services Branch of the
Mental Health Division of the Department of
Hecalth. Conference planners and participants
met with great success. The conference served
to stimulate increased activity on behalf of
children and families in Hawaii, and shows
every sign of being politically cffective as well.

NAMI CONFERENCE TO FEATURE PARENT-
PROFESSIONAL COLLABORATION

Parents and Professionals: Partners for a Change
is the titlc of a meeting scheduled for Septcmber
15-17, 1987 in conjunction with the 1987 con-
vention of the National Alliance for the Men-
tally 111 (NAMI). At present, there is hope that
parent scholarship funding may become avail-
able through statc CASSP offices. The meccting,
which will focus on families of children and
adolescents, will be held at the Washington
Hilton in Washington, D.C. For more informa-
tion, call NAMI at (703) 524-7600, or writc to
them at 1901 North Fort Mcyer Drive, Suite
500, Arlington, VA 22209.

PARENT SURVEY

The Familics as Allics Project plans to survey
parents of children with serious emotional hand-
icaps. The purpose of the survey is to identify
parcntal concerns about scrvices needed and re-
ceived, about intcractions with service pro-
viders, and about the helpfulness of various
sources of formal and informal support. The re-
sults of the survey wiil be used to develop in-
formation and training materials to promote
parcnt-professional collaboration. Although the
questionnaire will be completed by parents, the
coopcration of statc and local organizations will
be very imporiant t6 reaching a cross-scction of
parcnts. When fcasi®le, the use of a group sct-
ting for administration of the survey instrument

Continued on page 12
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Research and Training Center
RESOURCE MATERIALS

O Annotated Bibliography. Parents of Emotionally
Handicapped Children: Needs, Resources, and Relationships
with Professionals *

Covers relationships between professionals and parents,
parent self-help, support and advocacy groups, parent
participation, parents’ problems and guidelines,

O Annotated Bibliography. Youth in Transition: Resources
Jor Program Development and Direct Service Intervention*
Transition needs of adolescents: educational and vocational
issues, programs and curriculum, research overviews,
interpersonal issues, skills training.

O Child Advocacy Annotated Bibliography
Includes selected articles, books, anthology entries and
conference papers written since 1970, presented in a manner
useful to readers who do not have access to the cited
sources. $7.00 per copy.

O3 Families as Allies Conference Proceedings:

Parent-Professional Collabpration Towara Improving

Services for Seriously Emotionally Handicapped Children

and Their Families*

Held in April 1986 and attended by delegations from

thirteen western states. Includes: agenda, presentation
‘ transcriptions, biographical skatches, recommendations,

worksheets, and evaluations.

O Gathering and Sharing: An Exploratory Study of Service

Delivery to Emotionally Handicapped Indian Children*
Findings from Idaho, Oregon, and Washington, covering
current services, successes, service delivery barriers,
exemplary programs and innovations.

O National Directory of Organizations Serving Parents of

Seriously Emotionally Handicapped Children and Youth
The U.S. organizations included provide one or more of
the following services: education and information; parent
training; case and systems level advocacy; support groups;
direct assistance such as respite care, transportation and
child care. $5.00 per copy.

O Parent Information Workbook on Emotional Handicaps

This self-teaching workbook for parents addzesses topics
such as parents’ feelings about themselves and their
children, labels and diagnoses, types of professionals and
treatments, and legal issues. Single copies free to parents
of children with emotional handicaps while sup)lies last.
All others, $3.00 per copy.

O Parents’ Voices: A Few Speak for Many (videotape)

Thrze p.2tents of children with emotional handicaps discuss
their experiences related to seeking help for their children
(45 minutes). Brochure describes videotape and provides
purchase and rental information,

* Onc copy free per address while supplics last.

O Please send me the publications indicated above. $

] Change my address as noted beiow:.

NAME

ORDER FORM AND MAILING LIST Research and Training Center

3 Add me to your mailing list. [0 Take me off your mailing list.

O List my organization in the national directory. (The Research and Training Center will contact you.)

enclosed as appropriate.

ORGANIZATION

STREET ADDRESS

CITY/STATE/ZIP

TELEPHONE

' CHECKS PAYABLE TO: Regional Research Institute for Huinan Services
MAIL TO: Resource Services Coordinator, Research and Training Center, Regional Research Institute for Human Services,
Portland State University, P.O. Box 751, Portland, Oregon 97207, (503) 229-4040
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SURVEY continued from page 10

will facilitatc complction of thc questionnairc as
well as provide help to parents in interpreting
the questions. In addition to using the survey
results for training curriculum development, the
results may augment nceds astessment informa-
tion related to services for scriously emotionally
handicapped children in individual states. Par-
cnts willing to participate in this survey should
contact us dicectly by writing the Familics as
Allics Project. Your help will be appreciated.

