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Dear Readers:

It has been both an honor and an adventure for the Federation of Families for
Children’s Mental Health to conduct this study with Keys for Networking, Inc., our state-
wide organization in Kansas, and ateam of outstanding youth researchers. Thiswas a
unique project in which youth took the lead and adults provided training and technical
support. Thisfine product is atribute to the resilience, creativity, energy, and intelligence of
the young men and women with co-occurring mental health and substance abuse disorders
who designed the study and did the work. Blamed and Ashamed is a wake-up call to every-
one concerned with improving services for children and youth who have both substance
abuse and mental health problems.

We appreciate the cooperation of the Federation state organizations and chapters
throughout the country for their assistance in recruiting individual s to participate in the
focus groups. Mostly we are deeply indebted to the youth and their families who shared
intimate details of their lives so the rest of uswould really understand their experience. We
are conscious of thelir trusting us to use their stories with respect and compassion.

Blamed and Ashamed was presented as a performance by some of the researchers at
the Federation’s Annual Conference in December of 2000. Dr. Bert Pepper, a member of
the SAMHSA Advisory Council and an acknowledged expert on youth with co-occuring
disorders, provided background information on this problem and commentary on our
findings. His valuable remarks are appended to our report. We appreciate Dr. Pepper’s
validation of our work and his support of our recommendations.

We also gratefully acknowledge Dr. Nelba Chavez, Administrator of the Substance
Abuse and Mental Health Services Administration at the time this study was conducted.
Her encouragement, leadership, and financial support made this work possible. We thank
you for listening.

Sincerely,
Barbara Huff, Executive Director
Federation of Familiesfor Children's Mental Health

1101 King Street, Suite 420  Alexandria, VA 22314
(703) 684-7719 « Fax: (703) 836-1040
E-mail: ffcmh@ffcmh.org « Web: www.ffcmh.org
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Please feel free to make copies of this Executive Summary
for distribution to staff, friends, and colleagues — anyone who
cares about youth.

Executive Summary

This report presents the findings of atwo-year project in-
tended to document and summarize the experiences of youth with
co-occurring mental health and substance abuse problems and their
families. The purposes of this study were to offer youth and their
families the opportunity to reflect on and give voice to their experi-
ences, to identify their successes and concerns, and to formulate
recommendations so that a national audience might learn from their
experience and improve services. The work was funded by the
Substance Abuse and Mental Health Services Administration
(SAMHSA) in the U.S. Department of Health and Human Services
and conducted by two family-run organizations — the Federation
of Familiesfor Children’s Mental Health, Alexandria, Virginia, and
Keysfor Networking, Inc., Topeka, Kansas.

A unigue and key feature of the study was the high ownership
of youth throughout the process. Their control over the study led to
astrong sense of power which was key to establishing the trust and
comfort necessary for participants to think deeply about and hon-
estly share details and feelings about experiences that were very
personal — even painful.

Between 1997 and 1999, over 150 people from California,
Georgia, lllinois, Kansas, Maine, New Mexico, Virginia, West
Virginia, and the Washington, D.C. area were interviewed or
participated in focus groups. They represent a cross-section of
youth with co-occurring mental health and substance abuse prob-
lems and their families. Youth participating were from every ethnic
group and socio-economic status and ranged in age from 13 to 28.
They all shared the experience of having resided in both mental
health and substance abuse treatment facilities. Focus groups for
youth and parents were held separately. Once the focus groups

A unique and key
feature of the study
was the high
ownership of youth
throughout the
process.
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Any change
process occurs
when individuals

take responsibility
and start to do
things differently.
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were completed, audiotapes were transcribed and a meeting was
held in Kansas City to review and analyze the raw data. The Fed-
eration of Familiesfor Children’s Mental Health and Keys for
Networking, Inc. wrote the final report.

The findings of this study are powerful. Tragically, youth with
co-occurring mental health and substance abuse disorders and their
families rarely get the kind of help they need at the time they need
it. Services and supports are fragmented, isolated, and rigid. These
negative experiences, however, direct us to the changes that are
necessary to get better outcomes. Peer-to-peer support for both
youth and families, really accurate and useful information for both
youth and families, and combined treatment that includes families
are necessary. And most importantly, youth and their families want
to be heard and respected. They want a say in deciding what
services and supports they will receive, as well as where and how
they will be provided.

The report’s recommendations are framed in the spirit of
promoting positive change. They focus on how treatment, services,
and supports for youth with co-occurring substance abuse and
mental health disorders and their families are:

* thought about
* designed
* provided
 evaluated

The report’s recommendations are intended to stimulate
everyone who has an interest in this subject to reflect deeply about
what can be done to improve practices and outcomes. Any change
process occurs when individual s take responsibility and start to do
things differently. Therefore, the recommendations are directed at
providers, families, and youth. But they could be applied to awide
variety of individuals, aswell as programs and systems. In addi-
tion, the report offers SAMHSA suggestions for activities to fund
that would begin to address the key information and service needs
identified by this study.
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Recommendations for Providers

Listen carefully and attentively and treat youth and families
with respect and dignity.

* Rely on them to guide you in understanding who they are,
what they can do, and what problems they are facing.
» Usewhat you hear to reach your decisions and make your
recommendations.
Involve youth.
» Actively engage youth in designing and evaluating pro-
grams.

» Offer youth access to information, and a voice in the
decisions which get made about their treatment.

» Create opportunities for youth to help othersin treatment
and afterwards.

» Create options for youth to use their experience and turn it
into positive growth. Help them reclaim self-esteem.

Make sure families are included. Invite them into the
treatment process.

* Provide whole family treatment throughout the length of
time ayouthisin residential treatment to strengthen the
bonds that get broken when children are not living at home.

* Provide or link the family to services after the youth returns
home from treatment.

* Help parents understand the treatment process and help
them learn how to notice their child’s progress as well as
signs of relapse.

* Extend treatment to parents as well as youth.
*  Work with families to help them set realistic boundaries
and enforce the rules they can live with.

Offer services and programs that deal with youth in an
individualized way, treat each youth as a total person, and
include the whole family in the healing process.

o Offer choices and include information about the benefits
and risks associated with each one.

* Promote family-child interaction as core to treatment.
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Focus on the length of time the youth needs treatment
instead of the length of time afamily is able to pay for
services or their insurance is willing to cover it.

Combine substance abuse and mental health treatment—
only focus on one before the other if the drug use is so
serious that youth cannot function.

Deliver usable and helpful information on illness, treatment,
after care, and funding to youth as well as to parents.

Have friendly staff available to answer questions at conve-
nient times so families can ask their questions.

Provide easy access to information.

Develop information specific to “what to do if/when my
child relapses,” so parents, paraprofessionals, and clergy,
listen and help them without treating them as failures.

Educate youth and parents on the effects and appropriate
recommended dosage for prescription and non-prescription
drugs.

Include fathers especially; develop programsto inform and
support fathers.

Educate parents about the symptoms of abuse and the
effects of drugs so they can provide information to their
children and so they will recognize regression when it
occurs.

Develop public awareness of mental health issues and
positive models of treatment to disseminate in schools, to
families, and through youth groups.

Develop and disseminate press rel eases showing good-
looking role models taking prescription medication for
mental health needs.

Recommendations for Family members

Get involved and stay involved.

Listen to what your child is saying. Seeit from their point
of view. Walk amoment in their shoes.

Address substance abuse and mental health issues with
your child at the same time. Insist that treatment programs
address both. Know the treatment program, visit the pro-
gram, and visit your child. Be there and be there often.

4
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Support your child in treatment and “hear” what they have
to say about al their problems.

Praise your son or daughter for making progress and watch
for signs of regression, but remember, regression is part of
recovery.

Participate in evaluating the program as well as your child's
treatment.

Educate, educate, educate.

Tell other parents about mental health/substance abuse
issues and treatment.

Offer what you know to other families who need your
support and can benefit from your experience.

Offer your child access to information, and assure that he/
she has avoice in the decisions made about treatment
ISSues.

Respect your child’s and your own openness and readiness
for disclosure.

Read everything and ask for more.

Ask other parents who have been through this. They know.

Recommendations for Youth

Speak up and be heard.

Speak out about getting better: what is helping you, and
what you need to make progress.

Ask your parents to be part of your treatment. Ask them to
learn about the “treatment.”

Get reliable information and share what you know.

Educate yourself on what prompts regression. Know your
own weaknesses.

Know whom you can ask for help.

Ask to mentor or help other young people with problems.
They can benefit from what you have learned and what you
have accomplished.

Offer your expertise to treatment programs and share your
observations with staff.
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Recommendations for SAMHSA

Provide peer support

*  Fund peer-to-peer youth outreach and network devel op-
ment.

* Fund family-to-family outreach and peer support activities.
Facilitate information dissemination

* Fund amulti-stakeholder process to identify information
that is critically needed by youth and families.

e Fund family-run organizations to disseminate information
in usable formats and use strategies to get it to the people
who need it most.

Support collaboration and integrated treatment

*  Fund amulti-stakeholder process to promote collaboration
between the substance abuse and mental health systems,
agencies, and providers.

Fund a multi-stakeholder process to develop and disseminate
guidelines for providersto insure services for youth with co-
occurring mental health and substance abuse disorders are fully
integrated and effective.
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Introduction

This report presents the findings of atwo-year project in-
tended to document and summarize the experiences of youth with
co-occurring mental health and substance abuse problems and their
families. The purposes of this study were to offer youth and their
families the opportunity to reflect on and give voice to their experi-
ences, to identify their successes and concerns, and to formulate
recommendations so that a national audience might learn from
their experiences and improve services. The work was funded by
the Substance Abuse Mental Health Services Administration in the
U.S. Department of Health and Human Services and conducted by
two family-run organizations — the Federation of Familiesfor
Children’'s Mental Health, Alexandria, Virginiaand Keys for
Networking, Inc., Topeka, Kansas.

A unique and key feature of the study was the high ownership
of youth throughout. Their control over the study led to a strong
sense of ownership which was key to establishing the trust and
comfort necessary for participants to think deeply about and
honestly share details and feelings about experiences that were
very personal — even painful.

