CHAPTER 5

Community Centered Celebrations



 “Tough mindedness without tenderheartedness is cold

- and detached, leaving one’s life in a perpetual winter
devoid of the warmth of spring and the gentle heat of
summer... Jesus reminds us that the good life combines
the toughness of the serpent and the tenderness of the
dove. To have serpent-like qualities devoid of dove-like
qualities is to be passionless, mean, and selfish.
Dove-like without serpent-like qualities is to be
sentimental, anemic, and aimless...”

-Martin Luther King

As caregivers, we want to ensure that each person whom we serve learns
to feel safe and loved. We struggle for each person to participate as

fully as possible in this. Our hope and expectation is to ensure that each
participates as fully as possible as he/she can in this process, that the
person is at the center of the decision-making process, and that she/he
chooses to participate in the companionship and community-making

process.

What is our role as friends of those whom we serve? How can we help
those who are vulnerable and troubled decide what to do and what they
want? How can we help them discern what they need? We needs a way to
enter into the space of those who are troubled and help them find ways to

feel safe and loved.

Juan, the only happy person
Schizophrenia consuming reality,
Seeing the Virgin Mary

Where others see nothing,
Talking of his liberation

Where others are silent.

His eyes are often frozen in fear

But occasionally dance with visions.

He is the village priest
Whom no one listens to;
His episcopal palace is
A shack behind a shack,

Through some trees,

A palace of cardboard,

Decorated with the bleeding heart
Of Jesus.

Entering, Juan is prone on his bed
Eating his plate of macaroni,
Receiving visitors, the priest of the
village.

Explaining his theology of liberation
So very simple and logical:

| can do what | want. | have rights. |
can smoke and drink. Those are my
rights! My rights!
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The spirit that we bring to our collective efforts is critical—tough minded
in our pursuit of creating companionship and community; tenderhearted in
basing what we do on unconditional love. Besides having the teaching
skills to bring these feelings about in individuals and in groups, we have

to have tools to deepen and broaden our sense of companionship and
community. As we focus on individuals, we must also be concerned with
each person in a community context. A basic tool for doing this is through
community-centered celebrations.

WHAT ARE COMMUNITY-BASED CELEBRATIONS?

Community-centered celebrations are an on-going process of deepening
and broadening a spirit of companionship and community between
supported persons and their circle of friends. These celebrations are

our option to the traditional planning sessions that professionals are
accustomed to use. It is a collective vision more than a plan.

The person is at the center of dialogue, but the effort is collective. The
marginalized person is an active participant, but his/her circle of friends
also participate in a supportive manner. Community-centered celebrations
occur when they are needed. They are a time to honor individuals

within communities that we support, to reflect on our journey toward
companionship and community, and to dream of what is yet to come. Each
celebration honors a supported person. The person’s circle of friends joins
together to dream about what is yet to come. They are for the individual
who is part of the community. The centerpiece is to come together and talk
about everyone'’s dreams for the individual and the community and what
might unfold in the future to help the person feel more deeply a sense of
companionship and community.

The dreams come out of the needs and longings of the community and the
person. They are a collective determination of what is good and just for the
celebrated person and community. The circle reflects on its collective
thoughts and feelings, all emerging out of how safe the person is to
become, how engaged with others, how loved by others, and how loving
toward others. Since many cannot speak or communicate with words or
signs, the circle of friends plays an even more important role. Yet, whether
the supported person communicates or not, the circle of friends enters into
a collective decision-making process within a community context.

The process can involve up to eight phases that actually occur throughout
the year. The celebrations are the high point, but the process is on going
and call for a sense of deep and abiding friendship. The highpoint of the
process involves a yearly celebration that asks, “Where do we go from
here? How much more deeply can we support the person in community?
What are our dreams now? What is the community’s dream now for the
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person? How can we support the person and the community even more?”
Of course, these questions cannot be answered unless the entire circle has
entered into an on-going process of being with the person. The celebrations
are built on a feeling of companionship and community.

The celebration’s phases need to involve the entire circle with each playing
different roles, but all united by a sense of companionship and community.
The phases are not etched in concrete. The celebration itself is flexible and
occurs in the moment-- sometimes more deeply and orderly, sometimes
not, sometimes with more participation on the person’s part, sometimes
not, sometimes all on a singular occasion, sometimes not. Since many
supported individuals are not accustomed to being honored or even
enjoying themselves or others, the celebrations have to be very flexible.

EIGHT PHASES PROCESS

1. Getting ready to dream An on-going process, making sure
that the person has a circle of
friends with a deep commitment
to companionship.

2. Dreaming Happening during the yearly
celebration—imagining the most
beautiful future possible.

3. Breaking down the dream Looking at the possibilities of the
dream for the coming year.

4. Grounding in the here-and-now Taking the year’s dream and
seeing what we can do right now.

5. Expanding the circle of support Enrolling other individuals to help
the circle of friends.

6. Strengthening the circle of Making sure that the circle deep-
friends ens its sense of community and
dedication to the person.

/. laking the first steps toward the Describing what each member of
collective dream the circle commits her/himself to
in the near future.