OFFICE BURGLARY

Our offices were burglarized over the holidays.
Five computers were stolen. Onc computer con-
taincd the Focal Point mailing list on its hard
disk. Fortunatcly, the bulk of the list was
backed up; however, some later changes to the
list were lost. We have reconstructed the list to
the best of our ability, but some information
(such as changes in addrecs) may have been lost.
Plecasc bear with us and send any address or per-
sonncl changes to us again. We apologize for the
inconvcenicnce.

<

FOCUS: THERAPEUTIC CASE
ADVOCACY

The Therapeutic Case Advocacy Project is
developing a modcl to dcliver services to sc-
riously ecmotionally handicapped youth and
their familics. The model coordinates the
cfforts of youth scrving systems, organiza-
tions and agencics as well as the informal
supports in the client’s environment. Clicnt
centered systems of care arc cstablished
through casc advocacy, intcrpersonal inter-
ventions and care management. Collabora-
tion at the case, organizational and inscr-
agency levels is an integral aspect of the
concept.

The next issuc of Focal Point will fca-
turc the Therapcutic Casc Advocacy Pro-
ject. We are intcrested in hearing about
similar modcls of intecragency collaboration
at the local level and would like to high-
light them in our next issue. If you know
of programs or modcls with similar ap-
proaches, plcasc notify: James L. Mason,
Therapcutic Casc Advocacy Project
Manager.

PORTLAND STATE UNIVERSITY
Reseaich and Training Center

Regional Research Institute for Human Services
P.O. Box 751

Portland, Oregon 97207
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Therapeutic Case Advocacy: A Summary

Therapeutic Case Advocacy (TCA) is onc
approach to helping emotionally handicapped
children and their families. It is described here
as a multi-lev¢l model to improve services for
this population for two reasons, First, the ap-
proach typically requires planncd, coordinated
activity on three levels: the child ard family,
the lead organization providing services, and in-
teragency collaboration. Sccond, the word
"model” conveys the idea of what the real thing
might look like.

The model 1s a preliminary pattern, a plan
for guiding the actual process of helping emo-
tionally handicapped children and their fami-
lics. It is not a recipe. Any actual process of
helping guided by this model may vary from
that describet here according to individual
child and family nced, organizational capacity,
and community context. Necvertheless, there are
three core components of this model for helping
that, if adopted, would improve services for
emoticnally handicapped children and their
families.

The first is the use of case advocacy to cre-
ate an individualized system of carc for ¢ach
emotionally handicapped child and his or her
family. The second is the use of a set of inter-
personal interventions in order to engage the
child and family in the process of designing,
constructing and maintaining a system of carc;
persuadc others in their organizations to ap-
prove and finance certain componcents of the
system of care; and facilitate \iie interagency
collaboration necessary to coordinate the activi-
tics of staff from two or more agencics and
integrate them with the efforts of natural
helpers in the family’s personal community.
The third is the application of carc management
skills to sustain the child and family and, sclec-
tively, both the formal and natural helpers
contributing to the system of care.

The use of cach component is guided by
certain principles and requires certain skills
listed below.

Compoiient No. 1: Case Advocacy

Principles

1. The primary, over-arhing goal is to
create a system of care that surrounds
and supports the child and family on a
daily bazis.

2. The "targets” of case advacacy efforts of-
ten are people too. Nothing is to be
gaincd by declaring them cnemies; advo-
cacy can be partisan without being
adversarial.

3. Child and family involvement in ail as-
pects of the advocacy process is essential
so that one end result of the advocacy is
an enhanced capacity of children and
thecir familics to speak for themselves.

Skills: To Be Able To...

1. ldentify "target arcas” within an idcal
system of care.

2. Define the resource development task for
cach bchavior sctting cncompassed by the
system of care.

3. For cach bchavior setting, locate who
could provide alternative instruction,
support, and reward for the child and/or
family.

4. Acquire the history, if any, of previous
interactions between child/family and
potential providers.

5. Use the process of assessing the discrep-
ancy between whsat child/family needs
and what is currently provided to forge a
personal relationship with the provider.

The Bulletin of the Research and Training Center
to Improve Services for Seriously Emotionally Handicapped Children and Their Families
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Analyze the "price structure," in personal
terms, for mobilizing the modified set of
instruction, support, and reward desired
in each behavior setting.

Specify the basis for having leverage in
the situation.

Consider the effect of timing on the suc-
cess of a request to provide (or allow
provision of) alternative instruction,
support and reward.

Formulate and prepare contingency plans
in the event that the alternatives pro-
vided provoke a crisis between child/
family and provider.

Propose, persuade, or cntice potential
provider to try alternative instruction,
support, and reward.

Therapeutic Case Advocacy Project staff: (from left) Principal Investigator Tom Young, Project Manager James Mason, Center

Associate Katie Yoakum. (Photos by Marilyn McMarnus.)
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Component No. 2: Interpersonal Interventions

L.

Skills:
L

10.

Principles

The primary, over-arching goal is to
engage and sustain the child and family
in the process of working out a new
accomnodation between them and their
environment.

Interpersonal interventions are carried
out in the service of case advocacy and
management efforts to establish and

maintain a system of care, not vice-versa.