It was a new experience for youth to do this kind of work and
they needed substantial training and support from more experi-
enced adultsto carry it out. Throughout the project, both the youth
researchers and the family members assisting them had to work
through the tensions inherent in their different perspectivesto
devel op relationships which, in essence, transformed the traditional
ways adults and youth relate to each other. The youth were really
in charge. They learned how to exercise this new authority judi-
ciously and understand the consequences of their decisions. The
adults were really not in charge. They learned how to guide youth

A unique and key
feature of the study
was the high
ownership of youth
throughout.
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by providing training and support without the adults having the
‘last say’ about how the study would proceed.

A team of youth trained to be researchers designed the ques-
tions. They carried out the focus groups and interviews, and they
analyzed the data. Keys for Networking, Inc. and the Federation of
Families for Children’s Mental Health provided support, training,
and guidance, and compiled the information the youth had col-
lected. The youth on this research team came from all over the
country and did much of their work together via telephone confer-
ence calls facilitated by aresearcher hired to teach them. Family-
run organizations from around the country that focus on advocacy
for children with emotional and behavioral issues assisted by
setting up focus groups and arranging interviews so youth could
collect data from their states.

In the course of doing this study, both the youth and their
parents voiced many stressful, painful, and very personal experi-
ences related to the topic of addressing the needs of youth with co-
occurring substance abuse and mental health problems and their
families. The recommendations made as a result of these disclo-
sures cut across class, race, and cultures and are much more than a
simple critique of services. They point the way for policy makers
and practitioners who are committed to achieving better outcomes
in the future.

The youth and families who participated in or worked on this
study took arisk when exposing themselves with their public
testimony. Some youth and their parents were sharing their experi-
ences with each other for the first time during this process. Every-
one who took these risks did so because they wanted to help shape
public policy and improve both the mental health and substance
abuse service delivery systems for youth and their families. In
Kansas City, small groups of youth and family members met and
discussed the raw material separately. The responses and conclu-
sions of each group were shared in amanner that protected the
identity of the individuals. In other words, parents could not tell
which comments or experiences their own children had contributed
and youth could not tell what their own family members had said.

We learned much. Tragically, youth with co-occurring mental
health and substance abuse disorders and their families rarely get
the kind of help they need at the time they need it. Services and
supports are fragmented, isolated, and rigid. Peer-to-peer support

8
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for both youth and families, really accurate and useful information
intended for both youth and families, and combined treatment that
includes familiesis called for. And mostly, youth and their families
want to be heard and respected. They want a say in deciding what
services and supports they will receive as well as where and how
the services and supports will be provided.

How the Study was Conducted

The study included a series of activitiesaimed at: (1) improv-
ing the understanding of the needs of youth with co-occurring

mental health and substance abuse disorders and their families; and Youth and their
(2) providing policy makers and service providers with better families want to
information on how to respond to the needs of these youth and be heard and
their families. respected
Participants

Between 1997 and 1999, over 150 people from California,
Georgia, lllinois, Kansas, Maine, New Mexico, Virginia, West
Virginia, and the Washington, DC area were interviewed or partici-
pated in focus groups. They represent a cross-section of youth with
co-occurring mental health and substance abuse problems and their
families. Youth participating were from every ethnic group and
socio-economic status and ranged in age from 13 to 28. They all
shared the experience of having resided in both mental health and
substance abuse treatment facilities. Focus groups for youth and
parents were held separately.

Formulating The Questions

The team of youth researchers began with a series of interstate
conference calls to design the study process and develop questions.
Dr. Melissa Nolte, an independent evaluator and qualitative re-
searcher whose specialty is participatory evaluation, worked with
the youth researchers. Six conference calls were held with 10
youth and 6 adults to decide how to do the study, what to ask, and
how to ask the questions. Questions were phrased differently for
youth and for their parentsin order to capture their different per-
spectives. Yet, the questions for both groups addressed the same
broad areas of experience and explored the same three themes.

* What really worked to help you?
* How wereyour (or your child's) substance abuse and/or




Confidentiality
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provided and
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mental health issues addressed in the different treatment
centers?

What would you change?

Once the questions were devel oped, pilot focus groups were

held under the supervision of Dr. Nolte and Dr. Jane Adams,
Executive Director of Keys for Networking, Inc. Audiotapes of the
pilot focus groups were reviewed and critiqued by the youth
research team.

Training youth on interviewing and focus group techniques

Drs. Nolte and Adams provided focus group training, eliciting

group responses, and recording information. Ten youth (from
[llinois, Kansas, Montana, Ohio, New York, and Virginia) partici-
pated in the focus group training. The training covered six areas:

Each question was reviewed and its rational e discussed
including examples of “good” answers to each question and
guestions to use as probes for additional information.

Instructions were given to manage the logistics including:
arriving early, arranging seating, handing out questions,
locating restrooms, and other comforts for participants.
Procedures were established to go over all the questions
first, then solicit answers. Everyone was to be asked to
answer, if they elected to “pass’ the interviewer was to go
back to them.

Confidentiality procedures were provided and discussed.
Names would not be used (unless participants specifically
requested) and data would be gathered, so that parents
would be unable to identify responses from their own child.
Managing problems arising from participant’s discussion
and procedures to refer people to professionals were de-
tailed.

Instructions for telling participants how data was to be used
were reviewed, including how they could request a copy of
the final report.

Instruction on the use of tape recorders was provided,
including when to turn them on or off if participants re-
guested to go ‘ off the record.

10
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Each youth who was trained as a focus group |leader was
provided with afocus group kit that included everything needed to
conduct the focus group and record the data. The kit included:

* Rulesfor conducting the focus group.

*  Sign up sheets, which were mailed back to Keys for Net-
working, Inc. so participants could get paid.

» Audio tapes and tape recorder.

» Letter to giveto agencies, families, and youth to recruit
participants and explain the project.

*  Permission and consent forms with directions on how to get
these compl eted.

* Confidentiality statements and directions for obtaining
informed consent.

» Self-evaluation form for the focus group leader.

» Postage to mail everything back to Keys for Networking,
Inc.

Gathering Data

Family-run organizations across the U.S. were invited to assist
the youth researchers identify participants and convene focus
groups of youth and family members who had the experience of
both substance abuse and mental health residential treatments.
Trained youth interviewers from this project facilitated the focus
groups with the support of staff from Keys for Networking, Inc.
and the local family-run organizations. There were 10 participants
in each focus group; one third were groups of parents and family
members and two thirds were groups of youth. The youth research-
ers conducted atotal of 15 focus groups, held in California, Geor-
gia, Illinois, Kansas, Maine, New Mexico, Virginia, West Virginia,
and the Washington, DC area. Data from 4 focus groups was
discarded because the individual s participating in the focus groups
did not meet the criterion of having both a substance abuse prob-
lem and amental health disorder.® In addition to the focus groups,
Keysfor Networking, Inc. mailed questionnaires to ten parents
who couldn’t attend the focus groups themselves but who were
willing to participate because their own child had been in afocus
group. The questionnaires addressed the same issues that were
discussed in the focus groups. Keys for Networking, Inc. received
six competed questionnaires. These responses were added to the
data from the focus groups.

11

Family-run
organizations
across the U.S.
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1 Since participantsin
the focus groups were
recruited by other individu-
als, agencies, and organiza-
tions, the focus group
leaders did not necessarily
know in advance who was
attending. This left open the
possibility that some partici-
pants would not have co-
occurring disorders and the
experience of residential
treatment.
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Recording Responses

All the focus group sessions were audio taped. The tapes were
transcribed by Dr. Nolte who helped youth researchers at Keys for
Networking, Inc. compile al the raw datainto lists of responses for
each of the questions. Youth and parent responses were compiled
separately. Duplicated items were combined.

Analyzing the Data

The research team felt strongly about who was qualified to
analyze the data. They did not want to have some ‘outsider’ or a
person removed from the data analyze it. It was, therefore, decided
to hold a conference to examine the data looking for common and
recurring themes. The conference was held in Kansas City in
October, 1999. Twenty-nine individuals met for two daysto review
the information that had been collected, make sense of it, and
develop recommendations.

The participants in the Kansas City meeting were carefully
selected in order to insure that there was areal ‘ member check.
Individuals were selected because they had first-hand experience
with co-occurring mental health and substance abuse disorders and
were astute and courageous enough to speak openly and frankly
about it. In addition to this expertise, participant parents and youth
were selected to insure: (1) geographic distribution and representa-
tion from the sites where the focus groups were held; (2) social and
economic mix; and (3) racial and cultural diversity. Youth partici-
pants were both in school and out. Some were living with families
and some were not. Some of the young people had children of their
own and some didn’t. Some of the youth had been incarcerated.
Parent participants included an adoptive mother who is a school-
teacher, a husband and wife who are cooks, a mother who works
for anational policy organization, and a mother who directs a state
agency.

The group consisted of 12 youth and 17 adults. Among the
youth, four had conducted focus groups and three had been partici-
pants. Among the adults, nine served as workgroup leaders, facili-
tators, recorders, or provided logistical support during the confer-
ence. There were five parents (including three who had participated
in focus groups), and three adults with the experience, training or
skillsto provide support and structure for youth when the going
got tough for any of them. These three individuals were available
round-the-clock.

12
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Before getting started, this group acknowledged that everyone
had strong emotions associated with the subject and that both
youth and parents were anxious about talking about it in front of
each other. The working conference, therefore, opened with low
stress activities to help everyone get acquainted, build trust, and
express anxieties and expectations. Youth and parents anonymously
posted brief descriptions of their hopes and fears related to sharing
this very personal information. These descriptions are summarized
below to illustrate the range of emotions associated with the topic.
These feelings are likely to be present in any setting with youth
and their families where co-occurring mental health and substance
abuse disorders are discussed.

Hopes

I hope to:

» Keep an open mind about others’ experiences

* Hear others experiences

* | might touch others with my experiences

e Start something constructive for my life

* Help othersfeel freeto express themselves

» Haveareal and profound effect on services for children, youth and families

* Improve services for other young people who need assistance in dealing with
substance abuse and mental health

» Affect policies and make the process smoother for other youth facing substance
abuse and mental health issues

Fears

I'm afraid:

» Of coming forward with all the hurts I've experienced

* | will bejudged

* | will be embarrassed, frustrated, or say the wrong thing

* | will not touch anyone here. I'm afraid of hurting someone’s feelings.