8. Ending the celebration and Having a way to end the
moving on celebration in a joyful way and to
ensure continuity and the
fulfillment of all promises
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Community-centered celebrations are like circles. The person is in the
center. The person’s best friends are in the next circle. There are other
friends in the next circle. The person is there at the center to participate as
actively as possible. The friends are there to celebrate, facilitate, support,
and offer as much guidance as might be needed.

Decisions are made collectively, not just by the person. The more
marginalized the person, the more collective decisions gain importance.
All are equal for all are companions. Some can talk, and this makes the
celebration easier; others cannot and this makes sharing more difficult.
Some have other troubles that can make even a celebration hard.

Some are sad and withdrawn; others are nervous and antsy. Whatever the
person’s condition, the celebrations are for all and to find ways to make
dreams come true.

Community-centered celebrations are based on what each person needs,
not what each person wants. Needs are focused on feeling safe, loved,
loving, and engaged. Wants are focused on the “niceties” of life. These
might be good things, but they have to arise out of companionship and
community. The celebrations are a time of joy, not recrimination. There is
no room for coming down on anyone, nor for making anyone feel bossed.
The person’s circle of friends has to avoid several typical ways of doing
things:
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AVOID...

e Any sense of a typical meeting. Things might have to done and
reported, but not in the celebration.

o Professionalizing the gathering. The celebrations are for friends.
They are a gathering of friends and are centered on helping a
marginalized person who is a friend.

e Having program books, data, and evaluations around. The focus is
on companionship and community, not programming.

e Directing the celebration and conversation toward the invited
guests instead of the person-- no talking about the person, always
directing everything toward the person.

o Sitting distant from the Community. Have the celebration arranged
in such a way as to bring everyone physically and emotionally close.

o Letting the Community flounder. Have someone with whom the
person feels safe next to the person and giving attention. If the
person wanders away, someone should accompany him/her and
continue to share the gist of the celebration.

o Not having the supported person’s favorite people there. Be sure
to have family members, boy/girlfriend, and direct caregivers at the
celebration.

e Thinking that professionals have the best ideas. The opposite is
true—those who most love the person likely have the clearest
dreams.

CULTURAL IMPACT

Different cultures silently demand ways-of-looking at things. Industrialized
countries often ask us to focus on each person’s independence, self-
reliance, and self-determination. These are not necessarily “bad” traits,
but caregivers have to see them as secondary and make sure that they do
not interfere with a marginalized person feeling safe and loved. They are
secondary because the foundation of all decision-making has to be based
on feeling safe, loved, and engaged. Without this foundation, there is
nothing. Independence is empty without others. Self-determination cannot
be just left to the self; it needs community to have meaning. Self-reliance
will cave into loneliness without others to lean upon, celebrate, and share
joys as well as sorrows.
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CULTURAL IMPACT

e Independence has to be based on a sense of human
interdependence

o Self-reliance has to be based on a fulfillment of our need to be with
others and do things with them

e Self-determination has to be based on our connectedness with
others

e Decisions are made for the common good, not just for individual
good

These celebrations ask us to break away from the shallowness and
selfishness of individualism and the loneliness of self-determination. They
call on us to build companionship and community.

AN EXAMPLE OF A CELEBRATION'S FEELING

Elaine is in her living room, seated on the floor, her head resting lovingly
on the legs of her favorite caregiver, the caregiver’s hands stroking her
hair as a mother would do to calm a loved one. Elaine looks around

the room at her friends. They are all seated around her like a rainbow
showering warmth on the land. It is a time to talk about Elaine-- her joys,
her sorrows, her dreams, and how to get there. Elaine does not talk with
words. Her eyes and sounds speak books filled with “Yes, that is right!”

or “No, | do not feel that way!” They speak of self-esteem, happiness,
problems, and worries. Her circle of friends quickly become used to talking
with her instead of about her. A good friend leads the circle with questions
that draw out concrete pictures of Elaine and her future. Elaine looks

with curiosity, agreement, or disagreement just like everyone in the circle.
Slowly, a picture forms on the paper hanging on the living room wall. Her
mother and father listen, share, and caution. The picture says, over the
next year, Elaine will have more friends. She and her house-mate will learn
to love one another-- doing things together. Sharing together, hugging and
kissing one another, going into the community together, eating together.
Elaine will feel better about her self-- lifting her head up with pride and a
feeling of | am somebody!” Someone slips into an old habit—“What about
data? What about the service plan?” And, another says, “This is a time for
celebration and friendship. We do not worry about what others want. We
will figure this out some other time. This is a time for and about Elaine.”

Community-centered-celebrations are a time to rejoice about the gifts and
hopes of our friends, their dreams, and the ways that each person’s circle of
friends can offer support. A community-centered-celebration is a feast for
honoring the individual and moving more closely toward shared dreams.
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It is only for those who love the person and are willing to deepen their
friendship through concrete actions. It is a time to talk and share. It is
for those to whom we want to show our love. It is a collective effort,
sometimes easy and fun, sometimes hard and probing, but always a
celebration among friends.