The use of interpersonal interventions is
not synonomous with providing psycho-
therapy. These skills are relevant to
work with both the official client and
with others in the client’s environment.

The Ability To...

"Listen with a third ear" for things others
would like to talk about but feel they
cannot.

Absorb verbal abuse and aggression in
response to the offer of help.
Understand and describe one’s own
feelings directly.

. Acquire an empathic comprehension of

another person’s difficulties and convey
that in both words and gestures.
Translate another person’s psychological
needs into plans for enhancing, restruc-
turing, or otherwise modifying his/her
environment’s provision of instruction,
support and reward.

Clarify one’s own role and the purpose of
the relationship, namely, to design and
establish a system of care.

Break a larger problem or difficulty
down into manageable but meaningful
tasks to be pursued sequentially.
Encourage repeated feedback on both
helpfulness of the relationship and the
process of accomplishing tasks.
Anticipate the demands that new accom-
modations among children, parents, and
their environments will make upon each
other and devise opportunities for respite
and reward as part of the process of
constructing the system of care.

Set enforceable limits on the behavioral
expression of anxiety, impatience, trus-
tration, or anger and negotiate the
consequences for when those limits are
exceeded.

*

Component No. 3: Care Management

Principles

L.

Skills:
L

The primary over-arching goal is to coor-
dinate, integrate and maintain a network
of services that together with natural
helping sources establish and support a
functioning balance beween child, family
and their environment.

The guiding idea behind care manage-
ment is the routinization of an individ-
ualized system of care that remains flex-
ible and adaptive over time as needs and
circumstances change. Accountability,
therefore, is ultimately to the child and
family.

The process of care management is more
important than its product. By definition,
the process is individualized, interactive,
and pluralistic.

The Ability To...

Assemble the people involved in each of
the child/family’s behavior settings to
design the individualized system of care
and each person’s contribution (the TCA
service team).

. Involve the child and {.mily in the pro-

cess and verify mutual understandings
and expectations.

Define goals for each component within
the system of care against which accom-
plishments can be assessed at a future
point in time.

Select a care manager from among the
members of the TCA service team.
Review plans for modifying the provision
of instruction, support, and reward in
each behavior setting and establish a
time/task chart that records who has
planned to do what and by when.
Schedule mecting times and places for
subsequent reviews and modifications of
the planned provision of alternative
instructions, supports, and rewards.
Establish measures of satisfaction with
the system of care to be completed by the
child, the parents, and each of the
constituent members of the system of
care.

Devise a system of 24-hour response ca-
pability for crisis intervention, prefer-
ably one that rotates responsibility among
team members.
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9. Create support systems for the providers The Role of Treatment
in the system of care.

10. Formally evaluate the adequacy of the In attempting to construct and sustain indi-
system of care from both the consumers’ vidualized systems of care, Therapeutic Case
and providers’ perspectives. Advocacy seeks to modify environments -- creat-

ing special environments for children with spe-

Assumptions 9ia1 needs. Th?r?py.or mental }.1ea1th treatrpent

is but one modification of a child and family’s
. environment. What is therapeutic about Thera-
vcrsi’fl ;voagst';?:gl:::?} a:}x:g ;(;:;:St;arl:yt::gtro pcutic.Case.Advoca.cy is the recalibration of ex-
’ pectations, instruction, support, and reward in
e ecmotional handicaps are affective and be- cach sector of the child’s environment encom-
havioral reactions to unmanageable discrep- passed by the syster of care. These changes
ancies between what a child is capable of make the child’s interaction with it more
and what his or her environment expects nianageable; and that is intrinsically therapeutic.
and provides in the form of instruction, Some people object to this point of view,
support, and reward; and preferring instead to make mental health treat-
ment more central. Our view is that while it is
o to be effective, the system of care must in- important, it is not central unless the therapist
clude both services from formal organiza- is reorganizing the interaction between the
tions and help from natural support net- child and his or her environment. It is precisely
works or personal communities. because those interactions are so difficult to

Communly
MentalHealth
Center

Management Treatment

Information Plan
Reviewers

Residential

Systems

Foster
Parents

Placement
Cendiers

Siblings

Parents

interpersonal
Interventions

Juvende
Court

Principal Minister

Program
Manager

Central

CASE LEVEL Otfice

ORGANIZATION LEVEL Probation

and Parole
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Recreation

INTERAGENCY LEVEL

Therapeutic Case Advocacy: ‘
A Multi-level Model for Interagency Collaboration t. fmprove Services for Emotionally Handicapped Children and Their Families
*
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change that this model is a multi-level model.
In many situations, only concurrent interven-
tions at all three levels can mobilize the
resources necessary to effect such changes.
Comprehending the model is made difficult
by its complexity. In part, this is because in
practical terms it is three models in one. It is a
practice model for working directly with emo-
tionally handicapped children and their fami-
lies. It is also an organizational change model for
managing the conflict within organizations that
is generated by the practice model. And it is an
interagency collaboration model for implementing
(creating and sustaining) the systems of care for
individual children and their families. The

"diagram is an attempt to describe the model’s

three levels in one picture.