13
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The Questions

1

10.

11.

Where would you go to get information about substance
abuse and mental health services?

How would you want information distributed to the com-
munity (schools, justice department, etc.) about substance
abuse or mental health issues?

How has your substance abuse and mental health affected
your family and everyday living?

Describe your substance abuse and mental health services?
What could have made those services better?

What was the first residential treatment session you re-
ceived like? How did you want it to be?

How could the initial residential treatment interview have
been changed?

What kind of residential treatments have you received for
your substance abuse and mental health issues? How were
your substance abuse and mental health treatments com-
bined? How would you combine them if they weren't?

Do you fed that your substance abuse led to your mental
health problems or vice versa?

What was your aftercare program like? What did you need
for astronger aftercare program?

What was more important to focus on when you started
your treatment, substance abuse or mental health issues?

How did you get into treatment? How did you want to get
there?

12. What decisions would you have liked to have made about

13.

your treatment that were different from the choices you
were given?

How were your parents' views on your treatment needs
different from your own?

14. Which are you more comfortable with, telling people that

15.
16.

you have a substance abuse problem or that you have a
mental health problem?

If you were to relapse, who would you tell and why?

Did they allow you/invite you to evaluate the services you
received?

14
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Responses to the Questions

There were hundreds of pages of transcripts from the focus groups and interviews. All were
filled with powerful statements about individual experiences, and each had features in common
with many others. The responses to the questions are summarized below and illustrated with

guotations from the transcripts.

Where would you go to get information about substance abuse and

mental health services?

Youth

Youth identified many sources where
they would seek information. These included
professionals or service programs such as
school counselors, narcotics anonymous, or
community mental health centers, aswell as
family members and friends. A few did not
know where they would go. In choosing where
to go, knowing that the source had experience
with the issues and was reliable and trustwor-
thy was important.

“1’d go to a friend, or someone with
experience, a peer. I’d go to a counselor at
school”

“| need someone | can go to as an older
role model, someone | can trust, ‘ peer advo-
cate’ someone who has been through this!

Parents

Parents did not know where to go other
than to agencies and programs that provide
substance abuse treatment or mental health
services. However, they said the information
they got did not help them recognize their son
or daughter was in trouble and needing help.

“ There was essentially no information
before our child went to treatment”

“| looked at church, youth groups, recre-
ational centers, movies, television, and treat-
ment centers for the right information —
nothing fit our situation.”
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How would you want information distributed to the community

(schools, justice department, etc.)
health issues?

Youth

All youth thought other youth were the
best source of information and suggested ways
their personal strengths and talents could be
used to distribute information (i.e., public
speaking, writing poetry, rapping, youth crisis
and warm lines). They advised that brochures,
tapes, public service announcements, and such
should be up-to-date and ‘real.” They stated
that word of mouth, preferably from peers, is
effective and suggested door-to-door cam-
paigns and personal testimony at rallies and
school meetings.

“1 think they just have to listen to my
story. | can give a lot of information because
it'sreal. | lost everything and have all these
health problems that follow and all that kind
of stuff”

“| think they should offer information
about symptoms, services, and programs
everywhere, so we can't, our parents can't,
missit and will have it when we need it”

about substance abuse or mental

Parents

Parents thought parents who have been
through it should educate other parents.

“ There needs to be a group of us, of us
normal parents, who have children who were
in trouble so we can relate to each other and
SO we can go out and tell other parents they
are not alone’”

About half of them also thought the
schools had arole to play and suggested using
“parents who have recovering kids to talk to
other parents’ during drug awareness week
and other school based opportunities for
parents to share information. They also recom-
mended:

“ Classroom resource guides so teachers
can incor porate discussions”

“ Internet, school-based health and
mental health centers, youth ministries, and
parent hotlines and information centers”
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How has your substance abuse and mental health affected your

family and everyday living?

Youth

Youth experiences varied. Most reported
that family life was really bad when they were
using drugs.

“ It basically tore the family apart”

“It's crazy around the house, like she
doesn’t trust me with anything”

“1I"mfighting hurt feelings. My family
turned their backs on me. They gave up on me
because of ignorance, pain, and frustration. |
am angry about that”

“1 just kind of quit everything”
Some of these young people also ac-

knowledged that their parent’s efforts at
supervision didn’t work.

“They tried locking me up in the house to
keep me away from guys, keep me off the
streets. It didn’t work, it make me madder,
made me run away.’

“ She wants to keep me off the streets and
it don’'t help. | just keep doing it cuz the weed
has control over meright now and | don’t
listen”

“They'retrying to help me out, you know.
| respect that, but it's my life”

Some youth described parental indiffer-
ence to their substance abuse or complicity
with it.

“My dad doesit too and it'saslong as|
do what | gotta do, he don’t really care”

“1"maround it everyday, since my mom's
boyfriend is always getting high downstairs.
She doesn’t really care because she knows

(continued)

Parents

Parents universally reported dramatic
changesin their family and in relationships
with their son or daughter.

“ Ripped it apart”

“ It changes your whole life, it really
does. It changes how you talk to people, who
you associate with, what you do, what plans
you make, and what plans you don’t make”

“The house is chaotic all thetime. We
have no life”

“ It changes every aspect of your life,
emotionally, financially, mentally. We're all so
busy with my daughter and running her here
and there. There's no time and no money left.”

Some parents stated that their child’s
substance abuse was actually a symptom of
other serious problemsin the family and that
highlighting the drug problems got them to
recognize they all needed help.

“| can’'t say that she tore up the family,
but she made the loudest noise and so we
started getting some help”

Many parents noted the change in their
own social lives.

“ Because you don’'t know what’s going to
happen tonight, you don’t socialize. You don’'t
have friends over, you don’t go other places”

Many also talked about added activities
and time-consuming responsibilities.

“Balancing caring for the family, caring
for this child, and protecting other children
fromgetting it is hard”

(continued)
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How has your substance abuse and mental health affected your family and

everyday living? (cont.)

Youth (continued)

that he givesit to me and my friends some-
times”

Youth also expressed specific concern
about the impact on schoolwork and especially
on younger siblings.

“ It affected our family in huge ways. | am
the bad apple. My mom vows that | will spoil
my brothers and sisters. | have’”

The few youth who felt there was little or
no impact on their family attributed it to their
family not knowing about their problem.
Youth felt punished and abandoned when they
were sent away. They felt “put away, ” asif
they didn’t belong anymore.

Parents (continued)

“ There are meetings four nights a week.
W\e eat dinner at eleven o’ clock at night.”

Parents described deterioration in rela-
tionships with their children.

“1 just couldn’t trust him anymore, for
anything. He would lie about the stupidest
things, whether he actually brushed his teeth
or not. But it seemsto be very, very important
for himto be able to be in control”

Parents recognized the conflict between
letting their son or daughter take responsibil-
ity for their behavior and doing al they could
to support their recovery.

“ Protecting vs. letting her take responsi-
bility isa push and pull thing”

“You try and make it work for them,
which we're not supposed to do, | know. But
we' re the moms. You do what you'’ ve got to do
to protect them?

“1 know my daughter hasto do it on her
own, but she’'s my kid and I’ ve gone this far to
keep her alive. It's hard to just back off”

Parents al so mentioned that the financial
drain, the stigma and shame “were transferred
to the whole family.”

18




— Federation of Families for Children’s Mental Health

Describe your substance abuse and mental health services? What
could have made those services better?

Youth

The youth talked mostly about their
experiences with counseling — individual and
group or family sessions. Their descriptions of
these sessions were very powerful and also
very negative. Youth felt ‘talked-at,” ignored,
‘set-up’, blamed, and disempowered by
counselors. Generally it was not helpful.

“It really sucked!”

“ The counselor made it seem like * Oh,
it'sall your fault. You're the one starting the
problem with your father’”

“All I knowis| didn’t likeit. My mom
and mejust sat there fighting the whole time”

“1f your parents wereto talk to them
beforehand then they make it seem like every-
thing is against you. It kind of felt like being
set-up”

“ They talked to me for like a half hour
and then the other half hour they talked to my
mom and that didn’t work for me because my
mom would have a different story than |
would. So we need to be in the same room so
like we could talk and she could listen and
understand”

“| guess he was scared of my dad, cuz
every time my dad would jump in, he would | et
my dad take over and say whatever he want.
He just had everybody in thereand it didn’t
work. Everybody would talk at the same time;
no one would listen to each other. He didn’t
have control of none of us!”

“They'll do a family session and they' Il
have everyone go against me. That’s actually

(continued)

Parents

Parents described substance abuse and
mental health treatment programs as oriented
toward treatment for adults. No program
successfully involved familiesin their son’s or
daughter’s treatment.

“ The adult substance abuse systemis not
prepared to deal with interested or involved
parents, let alone parent advocates. Adult
substance abuse treatments see parents who
areinvolved as ‘enablers.”

“ Pure AA systems make individual (s)
responsible for actions and consequences.
Young people need support from the family to
put it together. We need help to figure this
out”

Parents al so objected to the separation of
services by the substance abuse and mental
health systems.

“ Substance abuse and mental health
need to be addressed as equally important,
inextricably linked. Treatment centers don’t
see them as linked due to system division”

“We were told we'd have to enroll our
son in one program, finish that, and then send
him away to treatment. Our son was away for
two years and he did not come home recov-
ered from mental illness or substance abuse.
He was a stranger to us’

Parents talked about their need for infor-
mation: to know about kinds of treatments, to
know what works, to be involved in planning
the treatment for their child, to be included, to
learn new waysto relate to a family, to know

(continued)
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Describe your substance abuse and mental health services? What could have

made those services better? (cont.)

Youth (continued)

aterrible way to counsel somebody. It makesit
seem like you're stupid or you're bad”

Youth stated that they wanted counselors
who listened to them, who could see their
strengths, who were not judgmental, and who
could advise them about strategies for getting
along with parents or working on their prob-
lems.