Community-centered-celebrations are not bureaucratic meetings, nor
professional team meetings. They are not a time for reports, or for data.
They are not for those who do not wish to be there, nor for those whom
the person has not invited. They have nothing to do with the dry goals
and objectives of days gone by. They are not about things like money
management or self-medication programs. They are about companionship
and the deeper and broader formation of a sense of community.

The professional’s role can be important, but it is secondary to a feeling

of companionship and community. This is not to downplay the need for
professionals’ insight in their particular discipline. However, any such insight
has to be filtered through the light of the person’s life-story and a desire to
deepen the person’s sense of feeling safer and more loved. The psychiatrist
could share the fears of the person that make his/her feeling safe more
difficult and offer ways to overcome this. The speech therapist could share
ways to help the person share feelings of loving others. The job coach could
share her dreams about engaging the person more with fellow workers. All
has to be channeled through the pillars of feeling safe, engaged, loved, and
loving.

OUR WAY OF FEELING

Companionship and community are different values than many are used
to. The popular thing is talk about independence, skills, self-reliance,
self-determination, and individual choice, and individual decision-

making. Or, many focus on the accumulation of material goods-- a better
house, more money, and other such things. These values are fine, but
secondary in community-centered celebrations. They do not energize

the lost, abandoned, and lonely. They fail to free those whose hearts

are broken. Those values do not mend broken hearts. They do not feel
human emptiness. They might distract the person for a while, but fear and
meaninglessness still linger at the bottom of the heart.

Community-centered-celebrations are based on shared beliefs and these
revolve around companionship and community. These are the fresh blood
that can revive broken hearts. They center on finding ways to ensure that
those whom we support feel personally and collectively safe, engaged,
loved, and loving. The dreams that are shared in these celebrations arise out
of these values, and everything that is shared is looked at through these.
Indeed, independence itself cannot come to pass until companionship and
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community are well established. Self-determination and even decision-
making depend upon these feelings.

Companionship and community swirl around this rainbow of key values--
safe, engaged, loved, and loving. All has to be discussed through these four
feelings. A facilitator in the circle of friends has to find ways to keep and
deepen this focus. This is a difficult task because of how we have been
trained to think and feel-- individualism, independence, programs, activities,
behavior problems, physical management, and drugs. These have little to do
with the formation of companionship and community.

Our focus is quite different. The circle’s responsibility to is reflect on these
new and even strange feelings, dream about them with the person, and
then find ways to move toward them.

CORE FEELING ~ WHAT THE FEELING MEANS

Safe | feel safe in my world... | feel comfortable with my
supportive caregivers at home and school/work... |
feel relaxed and open to them... | respect my body, my
emotions, and my thoughts... | can cry when | am sad
and know that my circle will nurture me... | can go to
anyone in my circle of friends and seek comfort when
| am sad or a hug when | am happy... | can stay with
my friends even when | am scared about something or
come to them when | am terrified... | feel good being
with my housemates, schoolmates, or work mates...

Loved | feel loved by my supportive caregivers, my family
living and dead, my house and work mates... | have two
or three best friends... | like being with many people
because they make me feel good, proud, and full of
life...

Loving | smile at and reach out to my friends. | feel for others
when they are hurting... | share what | have... | show
acts of kindness toward others... | appreciate being
helped when | need it and show it with a smile..
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Engaged | have enough favorite people in my life. | like to go to
school or work. | look forward to seeing my caregivers
and friends. At home, | can do my chores, play games,
and just be with my community... | enjoy doing things
together and helping others... | am eager to be with
my classmates, work mates, and housemates... | like
sharing time with them, having fun together, and just
being with them... | like to be helped when there are
things that | cannot do by myself...

These four feelings are the rainbow that hovers over community-centered-
celebrations. They are the bright colors that shower upon the person’s
circle of friends. They are the light that helps the circle dream about the
person’s future. They are the energy that nurtures dreams and the force
that helps the circle move toward that dream for/with the Community. They
are about making dreams come true through friends talking with friends.

A facilitator in the circle helps make concrete pictures of the circle’s dreams
of where the person will move toward a year from now and then dream
about the steps that the circle will walk through to arrive at the dream’s
fulfillment.

THE FACILITATORIIS...
e Someone the circle of friends respects and feels safe with and
loving towards.

e Someone able to bring together diverse individuals and make them
be and feel community.

» Someone who enables the circle to go through the celebration’s
phases.

e Someone who helps professionals in the circle do their clinical
duties outside the celebration and without detracting from a sense
of companionship and community.

e Someone who is always expanding the circle with members from
the broader community.

o Someone who helps the circle participate fully in the phases and
keeps the focus on companionship and community.

e Someone who is not afraid of physical contact and can generate joy
and contentment.

e Someone who ensures that the supported person is the focus.

e Someone who bases care-giving on the formation of companionship
and community

148



This sounds easy, but problems abound because we have many old habits
to deal with and many new ones to develop.

OLD HABITS DIE HARD

One issue that needs to be dealt with is what to do about those who do not
wish to celebrate as part of a circle of friends, but still want to participate.
The first and central invitations come from the person being honored.