What this diagram still does not depict ade-
quately is how actions taken at one level have
important effects on the other two levels. For
example, when a worker using this model unites
his agency and several others with the child’s
parents, extended family, and church to design
and implement a system of care, the worker is
engaged simultaneously at all three levels. The
initiative of his agency is an incentive for other
agencies to collaborate, as is the participation of
representatives from the child’s personal com-
munity. Simultaneously, the resources made
available through the interagency level provide
both incentive and enhanced capacity for those

at the case level to attempt modifications in the
instructions, supports, and rewards they bring to
the child’s interaction with their environment.

Conclusion

This model is still in the process of devel-
opment. We do not claim to be its sole inven-
tors. Many others in the field have provided us
with ideas, clarifying suggestions, and encour-
agement to proceed further in its development,
demonstration, and evaluation. At the present
time, therefore, our efforts are directed at the
preparation of a training guide and an evalua-
tion procedure. These will allow us to pilot test
the model’s introduction into a community and
aocument its effects.

We continue to learn of others’ efforts that
are similar or at least compatible with ours. We
are most cager to pursue the possibility of ar-
ranging a national conference at which those
working in these ways on behalf of emotionally
handicapped children and their families could
meet and share their experiences. If you wish
to participate in such a conference or to obtain
additional information about Therapeutic Case
Advocacy, please address your inquiries to us
c/o Marilyn C. McManus, Resource Services
Coordinator.

Thomas M. Young, Ph.D., Principal Investigator, Therapeutic
Case Advocacy.

4

Case Management or Care Management?

Some of our colleagues have asked whether
Therapeutic Case Advocacy is not just a form of
intensive case management. Others have ques-
tioned our use of the phrase care management
instead of the more familiar case management.
We would like to take this ~~»ortunity to clarify
our own point of view or ‘ssues raised by
these questions.

Both questions require a generally accepted
definition of case management from which to
proceed. That, of course, is part of the problem.
As Weil, Karls, and Associates have said in Case
Management for Human Service Practice, "case
management is a developing method of service
coordination and accountability in the human
services." (Weil, et. al. 1985:1) Recognizing the
diversity of conceptions inherent in a devel-
oping concept, they supply their own definition.

"Case management is a set of logical steps and a
pracess of interaction within a service network
which assure that a client receives needed
services in a supportive, effective, efficient, and¢
cost effective manner." (Weil, et. al. 1985:2)

They note that "throughout its history, case
management has had dual sets of goals -- one set
related to service quality, effectiveness, and
service coordination and the other related to
goals of accountability and cost effective use of
resources." (Weil et. al. 1985:2)

Care management is very much "a set of
logical steps and a process of interaction within
a service network"” with goals of maintaining the
provision of effective, coordinated services. But
it is not concerned with efficiency or cost effec-
tiveness. It is concerned only with the qualita-
tive response of the system of care created

IToxt Provided by ERI
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through use of the Therapeutic Case Advocacy
approach. Nor is it conce _ed with accountabil-
ity, except to the child ana his or her parents.
Finally, unlike case management, care manage-
ment includes persons in the informal or
personal community of the child and family.

We think these are very important differ-
ences. Too many applications of the case man-
agement concept have been "geared to the needs
of the service network" rather than to the indi-
vidual needs of clients and the development of
resources to meet those needs. The planned in-
clusion of the child and family’s personal com-
munity is part of Therapeutic Case Advocacy’s
view that the system of care will be managed
best by the people who care the most. Together,
we think these two differences shift the focus
in a fundamental way from the management of
a case to the continuation of personal care. As
the late Nicholas Hobbs put it: "No one wants to
be a ‘case’, and no one wants to be managed."
(Hobbs, 1979:30)

Modrcin, Rapp, and Chamberlain, in their
work to develop a model of case management
for use with (adult) psychiatric disabled popula-
tions, outlined the many roles case managers
were expected to fill and noted that they varied
according to which model for case management
was being used. They observed that the inten-
sity of the case management process increases as
the case manager assumes a greater number of
roles. (Modrcin, et. al. 1985:35-40) In this sense,
Therapeutic Case Advocacy certainly is inten-
sive, requiring a worker to fill the roles of
counselor, advocate, broker, manager, coordina-
tor, spokesperson, and (at times) therapist. But,
obviously, there is much more to Therapeutic
Case Advocacy than managing cases. The or-
ganizational level of the model, particularly,
adds a new dimension to most other models of
case management.

Modrcin, =t. al. also reviewed case manage-
ment research. They found "substantial dis-
agreement ovar the best way to operationalize
case management”; "no conclusive evidence that
case management significantly improves care"
for the chronically mentally disabled (adult)
population; and "experimental studies comparing
models of case management ... non-existent."
(1985:55-57)

More importantly, perhaps, for this
discussion are the findings they culled from
descriptive studies of case managers in mental
health settings. These findings suggest that the
case managers preferred not to be identified as

F

such, spent most of their direct client time
engaged in counseling or psychotherapy, and
underutilized community resources on behalf of
their clients. (1985:45-46)

We think the research suggests that, at least
in mental health settings, the therapist-case
manager dilemma first articulated by Lamb
(1980) remains unresolved. And further, both
the substantive content of case management and
its efficacy remain undetermined. For these
and other reasons, we have attempted to develop
a model of helping, Therapeutic Case Advocacy,
with a distinct role for care management within
it.