“ 1 wanted to be listened to. | needed
support. | wanted someone who would hear
both sides, mine and my parents”

“The thing you don’t want, at first, isto
change. You want them to work with you and
point out the good points, maybe even be on
your side’”

“| wanted the first session to be where it
was just me and him, he would ask me ques-
tions, | would tell him how it went. He could
like maybe tell me how I could talk to my
parents, or whatever”

“ | needed individual and family counsel-
ing to help me explore my problems. Then |
needed help working them through with the
family”

One youth described a drug abuse class,
which she attended for one day.

“It was mostly police stuff like what
would be different kinds of arrest and what
would be a felony and all that stuff about what
would happen. It worked but | really didn’t
want to go.”’

Another described an anger management
program.

“ It was boring though, like an hour and
half, and | took like ten lessons but | didn’t
learn anything”

Parents (continued)

the signs of relapse, to set boundaries.

“They treated me like an interloper. They
made me feel like it was my fault”

“They didn’'t even talk to us until our
insurance ran out. Then he was all ours”
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What was the first residential treatment session you received like?

How did you want it to be?

Youth

Youth emphasized the importance of
neutrality and strength. They want treatment
staff to be fair, focus on the positives (rather
than the negatives which was the general rule),
and be strong enough to keep all sorts of
personalities in balance.

“Whoever isfacilitating needsto be
someone with a strong personality and “ neu-
tral” and not give in to the aggressive person
in the family”

“1 want them to make me feel like a
person, and not look down on me. It issuch a
negative thing and so much focus on the
negative aspects!

Young people also want the atmosphere
to be more welcoming and personal and they
want their families to participate.

“ Youth should be allowed to take some-
one they are comfortable with to the first
session’”

“ | was able to continue counseling and
therapy that fit my needs. However, my family
did not continue their therapy. So it didn’t
work in the end”

Parents

Parents stated that the whole family
needs help and it isinsufficient to focus solely
on one individual — even though that indi-
vidual may have very great needs.

“While the youth is in treatment, the
family should be getting special counseling,
then everyone should be brought together in
joint counseling. It all works hand-in-hand”

“ Family must participate because family
is affected. There needs to be something set up
for the youth to go into right after treatment”

Parents al so recognize that they need help
in understanding the treatment.

“ Parents need to know how to work with
their kids, understand them at their level, and
understand the treatment”

As much as parents are committed to full
family involvement, they also recognized that
sometimes their sons and daughters need some
private space.

“ Allow youth to express issues privately
so treatment is more effective in addressing
the issues”
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How could the initial residential treatment interview have been

changed?

Youth

Youth tended to describe their first
interviews as aformal event with a profes-
sional asking alot of questions or someone
filling-in forms that had to be signed. They
would have preferred situations that were
more personal.

“| felt intimidated, bombarded with
repeated questions by the interviewer”

“1 would have [ preferred going] one on
one with someone closer to my own age”

“1 got tired of all the questions?”

“They didn’'t ask me how | felt about
being there or if | wanted to be there”

Young people want to be treated with
respect and dignity.

“1"d like to be treated like a person not
just a case or money. Start with sensitivity, try
and get to know us. Be friendly and help”

“| was strip searched, psychoanalyzed,
and had to take too many tests, too many
guestions. | want to be treated like a human
being”

Keys for Networking, Inc. —

Parents

Parents characterized half of their initial
interviews as positive and half as negative.
They tended to evaluate the initial interview in
terms of how the interviewer approached their
son or daughter and/or how truthfully their son
or daughter responded.

“[My daughter] just danced in circles
with them —didn’t give them any information,
so they didn’t focus on what they needed to
do”

“1 was very impressed with him [the
interviewer] because he talked on my son’s
level. He wasn't judgmental or anything. My
son really related to him”

Parents admitted that they were ‘on
guard’ during the intake fearing they would be
blamed or their child would not be admitted if
they gave ‘wrong’ answers.

“ My input was based on the agency’s
perception of me as a parent. | was afraid they
would say it was my fault”

“ Our input was driven by the need to get
the child in treatment and safety rather than
our real issues. Treatment occurred before
they even talked to us”

Parents would have liked the initia
interview to be less formal, establish commu-
nication, and focus on the real issues that
brought them to the facility in the first place.

“ The interview needs to be more focused
on the youth’s needs at the time, instead of just
admitting to the treatment program”
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What kind of residential treatments have you received for your sub-
stance abuse and mental health issues? How were your substance
abuse and mental health treatments combined? How would you com-

bine them if they weren’t?
Youth

Youth see the inter-relationship between
mental health problems and substance abuse.
They reported that substance abuse treatment
without mental health treatment doesn’t work.
They recommend getting off drugs and com-
bining medication and working on the “real
issues” They value programs that help them
find out who they are.

“ They worked mainly on substance abuse
and | think they should split the time between
mental health and substance abuse because |
really honestly don’t know anyone who has a
substance abuse problem who doesn’t have a
mental problem”

“1"d first get you off of drugs and then try
to figure out what you were covering up with
your using and go from there”

“1 didn’t want to hear from someone else,
who | was. They basically help you understand.
They really got meto look at mysalf. The treat-
ment | received was pretty sufficient for both
mental health issues and substance abuse”

“When you're in [ substance abuse]
treatment you should work on also mental
health issues because a lot of your mental
health issues have to do with drugs’”

Some youth mentioned that lack of
family participation was a problem.

“When | was ordered to treatment, | was
forced to get services. My parents were not.”

“When it was over, | was sent back to an
unhealthy environment, back with parents who
sometimes use, back with parents who knew
nothing about how to help me”

Parents

Parents stated that their children needed
to be treated holistically as teenagers yet they
described a variety of treatment patterns —
some separate and some combined. These
included counseling, groups, alcoholics
anonymous, self-medication, inpatient treat-
ment, day programs, private psychologists,
and aftercare. Parents talked about the confu-
sion of service fragmentation and how often it
was their own efforts that resulted in combin-
ing treatment. Yet, they get no credit and much
blame.

“We need programs that deal with our
child as a whole”

“It was our responsibility as family
members to put the two together, substance
abuse and mental health. No one even offered
to help us sort this out”

“We need access to funding streams that
allow usto get servicesin both areas. We
don’t know when substance abuse is a prob-
lemor isthe problem mental health? How are
we supposed to know!”

All the parents mentioned the lack of
family participation.




Keys for Networking, Inc.

Do you feel that your substance abuse led to your mental health

problems or vice-versa?

Youth

All youth stated that their mental health
or emotional problems existed before they got
involved with drugs or acohol.

“ I neffective interventions with my mental
health symptoms resulted in my substance
abuse’”

“ My depression led me to using drugs to
try and work my way out of it”

“ | used substances to forget my prob-
lems”

Some also recognized that substance
abuse exacerbated their mental health prob-
lems or brought on new ones.

“ My emotional feelings led to my drug
use, but drug use led to a lot of mental health
problems down the road, so its like that vi-
cious cycle they talk about, one thing leads to
another”

“ My substance abuse fed my mental
health problems and made them much worse
than they actually were”
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Parents

Parents generally felt the underlying
mental health problems, largely untreated or
ineffectively treated, led their child to sub-
stance abuse. They saw substance abuse as a
form of escape from mental health problems
their sons and daughters did not understand.
They chided the substance abuse system for
refusing to deal with mental health issues.

“ Untreated mental health problemsled to
my child’s substance abuse”

“ No one at substance abuse even asked
about mental illness”




stronger aftercare program?

Youth

About athird had no aftercare program.
Comments from those who did were generally
positive but for some, “It was the same — |
hate going.” What works seemsto be an
individualized approach.

“They sent a letter in the mail directly to
me rather than my dad or mom, which made
me somewhat important. The fact that it was
personalized was really cool. Or for that
matter, they actually cared enough to write a
letter back”

“What | personally do, | go to aftercare
once a week, | go to a brief one everyday. And
| have a sponsor who | talked to everyday on
the phone and all my friends are clean and
they’re from my home group.”

“The sessions were all right, at least this
time. The counselor said, ‘Well, you know you
got a real bad temper, your father has a bad
temper, your sister has a bad temper. | guessit
just runs in the family. Nothing would have
made them better really, me and my dad just
never talk’”

“What | needed, they gave me, they gave
me a psychiatrist. | just wish that he would
talk longer, that's all. He just asks me common
guestions about how school is and thingslike
that cause he’'s on a tight schedule, cause he
always synchronizes his watch whenever |
speak to him”

Youth recommendations for stronger
after care include more opportunities to make
‘clean’ friends and to “discuss stuff” related to

(continued)

— Federation of Families for Children’s Mental Health

What was your aftercare program like? What did you need for a

Parents

Parents stated that they did not know
what aftercare was. They said there was no
such program and described concerns about
getting aftercare started but generally were
pleased with the services once they began.

“Until | find the right one, I’'mjust kind
of holding my breath that she can maintain
long enough to get started”

They mentioned making new friends and
having ‘ clean’ fun as being important for their
son or daughter.

“1t's helping more than an intensive
program. It's getting them involved with
people who' ve been through the program and
who are wanting to stay clean. Because that’s
the most important thing; they're going to
have to have new friends!

“ Just the camaraderie seems to be
hel ping more than anything.”

“1"mnot sitting in front of a counselor
pouring out my guts, | can go have fun”

In addition, parents mentioned long
waiting periods, little or no connection be-
tween residential treatment and aftercare, and
the adult treatment model that puts full re-
sponsibility on the youth and excludes the
family as being obstacles to overcome.

“ Young people are expected to take full
responsibility for themselves. | feel that the
service model needs to be revised to support
the youth in making aftercare a success”

(continued)
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What was your aftercare program like? What did you need for a stronger
aftercare program? (cont.)

Youth (continued) Parents (continued)
their treatment. They also suggested use of “ The parent as participant-family in-
younger staff and people they could feel volvement —is not considered favorable in
comfortable with and trust. aftercare. Youth need support until they can do
“| got to two to four meetings a week, it on their own. They are not yet adults’
and just going once to aftercare is not

enough”

“It'seasier to talk to people who are
around your age’”

“ Reliable peer or case management
would help”

Youth also mentioned that they needed

help from their familiesto get to aftercare
services and this was sometimes difficult.
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What was more important to focus on when you started your
treatment, substance abuse or mental health issues?