This is often done with the help of her/his friends. Those who feel left

out or even professionally miffed have to try harder to develop a sense of
companionship with the person. In the meantime, they might have to do
their “professional obligations” on their own-- outside the celebration. The
celebration’s facilitator, however, needs to make sure that minimal conflicts
arise. This is a time for celebration. Those who seem to be left out need to
be helped to feel safe and loved as well.

The celebrations themselves can easily fall into old habits unless we have
a strong awareness of these and are willing to change. Because we are
creatures of habit, we have a tendency to talk about problems and ways to
settle them. Some might want to flaunt their professionalism. Some might
become overly excited and even driven by data. Others might want to be
clinical and aloof. We have many habits that we have to overcome:
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OUROLD
HABITS

Professionalism

Goals,
Objectives and
Data

Psycho-Babble

Aloofness

OUR NEW HABITS

Professional obligations are done somewhere
else. Community-centered celebrations are
not a time for reports and data, but a time for
rejoicing and dreaming

We come as friends to share, to discuss the
future, and to focus on the community of
caring-- not a client, not a problem, and not a
consumer.

We are relaxed and friendly toward all in the
circle. We show our respect and affection to
everyone.

We put away our professional attire, attitude,
and note books so we can be together as
friends

These celebrations are about dreams and
dedication. If we have to summarize or
translate our celebration for agency or
governmental officials, we do it elsewhere. This
stuff does not intrude into the celebration.

We talk as friends talk. We break the habit of
using words like client or consumer, programs
and activities, behaviors and treatment plans.
Our language has to be the language of
friendship.

We come as friends. We want to speak of and
show warmth and love. We want to dream and
plan for a deeper sense of companionship and
community.

Even more important than our habits are our attitudes and values. Many
hidden ways of thinking can make our celebrations just another meeting.
Our attitudes and values are powerful forces in how we see ourselves

and others as well as what we do. Community-centered-celebrations have
to come out of very clear and shared values about companionship and
community. These are more basic than any other values. Yet, we often just
want to talk about independence and self-determination, “Stand on your
own two feet... You make the decision... People learn by consequences...
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He has to learn a lesson... She has to choose...” Community-centered-
celebrations are about the person and his/her circle of friends. They are not
about individualism, but about interdependence.

They are a process in which friends come together to talk about and share
thoughts and feelings about deepening companionship and community.
These motivate everyone. And, everyone realizes that independence,
self-determination, and choice are built on these. So, the celebrations are
a process of dialogue and discernment. They are a process that involves
collective decisions. They uplift and highlight the supported person’s
dreams and hopes, but do not stop there.

COLLECTIVE DECISION-MAKING

One issue that is hard to deal with is collective decision-making-- a process
that honors and holds the supported person at the center, but involves a
process of collective analysis, discernment, and action. The supported
person is at the center just as the sun is at the center of our universe. Yet,
the sun without its planets is empty. The person is at the center like a
newborn infant is at the center of a family. Yet, the infant is no one without
a circle of loving ones. Community-centered-celebrations are about the
supported person and with the supported person. But, they are not

about self-determination or independence. They are about the formation of
community.

They are a collective process that starts with the person and those closest
to him/her-- not those who are over the person, but the most loved by the
person and most loving toward the person. In many instances, this means
that the caregivers who spend day-in and day-out with the person are the
closest. Of course, the person’s family is also centrally involved.

Collective discernment and decision-making is a serious duty of the

person and his/her friends. The collective group has to generate the moral
authority in itself to reflect on and move toward wise decisions. We assume
that with the circle there is an abundance of goodness, talent, creativity,
and skills. The shared sense of companionship and community is the
foundation and energy for this. If based on these values, we then assume
that the collective circle of friend has an abundance of gifts and insights.
The collective answers in the search for the fulfillment of each person’s
dreams are within the group.
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CENTERING COMMUNITY-CELEBRATIONS AROUND...

e Companionship—deepening and broadening the person’s
interdependence with and among others, firming up feelings of
being safe and loved in an ever-expanding circle in the home, at
work or school, in the neighborhood, and in the community.

o Community—deepening and broadening the person’s sense of being
in and of the community, someone valued and valuing, loved and
loving, the circle spiraling outward from home to community.

e A Collective Decision-Making Process-- coming together to dream
about the person’s future, celebrate their present, and feel for their
past. The answers to the person’s dreams arise out of the group.

e The Person - honoring and respecting the person at the center,
encouraging and enabling personal choice, collectively discerning
what is needed to help the person feel safe, loved, loving, and
engaged

PHASE ONE - GETTING READY TO DREAM

Anyone who is invited to come to the celebration has to be regarded as a
friend-- someone who really knows the person and shows love, someone
who visits with the person throughout the year as a friend, and someone
who is willing to go the extra mile to support the person. Those who are
invited should have to be ready to deepen their sense of companionship
with the person and his/her supportive caregivers.