Therapeutic Case Advocacy views the coor-
dination of formal services and natural helping
resources as central rather than auxiliary. Its
foundation is the usc of case advocacy at each
of the three levels described in the lead article
and its goal is to modify those interactions be-
tween the child and his or her environment that
are handicapping. Instead of wrapping auxil-
iary services around mental health treatment,
Therapeutic Case Advocacy sees the system of
care that such services make possible as intrinsi-
cally therapeutic. In these ways, Therapeutic
Case Advocacy is of a different order than any
model of intensive case management.

Thomas M. Young, Ph.D., Principal Investigator, Therapeutic
Case Advocacy
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Interagency Collaborative Efforts

In the last issue of Focal Point we asked for
information regarding programs using inter-
agency collaboration to establish comprechensive
systems of care for seriously emotionally handi-
capped children and their families. The follow-
ing is a summary of the responses we received.

LANE COUNTY DIRECTION SERVICE
Eugene, Oregon
Marshall Peter, Executive Director

The agency addresses clients’ needs by arranging
coordinated interdisciplinary/inter-agency ser-
vice planning on both a long range and short
term basis, mediating between parents and pro-
fessionals and providing materials for training
workshops.

LANE COUNTY JUVENILE DEPARTMENT
Eugene, Oregon
Kevin Collins, Program Manager

Many juvenile of fenders are considered behav-
iorally disordered or emotionally disturbed. Ju-
venile department staff make daily contact with
clients’ family, school, work, recreational and
other settings to monitor client performance and
environmental support. Their interagency teams
have included judges, police officers, probation
and parole officers, training school personnel,
special educators, mental health providers, child
welfare workers, recreation workers, and alcohol
and drug treatment staff.

WEST VIRGINIA DEPARTMENT OF MENTAL HEALTH/
OFFICE OF BEHAVIORAL HEALTH SERVICES/ CHILD AND
ADOLESCENT SERVICE SYSTEM PROGRAM

Charleston, West Virginia

Susan Mann, Program Coordinator

This new organization is planning a statewide
conference designed to generate a sense of in-
teragency ownership of the problems associated
with serving children with serious emotional
handicaps. They may develop a task force com-
prised of conference participants who will
outline interagency protocol recommendations.

MAINE DEPARTMENT OF MENTAL HEALTH AND MENTAL
RETARDATION/ BUREAU OF CHILDREN WITH SPECIAL
NEEDS/ CHILD AND ADOLESCENT SERVICE SYSTEM
PROJECT

Augusta, Maine

James B. Harrod, Ph.D., Technical Assistance Coordinator

The project has three sites (Bangor, Portland,
and Saco) and is the central referral point for
parents, mental health professionals, educators,
and others who serve children with serious emo-
tional handicaps. The group works closely with
everal service systems, including education,
mental health, child welfare, and juvenile jus-
tice. Services arc tailored to the strengths and
needs of the child. Transition services are coor-
dinated and parents are assisted with education,
sclf-help, and other support activities. -

CONTINUUM OF CARE FOR EMOTIONALLY DISTURBED
CHILDREN

Columbia, South Carolina

Jeanne Rivard, Coordinator of Program and Staff Development

This small state agency’s mission is to ensure
continuing delivery of appropriate services to
seriously emotionally disturbed children whose
needs are not met by existing services and pro-
grams. Each child is assigned a service coordi-
nator who provides case advocacy and
management services.

THERAPEUTIC IN-HOME EMERGENCY SERVICES: A
PROGRAM OF THE CRISIS INTERVENTION CENTER OF
STARK COUNTY AND CASSP

Canton, Ohio

Carole Pastore, Program Coordinator

The center offers intensive in-home crisis inter-
vention and family therapy to prevent out-of-
home placements. Ongoing services are provided
following the period of crisis intervention.
Therapists are available 24 hours a day.

CHILD AND ADOLESCENT SERVICE CENTER DAY
TREATMENT PROGRAM

Canton, Ohio

Sandra Dragomire, M.A., Associate Director

The program relics upon a multidisciplinary
team and an active case management system.
Case managers follow-up on recommendations,
which may range from community/home visits
to contracts with social service systems.

Aruitoxt provided by Eic:
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We all belong to at lecast one community and
many of us belong to several. From our com-
munity affiliations we develop relationships
with individuals we trust and seek out to help
us interpret our experiences in the world. Many
families and particularly those with seriously
emotionally handicapped children need the sup-
port of this kind of community structure to
handle the pressures they face. Workers, too,
nced a source of support and encouragement in
serving emotionally handicapped children and
their families.