Youth

Youth were fairly evenly split on whether
their mental health or substance abuse issues
were more important to focus on at the start of
treatment. Those who favored treatment for
their substance abuse problems focused on the
physical danger they were in or their lack of
awareness of their mental health problems.

“1f | didn’t get off drugsthe right way;, |
was gonna die”

“1 wasn’t aware of my emotional prob-
lems or anything”

“ Sometimes it’s just overwhelming and
you feel like you're just on the verge to do
something that might damage you or the
others around you.

Those who favored treatment for mental
health issues attributed their problemsto their
family background or “going through a stage.”

Parents

Parents had difficulty choosing one
problem over the other and for the most part
described how the two interacted and how
both needed to be addressed.

“1 kind of thought they went hand in
hand, that as they worked on his substance
abuse, they also worked on his mental health
side to understand why he's abusing and how
to quit abusing”

About half the parents stated that their
child’'s mental health issues were neglected.

“| felt like they focused more on the
substance abuse, which was a severe problem,
but | don’t think there was enough focus on
the mental health issues, to be honest”

“ She'sgot alot of anger issuesand | just
wish they would have worked more on that”

At the same time, they saw that substance
abuse had to be brought under control in order
for their son or daughter to make progress
with the underlying mental health issues.

“ She has emotional problems but they
couldn’t be addressed until she wasn’t on
drugs and she was on drugs because she had
emotional problems. Keeping her structured
and in one place was able at least to keep her
clean long enough to get to some of the prob-
lems’”
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How did you get into treatment? How did you want to get there?

Youth

The vast mgjority of youth were forced
into treatment by their parents or a court. They
all wished they had gone into treatment
voluntarily. However, they acknowledged that
they were resisting treatment at the time.

“ At thetime | didn’'t want to get there but
since |l had to go | wish | could have made the
decision on my own to go.”

“ My mom kept referring and | kept
putting it off and finally she had me arrested
as a runaway.’

“Oncel got in the group and learned
about why | had problems, | wished | had
gone on my own. Being forced into it was a
good thing for me’”

“1 would have wanted it to be that they
were acting upon first detection of behavior
they couldn’t understand”

“| wanted to get into treatment on my
own, but | didn’t. | wanted to go get help with
assistance from someone close to me, like my
mother. She is always there for me”

Parents

Parents reported three ways their sons
and daughters got into treatment: (1) volun-
tarily (which rarely happened), (2) enrolled by
parents, or (3) involuntarily through the courts
or social services (sometimes because parents
called the police). All parents would have
liked their child to enter treatment voluntarily.
In addition, parents reported that they did not
have sufficient information to recognize or
understand the depth of their son’s or
daughter’s problems. This made it difficult to
detect until their child did something that
caught the attention of some outside agency
(such asthe police).

“1 had no information about how to
identify the symptoms of substance abuse. |
didn’t know there was a problem. When | did
get suspicious, there was not enough informa-
tion to handle the problem. | didn’t know what
to do or whereto go!”

Consistently, all parents
indicarted that they would have
liked their child to voluntarily
enter treatment.
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What decisions would you have liked to have made about your
treatment that were different from the choices you were given?

Youth

The underlying theme in al the youth
responses was having choices and having a
say in decisions.

“ There was never an alternative or a
choice. Just do it”

“| wanted to be a participant in the
decision process for my own treatment. My
parents, probation officer, etc. made all the
important decisions. This caused me to go into
the program with a negative outlook”

Youth would have liked to have chosen
where they were going to receive treatment
and to have had a say about the length of their
stay and have had more information and
preparation for transitions and entering new
programs.

“1 would say the decisions | would have
liked to have made were all done before | got
to treatment”

“1 would have liked to chose to go some-
where else or had outpatient treatment”

“ It was difficult to deal with a different
group of people from different areas. There
should be more preparation for that.

Being able decide about taking medica-
tion was very important to youth.

“1 would rather have been given a choice
of whether to take medication or not, but no
ultimatum, no alternative, they don’t even tell
that if you don’t take it you get restrained”

“1f | didn’t take, then I’d get restrained.
They treated people like crazed dogs or ani-

mals. They give you no choice”
(continued)

Parents

The underlying theme in all the parent
responses was having choices and having a
say in decisions. Most of the parents felt they
had not been given any choice of program —
this decision was made by some agency with
authority (social services or acourt). Those
who had a choice of programs found it diffi-
cult to find reliable information about some-
thing that was likely to work for their family.

“ System information was driven by the
provider’s needs and not the youth’s or
family’s needs”

One parent suggested that choices might
not have been a good idea because they were
so overwhelmed and could not have made one.




Keys for Networking, Inc.

What decisions would you have liked to have made about your treatment that
were different from the choices you were given? (cont.)

Youth (continued)

They would also have liked more contact
with their families.

“ My parents could not be involved
because of the structure of the treatment. | was
told this was my problem”

“ Families needed to be involved, be-
cause once | was treated | returned to my
family”
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How were your parents’ views on your treatment needs different from

your own?

Youth

Youth reported that they did not see eye-to-
eye with their parents — especiadly at first.
“ She was more for it and | wasn't, see”

“ My parents took my treatment a lot more
serious than me and I’ m grateful for that be-
cause | probably wouldn’t be clean if they
hadn’t”

Youth also described their parents as having
expectations that were unrealistic or of being
over controlling.

“ My parents thought that as soon as| came
out | had to be this new person and it obviously
never worked. By the end of the last treatment
center, | was ready to make a change and my
parents really supported it

“| can’t even go outside and smoke a
cigarette without them asking where I’m going,
what I’'mdoing. There'slike, no trust”

“ Every time | needed money or something
elseit was always up to themto get it. So it just
caused big problems”

Youth described their parents isolating them
as ‘the’ problem and denying that there was a
family issue to deal with. Involved and support-
ive families were valued and contributed to the
youth’s progress and recovery.

“ My mom and me agreed on everything and
that was one of the biggest factorsin getting
through my treatment. It hel ps when someone
agrees with your views.

“ Family support is a strong issue, and they
have to be involved in the treatment”

“ There should be some information for the
parents to encourage themto want to be involved.
If the child gives up, the parent or support needsto
want it for them. It's sad to see the parent give up”’

Parents

Parents reported that they did not see
eye-to-eye with their sons and daughters —
especialy at first.

“In the beginning | think she had an
attitude, then she realized that she had to
cooperate to get through the program and
she accepted it”

“1, of course, wanted something that
could save my child, so our views were very
different. | waswilling to make her do
anything. She was willing to get out of
doing anything and that’s kind of where we

were.

“ My daughter thought it [treatment]
was way too long. | thought it [treatment]
was way too short”

“1 was there to break down what was
wrong, what was going on in order to figure
out how to not have it happen any more. He
was of the frame of mind that he didn’t
want to be there, nothing was wrong, and
he most certainly didn’t want mein his
face”

Parents described how the treatment
separated them from their son or daughter
and failed to effectively involve the family.

“ There was no attempt to involve
family, which created a sense of isolation.”

“ The program needs to help resolve
parent conflict and heal the family”
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Which are you more comfortable with, telling people that you have a
substance abuse problem or that you have a mental health problem?

Youth

Youth were universally more comfortable
telling people about substance abuse prob-
lems. They felt that there is ageneral under-
standing of substance abuse and alcoholism
but there is limited understanding and great
stigma associated with mental health prob-
lems.

“ More people understand what using
drugsisabout . . . it is more common than
mental health issues”

“They hear better if you say, “ I’ma weed
head, I’ m stuck on weed, than “ there’s some-
thing wrong with my head, I’ m going crazy”

“1"mnot really comfortable telling
people any of those things because to me,
people stereotype and put people down if they
have a problem”

In some cases the youth reported that
they did not understand their mental health
problems well enough to explain them to
others.

“ Qubstance abuse would be what | would
talk about because | really don’t understand
why I’m depressed”

Youth who were comfortable talking
about mental health issues were getting effec-
tive treatment for their problem.

“First | would only talk about mental
health. But I’'m pretty open. | feel | can talk
about it because it’s part of my life. | feel I'm
getting help with it so it doesn’t need to be
hidden”

Parents

Parents said they too were more comfort-
able talking about substance abuse problems.
Most said they would let their children take
the lead.

“I just have a handful of people that |
talk about it with, because she is so compli-
cated”

Many parents expressed an active desire
to talk about both mental health and substance
abuse as away to educate others. All the
parents were willing to reach out to other
families to share their experiences.

“1 don’'t have a problem telling anybody
anything because I’ m proud of what he did [in
treatment] and | would like to be an advocate
to parents, you know —“ Don’t do what |
did”

Parents al so mentioned that confidential-
ity and legal issues sometimes made it difficult
to talk openly. However, they felt it was a
family decision — typically led by their son or
daughter — whether or not any of them would
speak publicly about their experience.

“Theissueisif the child is comfortable
with talking about their experiences, it be-
comes more comfortable for the family”
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If you were to relapse, who would you tell and why?

Youth

Most youth reported they would go to
family members or supportive and understand-
ing friends. The words they used to describe
the individual they would seek out showed
they recognized the family members who can
be trusted to offer help and support without
judgement. They emphasized trust.

“It isvery important to trust who you are
talking to: peer advocates, case managers,
and counselors?”

“1f I wasreal worried about it I’d tell my
mom because | know that she would help me
come up with some ideas of things | could do”

“ My best friend, because he would be
supportive of me. . . he wouldn’t look down
on me”

“ My grandma, because that’s the only
person who really be trying to help me instead
of going behind my back. She be trying to help
me, get me to the hospital or something”

Youth also would seek out others who
shared their experience and had constructive
advice about making positive change.

“1 would tell my best friend because he's
been through treatment and he knows what
I’ ve been through and where I’'m coming
from?

“1 would tell my mom because she would
do something and she’s gone through this with
me and all that”

Parents

Parents almost universally said they
would go to a professional — typically some-
one with whom they and their child already
had a positive and trusting relationship.
Parents were looking for advice and guidance
about what they were “supposed to do first
and how to make this curable — how to
fix it?

“1 knew Shane was a professional that
would know what to do, and | knew that he
understood her too.