The circle of friends consists of those whom the person invites to the
celebration. It should include those whom the person truly likes and who
really like the person-- family members, neighbors, caregivers, professionals
dedicated to companionship with the person, and other friends. The circle’s
facilitator or other members of the circle have to deal gently with the
thorny issue of those who want to or insist on coming even though they
are not really a part of the supported person’s circle of friends. The best
strategy is to bring them into the circle long before the celebration by
helping them get to know the person and to feel companionship with the
person.
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GETTING READY...

e FEach circle needs a facilitator

e Prior to the celebration, each member of the circle needs to visit
with the person and supportive caregivers as a friend several times.

o There should be written invitations to all who are invited with a
personal touch added if the supported person cannot write-- a
picture, a design, and any personalized way.

e The invitations should tell the guests what to expect and how to
prepare.

e Select one or two members of the circle to be closest to the person
to make sure she/he feels safe. Prepare them.

e A small group should have a short meeting a few days beforehand
to make sure that the celebration will go well and will focus on
companionship and community.

Every celebration needs a safe, warm place. There are many options.

For those who live in fear, the home or parent’s home is often the best
place. There should be enough room for the guests to be comfortable.
The physically closer the guests are and the more comfortable they are,
the better. Many celebrations have guests seated in a circle or semi-circle
with some on chairs and others seated on the floor. Other places include
backyards, porches, parks, private rooms in restaurants, family homes, and
meeting rooms.

Always remember that these events are celebrations, not meetings as

we are accustomed to. Part of the place’s warmth might involve special
decorations, sharing food, and soft music. The place should be well
arranged to bring people closely together. And, the friend who is going to
facilitate the celebration with/for the person should have everything set up
beforehand.

The facilitator is a crucial part of the circle. She/he has to envision how
things are going to flow and make sure that everything runs smoothly.
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THE FACILITATOR MAKES SURE THAT...
e |nvitations are sent to friends.
e The circle of friends is prepared.

o Key members of the circle talk about and plan for the celebration
beforehand.

o Non-invited professional fulfill their roles outside of the celebration.

e |f any professional attends out of perceived necessity, he/she is
treated as a friend and is helped to respond as one.

e Theroom is warm, friendly, and set up for companionship

e The supported person has one or two “best” friends nearby to
ensure comfort.

e Newsprint, paper, and pens are available for recording.
o Some one will be ready to help out in the facilitation process.

Some things have to be avoided. The facilitator has to have enough
assertiveness to guarantee that the celebration does not spiral downward
into a typical meeting. The facilitator is a peacemaker and has to deal with a
variety of realities, from very supportive to uncaring. He/she has to help all
feel safe and loved in the process.

THE FACILITATOR HELPS AVOID....
e Any professional aura, report giving, reading prepared statements,

e Any focusing on the behaviors, data, reports instead of the person,
her/his dreams, or a feeling of companionship and community,

e The use of “program books”, data, professional language, giving of
assessments,

e Dress that does not make the person and caregivers feel equal, and

o A them-us attitude-- pitting professionals against caregivers or
everyone against the supported person.

WHO ARE FRIENDS

Many marginalized people have no or very few friends. In the initiation
of circles of friends, friendships often have to be defined by a servant-
leader—maybe a parent, a caregiver, a teacher, and an advocate. As time
goes on, the circles take on a more ordinary definition of friendship—close
and intimate people who form an on-going circle of support around the
marginalized person. As more time goes on, many people then begin to
form their own circles in less stilted and more natural ways.
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WHO ARE FRIENDS?

1. First step: Those who care for and about the person. These will
often involve persons who are in supportive capacities—a parent
or family member, a teacher, a teacher aide, a direct caregiver, a
‘professional involved in the person’s life

2. Second step: An expansion of those who would “normally” make up
what we call friends

3. Third step: A normalization of the circle of friends—family members,
neighbors, community members

The more a culture is materialistic, the harder it is to enter this process
since so many people live parallel lives and things take precedence over
people. The initial circle has to advocate strongly for the inclusion of normal
friendships. This will take time.

ABOUT PROFESSIONAL STUFF

In different places and cultures government and agencies require certain
kinds of reporting, information, and formats for purposes of funding and
monitoring. These things are fine, but should not intrude on community-
centered celebrations, or on the life of the person. This stuff should be
handled before or after the celebration. Even then, professionals have to
look at everything through the lens of companionship and community.
Perhaps a particular person has to have a special diet due to a diabetic
condition. This information has to be dealt with through the prism of
ensuring that the person deepens his/her sense of feeling safe and loved.
The circle has to know the difference between being safe and feeling safe,
being loved and feeling loved.

The facilitator plays a key role in what goes on before, during, and after the
celebration. This is the hardest part, keeping the focus on the celebration,
while also making sure that all governmental and agency bases are covered.
Much of her/his work is behind the scenes-- managing conflicts, gaining
trust from those who look at things differently, finding creative ways to
make reports, and making and enlisting new friends.
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THE FACILITATOR HELPS AVOID....

Non-participation—When the marginalized person does not want to
be part of a circle, the circle needs to still come together and find
ways to help the person learn to feel safe and learned with circle
members. If the person attends, but does not participate, the circle
speaks for the person.

Violence—"Do we not have to be trained in physical management?”
The simple answer is "No!", the circle of friends has to move
quickly into a deepened sense of companionship with the person.”
The circle has to enlist a psychologist who is a friend or deal

with violence behind the scenes. The central issue with violence

is to prevent it. Part of the celebration could involve a dialogue
about what everyone will do accommodate the person instead of
provoking violence of any sort.