Systems of care can be structured in ways
that support both clients and professionals by
providing a collaborative environment con-
ducive to addressing the needs and solving the
problems encountered by seriously emotionally
handicapped children and their families. Such
care systems impart a sense of ‘community’ to
their members; that is, a common notion of pur-
pose, belonging, value to the group, a1nd mutual
support. In particular, such a systcm of care
will validate the client’s (child and family) role
in the treatment process, while relizving profes-
sionals from the burden of providing service in
isolation from other professionals znd the fam-
ily’s natural support network. A system of care
that supports clients, professionals, and other
concerned individuals is what we call a
"personal community."

4‘

The Personal Community

In addition to including individuals impor-
tant to serving the seriously emotionally handi-
capped child and family comprehensively, a
system of care is a personal community when it
encourages the development of supportive rela-
tionships among its members and is flexible, dy-
namic and, at times, even fun. The individuals
involved come to recugnize their interdepen-
dence and how they can function in complemen-
tary fashion. As a result, all of its members are
empowered and supported in working on behalf
of a particular child and family. The personal
community is personal in the sense that it pur-
sues client-specific needs and goals through so-
cial service systems that are essentially
impersonal.

Each system of care, then, can be structured
to serve as a personal community. It can con-
tain the peers, mentors, friends, and other
people we need to generate and maintain focus,
values, and goals. For seriously emotionally
handicapped children, their families, and their
workers this type of system of care envelops
them in a climate that supports and empowers
them in what tends to be very demanding and
often frustrating work.

James L. Mason, Project Manager, Therapeutic Case Advocacy

4

Process Evaluation of Interagency Collaboration Effort

The Therapeutic Case Advocacy Project (TCA)
conducted a process evaluation of an in-
teragency collaboration effort called CAPS,
funded by Multnomah County, for the Portland
metropolitan area. This undertaking encouraged
community mental health centers to work with
other child serving agencies in the community to
provide comprehensive, integrated services for
children and youth with emotional handicaps.
TCA staff were involved in the planning and
implementation of the CAPS p-oject, as evalua-
tors and consultants. A the end of the project’s
first year, TCA staff submitted a process evalu-
ation to the County which helped persuade the
Multnomah County Board of Commissioners to
fund the effort for another year.

The CAPS project model is similar to that

being developed by the Therapeutic Case Advo-
cacy Project, especially in the area of team
planning on the case level to develop a system
of care for each child. Due to the interest ex-
pressed in this local effort to ‘mplement inter-
agency collaboration at the practice level, TCA
project staff edited the process evaluation for
distribution to those in other communities con-
cerned with line level implementation of collab-
orative efforts. The evaluation report docu-
ments the planning process -- its problems,
compromises, successes, and pitfalls. The report
also includes a descripiion of the team process
and recommendations based on both partici-
pants’ and administrators’ observations. To
order a copy of this report, see page 11.
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Families as Allies Regional Conferences

Stratcgics to improve and promote collaborative
working relationships between professionals and
parcnts of children with serious emotional hand-
icaps werc the focus of four Families as Allics
confercnces held throughout the country during
May and June. Equal numbers of parcnts and
professionals met in regional conferences held in
Kansas, New York, Alabama and Indiana.

All four regional conferences addressed
problems of current service delivery systems for
children with cmotional handicaps and their
families, barricrs to collaboration between par-
cnts and professionals, and strategies to enhance
parent and professional partnerships. Partici-
pants in each of the regional conferences at-
tended as members of state delegations com-
poscd of parents, policy makers, program
administrators, and direct service providers.

Panels of parents and professionals in
Overland Park, Kansas, described barriers to ef-
fective services, and the successes and frustra-
tions in establishing a partnership between par-
ents and professionals. The panel members dis-
cussed common problems such as misdiagnosis,
the lack of respite care for parcnts, lack of
communication between zgencies in planning,
problems of transportation, and lack of compre-
hensive insurance to cover the costs of care and
treatment. Panel members emphasized the im-
portance of parent and professional collabora-
tion to enhance parents’ roles as sources of in-
formation about their children, and fully in-
volve parents as team members in the planning,
provision and evaluation of services. Parents
were urged to recognize the limitations and con-
straints experienced by providers, and to become
involved in local parent support and advocacy
groups to assist in the improvement of services
for children with emotional hardicaps.

The Albany, New York conference opcned
with a "Challenge to Partnership" by a profes-
sional and a parent. Obstacles to parent-profes-
sional collaboration were addressed through a
psychodrama experience that demonstrated that
both parents and professionals expericnce many
of the same frustrations in trying to reach a
common goal -- a better, more responsive systecm
of care. The participants then engaged in small
group, structured experiences which identified
ways parents and professionals can collaborate
in effecting change. A pancl presentation dis-

cusscd the organization of parent support and
sclf-help groups in a variety of scttings.