A few parents would go to close friends
mostly for “emotional support.” One parent
was very clear about who NOT to tell.

“1 would not tell my husband’s parents.
They are very close-minded about what you
can do to help”

But, some families were at aloss as to
where to turn.

“How do you connect with a community
based service when there is no continuing care
and no one to talk to?”

Were you allowed/invites to evaluate the services you received?

Youth

Never

Parents

Never
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What We Learned — Conclusions

None of the youth or parents involved in this process had ever
been invited, until now, to evaluate the worth of servicesthey did
or did not receive. Nor had they ever been asked to make any
recommendations for future services. The participantsin the
Kansas City conference took time to carefully review and reflect
on the data before identifying several key themes.

All the youth and family members were severely blamed and
shamed by providers and systems when what they needed was
nonjudgmental recognition of their struggle to find caring help and
support. Both youth and their parents pointed out that blaming one
another hurts deeply and contributes to the complex array of
problems they face (i.e., anger, hurt, frustration, lack of services
and support, isolation, disappointment, conflict, etc.). Youth and
their families want and need providers, programs, and systems to
focus on and reinforce the positive and stress the use of their
strengths to overcome or remediate their problems.

Youth with co-occurring substance abuse and mental health
disorders and their families need and want to be treated with
dignity, respect, honesty, and fairness. They want a voice in mak-
ing decisions about their care and treatment — whether or not to
take medications, where to go for treatment, who to talk with, and
how long treatment should last. Many youth want to get better, but
react strongly to the inhumane way in which they feel they are
treated. They become resistant to participation or, at best, they
‘fake-it’ to get through a program. The result is release from
treatment (after the standard period of time) without any real
change — often resulting in arelapse. Indeed, recovery begins only
after youth and families themselves choose to change their behav-
ior and engage in treatment activities or access programs and
services that meet their needs.
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Co-occurring substance abuse and mental health disorders are
inseparable problems and cannot be effectively addressed in
isolation from one other. The current categorical distinctions
reflected in the funding streams and administrative structures for
physical and mental health services, substance abuse services,
social and family services, educational services, and legal services
have prevented youth and their families from obtaining the kind of
comprehensive and integrated treatment they need. Complex
physical, psychological, social, economic, and environmental
factors contribute to the substance abuse among youth with mental
health problems. All these factors must be considered in order to Early warning signs
individually design treatments, services, and supports that will be go unnoticed or are
effective for any young person and his or her family. deliberately ignored

Co-occurring substance abuse and mental health disorders
affect the entire family and cannot be effectively addressed without
including everyone who plays a key rolein the child’'slife. Con-
versely, values and attitudes about mental health and substance
abuse, as well as behaviors and relationships among family mem-
bers, influence how youth and their families seek help and respond
to services. The culture and beliefs as well as the strengths and
problems within afamily must be taken into consideration and
should drive the design of intensive treatment and after care ser-
vices.

Families, regardless of their specific characteristics, are a
permanent part of achild’s life while services and providers come
and go. Youth and their families rarely see eye-to-eye at the crisis
point when they first enter services, however most youth return to
their families and communities after treatment. Unless they find
improvement, they will quickly relapse. Bonds of affection and
trust between youth and families are weakened when they are
separated during residential treatment. Families need help to
maintain relationships with a young person who is temporarily not
living at home, and to create the supportive and structured environ-
ment a youth needs to continue or complete their recovery during
aftercare.

Youth often experience serious legal trouble before treatment
for co-occurring substance abuse and mental health disorders
become available. Thisistoo late. Early warning signs go unno-
ticed or are deliberately ignored leading to escalation in destructive
behaviors. Co-occurring substance abuse and mental health disor-
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ders, when ineffectively treated, create great stress in the family,
escalate conflicts among parents, children, and siblings; and impair
afamily’s ability to intervene appropriately or effectively.
Currently youth treatment programs for substance abuse and
mental health disorders are based on an adult model. The principles
upon which they are built are inappropriate for adolescents who are
not developmentally ready to take the level of personal responsibil-
ity required. Furthermore, adult models intentionally exclude
families from treatment planning, implementation, or aftercare.

Youth with co-occurring substance abuse and mental health prob-
Current treatment lems cannot, and should not, be totally independent of their fami-
programs for lies. They are not finished ‘growing up’ and have not learned all
substance abuse they need to know about choosing friends, finding and keeping a
and mental health job, getting to meetings, and accessing services. Without family
disorders are involvement and family support (emotional and financial), most

. youth cannot follow through with the requirements of a treatment
designed for adults. o sftercare program.

Th ? principles up O_n Thereisatragic lack of helpful information about substance
Wh’Cr_’ they are _bu’/t abuse and mental health disorders, accompanied by awidespread
are inappropriate stigma, prejudice, and misinformation about the disorders. Youth
for adolescents. and families from all walks of life need and want access to reliable;

straightforward, and current information about early warning signs
and symptoms. They want and need effective treatments; access to
services; and coping skills training. Youth who are in recovery
from co-occurring substance abuse and mental health disorders and
their families have been the best source of information and support
for others who are facing these problems. Youth and family out-
reach and support from peers are greatly needed and sadly lacking.
Peer-to-peer networks for youth should be devel oped and operated
by and for the youth themsel ves.
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Recommendations Change occurs

Our recommendations are framed in the spirit of promoting only when
positive change in how treatment, services, and supports for youth individuals take
with co-occurring substance abuse and mental health disorders and responsibility and
their families are designed, provided, and evaluated. The recom- begin to do things

mendations are derived from what we have learned and, we hope

ifferently.
they will stimulate everyone who has an interest in this subject to differently.

reflect deeply about what can be done to improve practices and
outcomes. Change occurs only when individual s take responsibility
and begin to do things differently. Our recommendations are
directed at al those involved — providers, families, youth, and
treatment systems. In addition, we offer the Substance Abuse and
Mental Health Services Administration (SAMHSA) our sugges-
tions for activities to fund that would begin to address the recom-
mendations needs identified by this study.

Recommendations for Providers

Listen carefully and attentively and treat youth and families
with respect and dignity.

* Rely on them to guide you in understanding who they are,
what they can do, and what problems they are facing.
» Usewhat you hear to reach your decisions and make your
recommendations.
Involve youth.
» Actively engage youth in designing and evaluating pro-
grams.

» Offer youth access to information, and a voice in their
treatment decisions.
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» Create opportunities for youth to help othersin treatment
and aftercare (mentoring).

» Create opportunities for youth to use their experience and
turn it into positive growth. Help them reclaim self-esteem.

Make sure families are included. Invite them into the
treatment process.

* Provide whole family treatment throughout the length of
time the youth isin residential treatment to strengthen the
bonds that are broken when children are not living at home.

* Provide or link the family to services when the youth
returns home from treatment.

» Help parents understand the treatment process and help
them learn how to notice their child’s progress as well as
signs of relapse.

» Extend treatment to parents as well as youth.

*  Work with families to help them set realistic boundaries
and enforce the rules they can live with successfully.

Offer services and programs that deal with youth in an
individualized way and treat each youth as a total person.
Include the whole family in the healing process.

o Offer choices and include information about the benefits
and risks associated with treatment options.

» Promote family-child interaction as core to treatment.

» Focuson the length of time the youth needs treatment
instead of the length of time afamily is ableto pay for
services or their insurance is willing to cover it.

»  Combine substance abuse and mental health treatment —
focus on one before the other only if the drug use is so
serious that youth cannot function.

Deliver usable and helpful information on illness, treatment,
after care, and funding to youth as well as to parents.

» Havefriendly staff available to answer the families’
guestions at convenient times.
* Provide easy access to information.

» Develop information specific to “what to do if/when my
child relapses’ so parents, paraprofessionals, and clergy,
listen and help them without treating them as failures.
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» Educate youth and parents on the effects and appropriate
recommended dosage for prescription and non-prescription
drugs.

* Include fathers especially. Develop programs that inform
and support fathers.

* Educate parents about the symptoms of abuse and the
effects of drug abuse so they can provide information to
their children and recognize regression when it occurs.

Develop public awareness of mental health issues and
encourage positive models of treatment to disseminate in
schools, to families, and through youth groups.

* Develop and disseminate press rel eases showing positive
role models taking prescription medication for mental
health needs.

Recommendations for Family members

Get involved and stay involved.

» Listentowhat your child is saying. See it from their point
of view, and try to walk a moment in their shoes.

* Address substance abuse and mental health issues with your
child at the same time. Insist that treatment programs
address both. Know the treatment program, visit the pro-
gram, and visit your child. Be there, and be there often.

»  Support your child in treatment and “hear” what they have
to say about al their problems.

* Praise your son or daughter for making progress and watch
for signs of regression, but remember regression is part of
recovery.

* Participate in evaluating the program as well as your child’'s
treatment.

Educate, educate, educate.
» Tell other parents about mental health/substance abuse
issues and treatment.

o Offer what you know to other families who need your
support and can benefit from your experience.

o Offer your child access to information and assure that he/
she has avoice in the decisions that get made about treat-
ment iSsues.
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* Respect your child’s and your own openness and readiness
for disclosure.

* Read everything you're given and ask for more.
* Ask other parents who have been through this. They know.

Recommendations for Youth

Speak up and be heard.
» Speak out about getting better — what is helping you and
what you need to make progress.

» Ask your parents to be part of your treatment. Ask them to
learn about the “treatment.”

Get reliable information and share what you know.
 Educate yourself on what prompts regression. Know your
own weaknesses.
* Know whom you can ask for help.

* Ask to mentor or help other young people with problems.
They can benefit from what you have learned and what you
have accomplished.

» Offer your expertise to treatment programs and share your
observations with staff.

Recommendations for SAMHSA

Provide peer support
*  Fund peer-to-peer youth outreach and network devel op-
ment.
* Fund family-to-family outreach and peer support activities.

Facilitate information dissemination

* Fund amulti-stakeholder process to identify information
that is critically needed by youth and families.

e Fund family-run organizations to disseminate information
in usable formats and use strategies that will get it to the
people who need it most.

Support collaboration and integrated treatment

*  Fund amulti-stakeholder process to promote collaboration
between the substance abuse and mental health systems,
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agencies, and providers.