Prescribed Drugs—Make sure the person has a true mental illness
and that any drugs are for this, not for behaviors. The circle has to
insist on dignity for the person-- no drooling, no shaking, no messed
up gait. The circle has to enlist a psychiatrist who is a friend or deal
with this behind the scenes. As with any other tool, the circle of
friends has to always balance the need for drugs and their positive
and negative effects.

Diets—First ask if they are necessary or just middle-class
impositions. If necessary deal with these questions so that the
person feels safe and loved. If someone has diabetes and must not
eat sweets, then the circle moves quickly to make sure that the
person feels deeply safe and loved, increasing the probability that
the person will do what his/her friend asks. The circle has to talk
about options such as non-sweetened foods and drinks and make
these readily available. The circle has to enlist a dietician who is a
friend or deal with the problem behind the scenes. Also, recognize
that the person’s house is her/his home, even if it is a shelter. There
is no room for whimsical denial of food, drink, or smoking. The
central question is to help the person be and feel safe. These issues
will resolve themselves if companionship exists.

Physical lllness—The circle should only look at physical ailments
from the perspective of how safe and loved the person is and
feels. Issues like stomach cramps, poor posture, lack of teeth, and
constipation are very personal and should be handled privately by
professionals just like anyone else does. The circle of friends simply
has to have a collective understanding of how issues like these can
twist a person’s spirit and find ways to make the person be and feel
safe. If a physician or nurse is a friend, he/she should participate in
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the circle—not to report medical problems, but to offer support in
terms of companionship and community.

o Communication Needs—The circle should care deeply about
supporting the person’s communication needs, especially focusing
on describing how the person can express feeling safe, engaged,
loved, and loving, or their opposites. Those who do not speak
English should be helped to learn it.

e School or Work—The circle has to look beyond the home. Teachers
and caregivers from school and work should be part of the circle.
When others do not quite fit into a spirit of celebration, the circle
has to guide them gently in the dream-process.

Some friends might want to lord it over the circle with a mental health
culture-- talking about diets, violence, drugs, segregated work, compliance,
and other professional attitudes that distance the supported person

from friendship. Any of these topics might have to be discussed, but not
at the community-centered-celebration. The facilitator has to clue in
participants beforehand and ensure that the celebration stays focused

on companionship and community. If a special diet were necessary for a
particular person due to health reasons, the facilitator has to guide the
one concerned about this to look at the situation from the perspective of
feeling safe and being safe. If a psychologist or psychiatrist is worried
about drugs or behavioral challenges, they have to look at these questions
from the perspective of feeling safe and loved. Everything has to converge
into the circle’s discussion with feelings of companionship and community.

REPORTS AND DATA

Supportive services have been dictated and formed by rules and
regulations for years upon years. Many rules and regulations had their
origin in goodness-- protecting people from harm and ensuring growth.
Many individuals responsible for monitoring have managed to transcend
an authoritarian approach, but some have gotten swallowed up in it. Over
the years many rules have become means of control and dehumanization
because they did not focus on the person. They focused on agencies and
money. The person got lost in the paper.

The same holds true with data. Many homes display “program books” on
shelves in the living room. Instead of a fireplace or a cozy kitchen table,

we are immediately struck by the “data books.” Caregivers are bent over
kitchen tables doing their reports and filling in “X’s” and “O’s” just like in

old time nurses stations. Many professionals are still enthralled by the
“scientific data” that they feel is so necessary for excellence and validation.”
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Community-centered-celebrations have no room for this stuff. The circle
has to be creative and bold. It is their wisdom that has to form the person’s
future. Whatever reports and data that have to be done should be done to
honor and uplift the person and the circle -of friends. This means that the
facilitator has to do some things behind the scenes--filling out this form or
that form. The facilitator will have to educate surveyors and other monitors
in the circle’s values and direction. More importantly, the facilitator has to
nurture creativity in the circle and free up caregivers to give care rather
than looking like the Nurse Ratchet’s of years gone by,

Data and reporting can be fair and just. The question is how do we support
the person, free up caregivers, and still meet the requirements of outsiders.
Nothing says how we have to validate the goodness of what we do. We
have a responsibility to assure government that what we are doing is good
and just. The circle has to and has the power to come up with creative,
discrete, and efficient ways to do this.

DOING DATA AND REPORTS

e Bediscrete. Avoid the physical presence of data and program books
in the house, classroom, or work place. These items are for guidance
purposes, not for control.

e Break old habits. Avoid doing what has always been done. Write
reports as a mother would write about her person, not as a hospital
nurse would write about her patient. Create new forms and formats
that fit the person instead of the agency.

o Work in solidarity. Unite the circle of friends before and after the
celebration to make sure that all funding and regulatory bases are
covered.

o FEducate. Explain to outsiders what you are doing and why. Keep
the focus on companionship and community. Do not expect that
outsiders will understand. Explain, explain, and explain!

e Be creative. Come up with new and simple ways to validate that
you are doing what you promised. Look at issues like doing simple
checks weekly or monthly, keeping a daily journal, using video tape,
taking pictures, monthly interviews of the circle about progress,
quarterly summary journals.

o Keep paper work out of the setting. The circle should look for ways to
eliminate the need for caregivers to take data.

o Companionship and community. Keep the focus on safe, engaged,
loved, and loving.
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PHASE TWO - DREAMING

Community-centered celebrations are about collective dreams, and then
breaking these down into the possible. They are a moment in time when
friends come together with a friend in need in a spirit of openness and
discernment-- not to look at problems, but to dream about the future. At
each celebration, those who love the person help him/her describe where
he/she wants to be in the future-- dreams about feeling safer in the world,
more engaged with a broader circle of friends, more loved by more people,
and more loving toward others.