Participants in the Mobile, Alabama Fami-
lics as Allies conference attended a variety of
workshops decaling with support groups for par-
cnts, special education laws, working with cul-
tural and ethnic minoritics, and dealing with
multiple systems of care. Plenary session panels
spoke to the need for parent-professional collab-
oration and specific techniques and strategies
for creating and nurturing such collaboration.
A film festival on the second evening of the
conference provided participants an opportunity
to view sclected films on a variety of issues
concerning services to youth and their families,
including program examples and topical issues
such as AIDS education.

The Families as Allies Conference in
Bloomington, Indiana, spoke to a wide array of
problems and issues faced by those seeking to
improve the system of care. Workshop topics in-
cluded respite care, educational rights, legisla-
tive and case advocacy, case management sys-
tems, parent support groups, and community ad-
vocacy strategies. Keynote speakers discussed
the nature of the current crisis in service provi-
sion to children with emotional handicaps, the
importance of the parent-professional
partnership, and some recommended future
directions.

State dclegations at each of the regional
confcrences met to identify barrie s to col-
laboration and strategies to promote collabora-
tion within their individual states. Members of
cach state dclegation left the conferences with a
plan of action for their state, many of which
included proposals to improve coordination of
advocacy groups, develop parent support groups,
develop parent information packets, and offer
state level Families as Allies conferences.

w ¢
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NOTES & COMMENTS

IN MEMORIUM

Wc were saddened to learn of the death of Art
Sands, the administrator of the Kansas Child
and Adolescent Mcntal Health Services Cifice.
We extend our sympathies to his family and
friends. In addition to the personal loss to thosc
closest to him, his death is a loss nationally to
the Child and Adolescent Service System
Program, as well as to the people of Kansas. We
will remember him for his boundless energy and
devotion to children’s mental health services.

RESEARCH AND TRAINING CENTERS’
CONFERENCE AND CONGRESSIONAL
RECEPTION

The National Association of Rehabilitation
Rescarch and Training Centers (NARRTC) held
its ninth annual training conference in Washing-
ton, D.C. in May. The thirty-six rehabilitation
rescarch and training centers funded by the
National Institute on Disability and Rehabilita-
tion Research (NIDRR) are all NARRTC mcm-
bers. Highlights of the conference included
speeches by David Gray, Ph.D., NIDRR director
and the presentation of the association’s Distin-
guished Service Award to Connecticut Senator
Lowell Weicker, Jr.

The theme of the conference was facili-
tating personal independence through research.
Participants shared their rcsearch with onc an-
other and cxplored mcthods of enhancing per-
sonal independence through minimizing physical
impairments, improving the community envi-
ronment, improving vocational opportunities,
minimizing barriers found within particular cul-
tures, and improving family opportunity and
community linkages.

NIDRR Director David Gray explored the
concept of interdependence. He emphasized the
coequal relationship between professionals and
disabled paticnts or clients. For example, the
responscs of doctors and patients are not inde-
pendent; they are interdependent. Success
requires mutual effort and respect.

NARRTC’s Distinguished Service Award
was presented to Senator Lowell Weicker, Jr. at
the association’s first Congressional reception,
The reception, which was held in the Rayburn
House Office Building, provided the association

’,

with an opportunity to honor a member of
Congress who has contributed greatly to rchabil-
itation research. Invited guests included mem-
bers of Congress, their assistants, gucsts from
NIDRR and other government agencies involved
with rehabilitation rcsearch. Each of the re-
scarch and training centers had the opportunity
to exhibit its products and display its signifi-
cant accomplishments.

CASSP PROJECT DIRECTORS MEETING

The Child and Adolescent Service System Pro-
gram (CASSP) project directors held their Spring
mceting in Portland. Ira Lourie, Assistant Chief
of the Community Service Systems Branch of
thc National Institute of Mcntal Health, an-
nounced that CASSP would achieve branch sta-
tus. CASSP will have the distinction of
becoming the first children’s branch within
NIMH.

Featured presentations included an
overview of the Medicaid program, a summary
of the use of media by mental health agencics, a
rcvicw of paraprofessional partnerships with
troubled youth in Idaho, and revicws of the
Kansas Family Input Project and Washington
statc’s Strategic Planning Training Project. The
staff of the Portland Research and Training
Center presented overviews of the Therapeutic
Case Advocacy model and the Youth in Transi-
tion Projcct, as well as a review of videotaped
and written resources designed to promote
parent involvement.

The highlight of the mceting was a onc day
"Focus on Families" scssion. The scventy partic-
ipants explored ways to facilitate collaborative
cfforts between families and professionals. Par-
ticipants explored the similarities and differ-
cnces in the agendas of CASSP personnel and
familics, strategies for involving familics, the
lack of available respite services, and CASSP di-
rcctors’ need for knowledge about how to assist
in the development of parcnt support groups.
The Georgetown University CASSP Technical
Assistance Center is currently preparing a
summary of proposed solution strategics.