* Fund a multi-stakeholder process to devel op and dissemi-
nate guidelines for providersto insure services for youth
with co-occurring mental health and substance abuse
disorders are fully integrated and effective.
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Blamed and Ashamed:
The Treatment Experiences of Youth

with
Co-occurring Substance Abuse and The Tlftef?’f’ have
: gathered from

Mental H_ealth I_Dl_sorders research and

And Their Families clinical experience
dovetails perfectly

Bert Pepper, MD with the an/ngs

TIE, Inc. , 126 N. Main Street, New City, NY 10956 an .
recommendations

of the focus groups.

As apublic health physician and psychiatrist who has described the
development of people with co-occurring mental health and sub-
stance abuse disorders over the past twenty years, | was honored to
participate in the session, Blamed and Ashamed, at the recent
Federation’s Annual Conference. The presentation took placein
Washington, D.C. on December 2, 2000. | am pleased to recap my
remarks for the published report.

When | first read the draft report of this project | was aston-
ished to find how closely the findings, produced by focus groups of
adolescents with co-occurring disorders and their families matched
my own work. The material | have gathered from research and
clinical experience dovetails perfectly with the findings and recom-
mendations of the focus groups.

What is the big picture?

There are thousands of adolescents and young adults across
the United States who, by their behavior, have earned tickets of
admission to hospital emergency rooms, homeless shelters, sub-
stance abuse treatment programs, psychiatric hospitals, and jails.
Many go back and forth in a confusing zigzag, never staying very
long in any one place. Despite the best efforts of each agency, not
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one of them, working alone, can meet the complex needs of these
young people. They live with a mixture of mental health problems,
alcohol and other drug abuse problems, health problems, immatu-
rities, broken relationships with families, disrupted schooling, and
behavior that disturbs the community and is often technically
criminal.

How many people are affected by co-occurring
disorders?

The National Co-Morbidity Survey, headed by Dr. Ronald
Kesdler in the early 1990s, indicated that there are about 10 million
adults who suffer from at least one mental health and at least one
substance abuse disorder. Treatment is often unavailable. When it
can be found, it is usually uncoordinated. We need to focus treat-
ment so that it isintegrated: humane, family-inclusive, and clini-
cally effective. Treatment of either disorder alone does not work.
Treatment integration is essential, because the commonest cause of
mental health relapse in this population is continued use of alcohol
and other drug abuse. AND, the commonest cause of relapse to the
use of alcohol and other drug abuse is untreated mental health
problems, such as panic-anxiety and depression.

Today, dealing with co-occurring disordersis an every day
problem for families, schools, the mental health system, the sub-
stance abuse treatment system, the courts and the jails, But it is
only recently that the interactive nature of these problems has
begun to be recognized.

* Inthe 1960s and 1970s the treating agencies denied that co-
occurring mental health and alcohol and other drug abuse
problems existed.

* By the 1980s there was general acknowledgement that the
problem of co-occurring disorders did, indeed, exist.

* By the 1990s mental health agencies were referring the
problem to substance abuse agencies, while substance
abuse agencies were referring the problem to mental health
agencies. Troubled youth and their families were getting a
runaround.

e Inthisnew Millennium we are just beginning to see that
providing effective, humane integrated treatment for these
interacting disordersis a problem for our whole human
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service system, for our whole society. We have met the
problem, and Pogo saysitisall of us.

What are the problems today?

Agencies receive money from separate sources from mental
health and substance abuse agencies, at the federal, state,
and local levels. In many cases, conditions attached to the
spending of these funds makes it difficult or impossible for
treatment to be integrated for the individual with co-occur-
ring mental health and alcohol and other drug abuse prob-
lems.

There are separate agencies for mental health and substance
abuse at federal, state, and local levels. Their level of
cooperation and collaboration has been poor, and is only
now just beginning to improve.

The different professional jargonsin mental health and in
substance abuse make it difficult for treating clinicians to
communicate with each other. This causes each agency to
want to remain separate, and to avoid responsibility for the
person with multiple problems.

Society stigmatizes people with mental health problems. It
separately and differently stigmatizes people with a cohol
abuse problems. And society’s stigmatization of people
with problems with cocaine and marijuana are yet again
different. When the person with co-occurring problems
gets pushed into the criminal justice system because of
ineffective treatment in the community, an additional
stigmaistacked on. The person who has been marked as a
criminal has a greater burden to bear, as ghe struggles to
find an honorable place in society.

Mental health and substance abuse agencies want to do
what they know how to do. Their staffs like to do what
they were trained to do. Change isdifficult.

Asaresult of many of the above factors, each agency is
likely to reject change because, “We've always done it this
way!” or,

“We've never doneit that way.”

In many cases,
conditions attached
to the spending of
these funds makes
it difficult or
impossible for
treatment to be
integrated.
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What are administrators doing?

In government bureaus and at the service agency level,

officials responsible for public policy covering mental health and
alcohol and other drug abuse services tend to put forward the
following kinds of arguments:

“We know that what is being done now doesn’t work”

“But let’s not set up anew system for co-occurring disor-
ders’

“That would be too costly.”

“Don’t ask my agency to take on the task.”
“That would further overburden us” and
“We are already doing all we can!”

Who gets hurt by current policies and
procedures?

Troubled young children who, if their mental health needs
are not met promptly and effectively, will probably self-
medicate with alcohol and other drugs.

The majority of emotionally troubled adolescents, because
in addition to their mental health problem, they are likely to
also have an alcohol and other drug abuse problem.

The majority of people with schizophrenia, who also have
an alcohol and other drug abuse problem.

The majority of people with manic depression, 60% of
whom have an alcohol and other drug abuse problem.
Perhaps 40% of people now in substance abuse treatment,
who are at risk of substance abuse relapse because their
mental health problems are not being addressed.

Who benefits from the current situation?

The prison-industrial complex, as money from government
budgets for health, mental health, social services, and
education gets sucked out of those budgets, to pay for the
construction and staffing of more jails and more prisons.
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What are the facts? What are the numbers?

* Themental health treatment system has been radically
downsized. In 1955 the nation had 559,000 public mental
health hospital beds. By 2000 the nation had only 60,000
bedsleft. (Figure 1, page 57)

* During the past forty years the population of the country
has risen by 100,00,000 people.

* Thefew remaining beds must serve many more people.
That iswhy it is hard to get anyone into a hospital, and

even harder to keep them there for more than afew days.
* Evenif abed isavailable, restrictive managed care pay-

The mental health

) L i : freatment system
ments for hospital care makesit virtually impossible for has been radicall
hospitalsto keep patients long enough to treat them. as bee ) y

downsized.

* We used to have too many beds and over-hospitalization:

now we have too few beds and under-hospitalization.

What has happened to our jail and prison
capacity?
* In1972thetotal capacity of all U.S. incarceration facilities

— federal, state, and local jails and prisons - was under
200,000.

* Intheyear 2000 the capacity reached 2,000,000!
* And, they arefull:

o Jalsarelike sports stadiums:

e Build them and they will come!

The National Co-Morbidity Survey, and children:

As noted before, Dr. Kessler's survey gives us our best na-
tional data regarding mental health and alcohol and other drug
abuse disorders. The survey data suggests that:

* Between 8 and 11 million persons in the United States have
at least one mental health and at least one substance-related
disorder today.

» Themental disorder developed first in more than 85% of
these people.
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» Themedian age of onset for the mental disorder was 11.
That is, of these approximately 10 million people, 5 million
developed their mental health problem at age 11 or older,
and 5 million developed it at age 11 or younger!

* The median age of onset for the substance abuse disorder,
depending on geography, ethnicity, and gender, was some-
where between 17 and 21 years of age.

What are the implications of these disturbing

numbers?
Millions of They tell usthat co-occurring disorders usually beginin
Americans develop  childhood. Whatever the reasons, millions of Americans develop
mental health mental health disorders during childhood. The fact that millions go
disorders during on to develop an acohol and other drug abuse disorder some years
childhood. later — usually substance abuse — suggests that they are self-

medicating their depression, anxiety, confusion, disturbing con-

duct, and so on. Would providing adequate early treatment for
these children be an effective means of substance abuse preven-
tion? It seems likely that if we reached more children with mental
health problems early we would do a good deal to reduce problems
of alcohol and other drug abuse. Remember, only onein five
children with a mental health disorder gets treated today.
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How do the data from the National
Co-Morbidity Survey fit with the
experience of youth and their
families?

Blamed and Ashamed!

There are individuals who have no mental health problem and
who become involved with the use of alcohol and drugs, because
they want to change the way they feel. These single-disorder
individuals start out feeling o.k., but want to feel even better. Then
substance abuse and addiction can make them feel much worse.

But for depressed or anxious, shy, fearful, or hyperactive
children and adolescents, the motivation for drug useis very
different. They are trying to just feel normal.

Mental health symptoms can be temporarily relieved by
‘medicating’ with alcohol, marijuana, or cocaine. However, as
drug effects wear off, the post-intoxication rebound tends to
worsen the original bad feelings, causing a double motivation to
use more and more drugs and alcohoal.

The Continuum of Abuse:
The eatrlier alcohol and other drug abuse starts, the shorter
and faster the road to abuse and dependence:

* Experimentation: Almost all drug abuse begins this way.
Young people are curious, feel invulnerable, and just want
to seewhat it’s like.

» Recreational acohol and other drug abuse: If experimenta-
tion progresses, the young person will be using, with
friends, once or twice aweek... or every day.

» Habitual use: With continued recreational use, vulnerable
individuals, especially those with a mental health problem,
increase the amount and frequency of use.

* Drug abuse: When alcohol and other drug abuse becomes
so frequent and important that it interferes with school,
family life, and personal development, the person has
reached thislevel.

* Drug dependence: If the situation grows even more serious,
the individual’s body craves the drug, and avoidance of the
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pain of withdrawal becomes an additional motivator for
drug use. Now the central focus of the person’slifeisthe
acquisition and use of drugs.

Many people who are familiar with the concept of the Con-
tinuum of abuse do not know that the length of time it takesto go
from one stage to the next varies with the age of first use.