Dreams are made of the circle of friends coming together, sitting in a circle
in a place that is safe and comfortable for the person, and, with the help of
a good friend, picturing the future.

PICTURING THE FUTURE TIPS ON HOW TO DREAM-MAKE

e Picture the person feeling safer ¢ The facilitator asks each person

with caregivers, neighbors,
work/school mates, people in
the community, and family

Pictures should revolve around
four key words - safe, engaged,
loved, and loving

Pictures of feeling safe might
look like, “I see Elaine running
toward her three favorite care-
givers when she comes home
from work... | see her sitting
with her housemate eating
supper... | see her smiling when
she comes home from her
family’s home..”

Pictures of feeling engage
might look like “I see her
playing games with her house
mate... and serving her at meal
time... | see her and her house
mate cleaning the dishes to-
gether... | see her in supported
work with a favorite caregiver...
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to close his/her eyes and make
a mental picture of where each
sees the supported person a
year or so from the present.

The facilitator is always near
the supported person and
directing all conversation
toward the supported person.
If he/she cannot communicate,
the facilitator is her/his voice.

The facilitator keeps
summarizing the dialogue as
a way to engrave the evolving
dreams in everyone's heart.

The facilitator keeps delving
more deeply and more
concretely into what each
person’s dream-picture looks
like.

The facilitator makes sure
that thoughts and feelings are
not left in vague and abstract
words, but always presses

for snapshots of what this or
that means in relation to the
person.



PICTURING THE FUTURE

Pictures of feeling loved and
loving might look like “I see
Elaine with her head held
high, with a smile on her face,
and slow movements... | see
her kissing her caregivers,
housemate, mother and
father...

Dreams are pictures. When
anyone actually dreams, we
see concrete expressions of joy
or fear, happiness or sorrow.
We see faces, hands, and eyes.
We feel movement. We hear
voices. We can describe these
when we awaken.

Our dream-making has to be

TIPS ON HOW TO DREAM-MAKE

The facilitator makes sure no
one worries about “Yes, but..””
The dreams have to focus

on what the circle of friends
imagines as a safer, more
engaged, and more loving
world.

The facilitator makes sure that
there is no talk about behaviors
or problems at this point. The
idea is to dream.

The facilitator keeps pushing
for concrete dreams, “Tell me
what you see Elaine doing?”

The facilitator summarizes each
dream-picture in writing and/or

) ; ictures.
like our most joyful actual P

hopes. “What do you see
and hear?” should be the
facilitator’'s most common
question.

Dream-making is a no-holds-barred process. There is no room for an
attitude of “That is impossible!” There is no place for complaining or
criticizing. There is only room for looking into the future as a person would
gaze at a rainbow and wish for...

PROBING THE DREAM AND GOING DEEPER

The collective group has to go as deeply and yet as concretely as possible.
This is perhaps the hardest part of the celebration-- not just accepting
words and phrases, but probing deeply for concrete meanings. We are
burdened with professional language that distances us from people and
cuts off a sense of companionship and community. Our words are not
necessarily incorrect, but distancing. They separate us from feelings and
go toward “programs’, not hearts. We need to conquer the person’s heart
instead of worrying about managing nice and neat systems.

Probing more deeply is critical. When someone says, “She needs more
activities!”, this is program-talk. It may be true, but is not deep. Plus, it
misleads the group to stay in program-talk. The facilitator has to keep
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pushing everyone to go deeper, “What do you see the person doing in
these activities? Whom is she with? What is she saying? What do her
evyes look like? What is she doing with her hands?” The probing leads the
group to picture the person and the collective dream in action. It forces
concreteness and makes the dream real and personal.

PHASE THREE - LOOKING AT THE DREAM
FOR THIS YEAR

The dream is the circle’s collective hopes for and with the person. After
this, the group (not an I-Team, but a We-Team) focuses on the possible over
the next year. The possible things are goals that the circle determines that it
can help happen over a year’s time. The goals are not the agency’s, but the
collective group’s. They come from the circle and are the circle’s collective
commitment to the person.

The good friend who is facilitating the process quickly jumps into the
rainbow and pulls out from the circle “What do we think is possible this
year?”, always probing, challenging, and drawing out concrete pictures from
the circle. The goals are what the circle imagines it will see a year from
now. The facilitator has to help the circle enter into the concrete future,
asking questions like, “OK, we have a vision of where we want to go. Now
let us see what the person’s reality will look like a year or so from now!”