The Fall CASSP Project Directors meeting
will be held September 14-15, 1987 in
Washington, D.C.

continued on last page
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» Research and Training Center Resource Materials
O Annotated Bibliography. Parents of Emotionally L1 The Multnomah County CAPS Project: An Effort to
‘ Handicapped Children: Needs, Resources, and Coordinate Service Delivery for Children and Youth
Relationships with Professionals * Considered Seriously Emotionally Disturbed
Covers relationships between professionals and parents, A process evaluation of an interagency collaborative effort
parent self-help, support and advocacy groups, parent par- is reported. The planning process is documented and
ticipation, parents’ problems and guidelines. recommendations are offered. $3.00 per copy.

OJ Annotated Eibliography. Youth in Transition: Resources L) National Directory of Organizations Serving Parents of

Jor Program Development and Direct Service Intervention* Seriously Emotionally Handicapped Children and Youth
Transition needs of adolescents: educational and vocational The U.S. organizations included provide one or more of the
issues, programs and curriculum, research overviews, following services: education and information, parent
interpersonal issues, skills training. training, case and systems level advocacy, support groups,
direct assistance such as respite care, transportation and
O Child Advocacy Annotated Bibliography child care. $5.00 per copy.
Includes selected articles, books, anthology entries and
conference papers written since 1970, presented in a L1 Parent Information Workbook on Emotional Handicaps
manner useful to readers who do not have access to the cit- This self-teaching workbook for parents addresses topics
ed sources. $7.00 per copy. such as parents’ feelings about themselves and their
children, labels and diagnoses, types of professionals and
O Families as Allies Conference Proceedings: Parent- treatments, and lezal issues. Single copies free to parents of
Professional Collaboration Toward Improving Services for children with e.notional handicaps while supplies last. All
Seriously Emotionally Handicapped Children and Their others, $3.0C per copy.
Families*
Held in April 1986 and attended by delegations from O Parents’ Voices: A Few Speak for Many (videotape)
thirteen westem states. Includes: agenda, presentation Three parents of children with emotional handicaps discuss
transcriptions, biographical sketches, recommendations, their experiences related to seeking help for their children
worksheets, and evaluations. (45 minutes). A trainers’ guide is available to assist in
presenting the videotape. Brochure describes the videotape
O Gathering and Sharing: An Exploratory Study of Service and trainers’ guide and provides purchase or rental
Delivery to Emotionally Handicapped Indian Children information.

Findings from Idaho, Oregon, and Washington, covering
current services, successes, service delivery barriers,
exemplary programs and innovations. $2.00 per copy. * Onc copy free per address while supplies last.

ORDER FORM AND MAILING LIST Reseacch and Training Center

O Please send me the publications indicated above. $ enclosed as appropriate.
O Add meto your mailing list. O] Take me off your mailing list.
[] Change my address as noted below.

[J List my organization in the national directory. (The Research and Training Center will contact you.)
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NOTES & COMMENTS continued from page 10
WASHINGTON STATE FAMILY INITIATIVE

Washington Statc CASSP project staff are devel-
cping a comprchensive family support modecl
that includes crisis resolution, cducaticn, skills
devclopment, support and advocacy. They arc
secking curricula that have been developed or
can be easily adapted for usc with familics with
children who have ecmotional/behavioral diffi-
culties. Topical arcas include cffective ver-
bal/non-verbal communication, problem solving,
stress management/coping skiils, bechavior man-
agement, social support nctwork development,
service systems and case advocacy. If you know
of such materials, please contact: Dennis Olson,
Washington State CASSP Project, MS: GB-42F,
Dept. of -Sucial and Health Scrvices, Mental
Hecalth Division, Olympia, WA 98504.

NATIONAL SCHOOL STUDY

Jane Knitzer, author of Unclaimed Children, and
her colleagucs at Bank Strect College are
conducting a national study of how well schools
respond to children with emotional and behav-
ioral difficultics. She would welcome any in-
formation about individual programs and/or
school districts that arc particularly responsive
to the nceds of troubled children, and their
families. If you know of such programs or
school districts, or wish to sharc ¢ther perspec-
tives on the issue, she would welcome hearing
from you. Contact her at: Bank Street College
of Education, 610 West 112th Strcet, New York
City, New York 10025, (212) 663-7200.

F

TELEPHONE NUMBER CHANGE

The prefix for all Portland State University
tclephone numbers has changed. The Research
and Training Center’s necw tclephone number is
(503) 464-4040.

FOCUS: YOUTH IN TRANSITION

The Youth in Transition Project is de-
veloping an approach for addressing transi-
tion issucs faced by cmotionally handicapped
adolescents as they Ieave youth-serving sys-
tems and move toward the assumption of
adult roles. The next issuc of Focal Point
will feature the Youth in Transition Project.
We would like to identify innovative transi-
tion programs which scrve cmotionally
handicapped adolescents. Programs should
be oriented to facilitating the adjustment of
cmotionally handicapped youth to adult
roles. Social skills training, vocational op-
portunitics, and independent living cx-
periences are all critical componcents of a
transition approach. If you know of pro-
grams or modcls for youth with emotional
handicaps that have a transition focus,
please notify: Matthew J. Modrcin, Youth in
Transition Project Dircctor.
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