» Someone who begins experimenting in their twenties may
not become dependent until their fifties, if ever.

» Someone who begins recreational use at 16 may become
dependent by 20.

* A child, beginning to use drugs at 10 or 11, may become
dependent within just two years.

This information has been substantiated in study after study,
looking at awide variety of drugs, from nicotine and alcohol to
cocaine. That iswhy, from a public health and family perspective,
we should do everything we can to delay children’sfirst use of any
intoxicating substance, including tobacco. (Figure 2, page 58)

Do mental health and substance abuse problems in
childhood and adolescence affect the maturation of the
individual?

We often see that the early development of anxiety, depres-
sion, thinking problems, behavior problems, when compounded by
early use of drugs and alcohol, interfere with the devel opment of a
mature, stable, functional personality and sense of self. | have
identified severa common personality immaturities that may result
from childhood and adolescent mental health/alcohol and other
drug abuse problems. Each is normal in ayoung child:

* Low frustration tolerance: Trouble working hard, and
sticking to it, when gratification is not immediate.

* Lying to avoid punishment.

* Hostile dependency: A dependent person, unable to do
things on their own, may have trouble developing a confi-
dent, independent self. Continued dependency may be
expressed as hostility toward the very people whose help
they need, such as parents. Hostile dependency, although
often directed against others, may really be directed against
the self. In extreme cases it can lead to a suicide attempt.
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e Limit testing: All children test limits; that isanormal part
of childhood. It is atroublesome form of immaturity when
it persistsinto later adolescence and adulthood.

* Alexithymia. Children and older people with this condition
are unable to verbalize their feelings effectively. Asa
consequence, they may act out their feelings, just as young
children do. Rather than verbalizing anger, they may strike
out physically. Rather than talking about their fears, they
may avoid, run away, and hide. Instead of talking about
feelings of hopelessness and depression, they may act out
by attempting suicide. People with aexithymia can’t soothe
themselves or ask for help. Learning to talk about feelings
isakey step in recovery.

* Present tense only: Very young children only livein the
present. They do not have a sense of future, cannot antici-
pate consequences of their own behavior, and have not
become able to learn from past experiences. Adolescents
who have no clear sense of past and future can repeat the
same mistake over and over again.

* Regection sensitivity: Young children, and many people
with co-occurring disorders are so eager to please, have
friends, and be accepted, that they may agree to do things
that they don't really want to do. They may seek approval
by trying too hard to please. If their efforts fail, they may
fedl terribly rejected, withdraw, and not try again. They can
be very thin-skinned.

» Dudlistic: Young children, when they first learn the differ-
ence between right and wrong, put every action into one or
the other category: Something is either Right or Wrong. As
a consequence, moderation isaproblem. A dlip - having a
glass of wine at a birthday party - may be so wrong that
they might as well go ahead and get drunk. Dualism can
turn adlip into arelapse. Dualistic judgment toward a
counselor or a parent can cause condemnation; that person
isnow useless and hopeless.

Adolescents who
have no clear
sense of past and
future can repeat
the same mistake
over and over
again.
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A model for personality development: The Maze

Everyone's life consists of an unending sequence of conflicts
and problems (Figure 3, page 59). The individual whose develop-
ment goes along a positive track learns, with the help of parents, to
climb the steps and enter the maze: It represents the struggle of
learning to resolve conflicts and problems. When the person
finally makes it out through the maze, no matter how long it takes,
thereis an increase in maturity and competence. Every time you
make it through you have increased your self-esteem and effective-
ness.

A troubled youth may drop into the drug intoxication evasion
loop, and out of the maze. While in the drug-evasion loop there are
many problems and conflicts, nothing gets resolved. Remember, it
isthe resolution of problems and conflicts that |eads to maturity.

The interactivity between mental health
problems and substance abuse problems:

One reason that we cannot treat these problems separately is
that they are interactive within the individual. The brain of a person
with amental health problem may be exquisitely sensitive to being
disorganized by even tiny amounts of alcohol, marijuana, cocaine,
or amphetamines. For al practical purposes, such individuals are
‘alergic’ to drugs, in the sense that a little goes a very long way.

What happens to the social life of the person
with co-occurring disorders?

As can be seen from the sociogram (Figure 4, page 60), a
person’s relationships with others vary in type and intensity:

» Atthefifth level of our social network we have acquaintan-
ces. They sell us acup of coffee in the morning, or cash our
paycheck at the bank.

» Atthefourth level we have casua friends. We do not keep
in touch with them on aregular basis, but are glad to see
them when we cross paths.

» Atlevel three are our good friends. We stay in touch, and
they care about us.

e The second circle contains those few friends who are our
most trusted intimates. These are the individuals who we
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know will never intentionally hurt us, and can be counted
on to go out of their way to help usif we arein trouble.
You arerich if there are three people, other than family
members, in your second circle.

* Theinner circle showsthe private zone. It is shared with no
one. The shaded portion refersto the part that is repressed
and is not even accessible to the person, while the unshaded
portion refers to the part that is suppressed, remembered,
but secret; not shared with anyone else.

When someone with co-occurring disorders first comes into

treatment, often there is no one in their second circle and few if “Addicted or drug

any in their third circle. Their social network may be nearly empty abusing individuals
The person with mental health and alcohol and other drug mental disorders

abuse problems may experience their drug of choice astheir best should have both

friend; it seemsto fill the emptinessin their heart. Beginning drug
abuse treatment, which requires or involves abstinence, may lead to
feeling much worse. The ‘best friend’ is gone, and the emptiness

disorders treated in
an integrated way.”

within is devastating. For this reason, substance abuse programs
must address loneliness, sadness, the sense of loss, and the depres-
sion that often accompany early recovery. Otherwise, the person
may be motivated to leave treatment and rush back to drug or
alcohol use, because they cannot bear their depression and loneli-
Ness.

Who says that treatment for co-occurring
disorders must be integrated?

In 1999 the National Institute of Drug Abuse produced a
slender but powerful booklet: Principles of Drug Addiction Treat-
ment. We do not have space here to list the 13 principles enumer-
ated by NIDA, arising from their vast database of research studies
on substance abuse treatment. But item 8 states: “Addicted or
drug abusing individuals with co-existing mental disorders should
have both disorders treated in an integrated way.”

Item 13 of the booklet is equally important: “Recovery from
drug addiction can be along-term process and frequently requires
multiple episodes of treatment.”
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How often is treatment for co-occurring
disorders integrated in actual practice?

Unfortunately, the answer is: rarely. Many young people find
themselves trapped in a situation in which there is not even integra-
tion between mental health inpatient and outpatient treatment. And,
after residential substance abuse treatment they may find that their
outpatient program is not integrated with the residential program.
Worst of all, it ismost difficult to find fully integrated treatment, in
which one team deals with all the client’s treatment and support
needs, and includes the family in the process.

There are three distinct approaches to treating individuals
with co-occurring disorders.

» Sequentia treatment: Thisisthe traditional approach, in
which the person isfirst treated in amental health or
substance abuse agency, and then, presumably after effec-
tive treatment has been accomplished, the individual is
referred to the other kind of agency. In fact, this doesn’'t
work. Thisfailed form of treatment, for reasons of tradi-
tion, history, and separate funding streams, continues to be
common throughout the country.

» Paradlel treatment treats the person with co-occurring
disorders at the same time in two different agencies. If the
two agencies attempt to communicate with each other, the
treatment is then referred to as collaborative.

* Integrated treatment provides treatment for the mental
health and a cohol and other drug abuse problemsin one
place. The treatment team consists of individuals from
varied clinical backgrounds who have been cross-trained to
work together. The team develops along-term treatment
plan, in which the goals and different modalities of treat-
ment are sequenced: Everything cannot be done at once.

There is considerable controversy among funding, licensing,
and treating agencies as to whether or not integrated treatment is
really necessary for all but afew people. Agencies prefer parallel
or collaborative treatment, because it requires less change. The
Blamed and Ashamed report makes it clear that adolescents and
their families prefer/demand integrated treatment. Thus, we have a
conflict between the treating agencies and those they serve.
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Five distinct problems have been noted with parallel/collabo-
rative treatment approaches:

* Theyoung person and their family is caught between the
different treatment philosophies and values of the mental
health and substance abuse agency.

e Itisdifficult if not impossible to coordinate two different
treatment and recovery plans.

» Treatment is more expensive because of duplicated ser-
vices.

» Paralel and collaborative treatment fragments the person,
and is not holistic.

» Dealing with the interactivity of the disordersis virtually
impossible when different treatment teams are working
with one individual, even if the treaters make a sincere
effort to keep in touch with each other.

The tragedy of the current approach:
Shifting young people with co-occurring
disorders into the criminal justice system.

Everyone has to be someplace. When, in today’s society, the
public mental hospitals have virtually been shut down, when there
is no where else for the person with co-occurring disorders to be,
the final ‘three hots and a cot’ are provided by our society in jail.

The best approach to solving the problem of locking up young

people with co-occurring disordersin jails and prisons would be
Prevention, early intervention, and integrated treatment:

» Offering early treatment for children with mental health
problems.

» Offering integrated treatment to adol escents with co-
occurring problems.

But we are nowhere near that point today. As a stopgap

measure, we should be working now to divert young people, before

they get to jail. We have three chances. Diversion can be done at:
e Arrest
e Arraignment
* Sentencing
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If diversion-to-treatment has not succeeded in time, and the
client endsup injail, we must insist on

» Treatment during incarceration.

But treatment during incarceration is not enough. Relapse
rates are very high if, after treatment in jail has taken place, the
individual is released to the street without adequate supervision,
support, housing, educational opportunities, and vocational oppor-
tunities.

What must be done? A goal for all of us to
share:

Our wonderful community, the United States of America,
must re-invent itself and its systems of services for every citizen,
from the infant to the elderly. We must offer support and treatment
to every individual, affording that person the opportunity to suc-
ceed to the full extent of her or his efforts and abilities. We must
provide preventive, supportive, educational treatment and rehabili-
tative services. We must also support overburdened families, so
that the wonders of our technology, our wealth, and our concern for
each other benefit all of us.
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Figure 1
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Figure 2
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Figure 3
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Figure 4
A Sociogram:
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