It is important to keep the circle in the future with an attitude of “We are
not here today, but we are here a year from now and looking back over the
past year!” The circle is not seated on the floor and sofa right now, but is
gathered together a year from now. And, the key question is, “What have
we seen and felt in the last year?” It is back to the future time!

We are the future, be in it, and picture it. This takes a vivid imagination, an
imagination that arises out of our moral beliefs about companionship and
community. Our pictures of the person a year from now are a description of
our moral imagination.
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PICTURING THE FUTURE THROUGH OUR COLLECTIVE
IMAGINATION

QUESTIONS TO ASK:

e We are here in this same place a year from now.

 What do we see?

e What do we hear?

e What do we feel?

e Where do we see the person living, working, or going to school?
e Who are the main people in the person’s life?

e How do we see in the person?

e “You say friendship. Tell me what that is. Who do you see? What do
you see?”

e “You say happiness. Tell me what that is. What do you see?”

o “You say liking her caregivers. Tell me what that is. What do you
see?”

e “You say no hitting. Tell me what the person is doing instead. What
do you see?”

e “You say not feeling miserable. Tell me what you see that says she
does not feel like crap.”

e “You say independent. Tell me how this makes the person feel safer
and more loved!”

* “You say making money and working. Tell me how that will make the
person feel more engaged!”

PHASE FOUR - GROUNDING IN THE HERE-AND-NOW

We have been to the future. Now we return to the present. The present is

filled with questions, frustrations, problems, challenges, and even cynicism.

We now go through another step in our process that looks at where we are
at and what we can do to move toward the dream. We need to look around
and see the person’s reality, especially what roadblocks stand in the way of
our journey toward our dream.

We are going to take a journey toward a rainbow, but we have to know
where we are starting at and what issues we have to resolve to start
moving, including resources, additional supports, and rules and regulations
that might go contrary to the dream. The facilitator has to ground the circle
of friends. The best place to start is for the facilitator to summarize with the
circle what the roadblocks are.
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TALKING ABOUT GEARING UP

FOR THE JOURNEY...

e “Elaine hates her house mate!”

e '"She cries every time she

comes back from her family’s

home!”

e “‘She chooses to be a loner and

just deal with staff!”
e “She wants to eat alone!”

e “Agency policies make this

journey impossible!”

QUESTIONING ABOUT GEARING
UP FOR THE JOURNEY...

“Tell me what you see! Who
can we enlist to make her feel
companionship?”

“Tell me how we can start to
make her feel safe and loved
in both places. Who can help
right now?”

“What does that mean in
terms of companionship and
community?”

e “Who can help her feel safe
eating supper with her house
mate?”

e “Who can help review and
interpret those policies so that
they do not get in our way?”

We have to be realistic as well as dreamers. We know that there are many
barriers toward companionship and community. The facilitator has to probe
the circle with questions that acknowledge reality, but move the circle

toward moving beyond it.

PHASE FIVE - EXPANDING THE CIRCLE OF SUPPORT

Once grounded in reality, but also energized by the possible future, the
facilitator helps the circle reflect on who can help the person move toward
the dream from the here-and-now. The place to start is with the circle of
friends-- the supported person her/himself and the circle, people already
dedicated to supporting the community. The facilitator draws out of the
group personal and shared commitments, and then probes for others who
might be enlisted in the circle.

The facilitator questions each member of the circle about how they will
dedicate themselves to the dream’s fulfillment--caregivers, family members,
neighbors, schoolteachers, supportive workers and community members.
The theme is “I will do this...” Yet, often more support is needed. Others
likely will have to be enlisted. This part involves broadening the circle. The
circle of friends has to identify and enlist a circle of support. This might
include a psychiatrist, physician, minister and an acquaintance. Now there
are two circles. The first is a circle of friends; the second is a circle of
support that will be enrolled.
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CIRCLE OF FRIENDS AND CIRCLE OF SUPPORT

o The circle of friends—those who help the community feel safe and
loved and dedicate themselves to personal commitments.

e The circle of support—those who are enrolled to support moving
beyond the present. They are new individuals who are asked to
make personal commitments over the next few months.

e The supportive circle is enrolled to help overcome barriers-- the
psychiatrist who regulates medications, the therapist who
makes sure that the person is comfortable in her wheel chair,
communicates with his language board, the nurse who monitors
medications, the psychologist who promises to help caregivers help
the person feel safe and loved, the minister who promises to visit
with the person once a week and talk about grief, the dentist who
makes dentures.

» Sometimes the circle of friends is the same as those who support.
Sometimes it is outsiders who are enrolled for a specific purpose.
Sometimes the supportive people become friends, sometimes not.
The important thing is to mobilize the needed help.

PHASE SIX- STRENGTHENING THE CIRCLE OF FRIENDS

To deepen their friendship with the person and among themselves, the
circle of friends has to look at how they can make themselves stronger.

The facilitator asks the group for ideas on what it needs to stay strong

and become even stronger. The caregivers might need help in becoming
better at teaching the person to feel safe, engaged, loved, and loving. The
psychologist might volunteer to visit the home and share the skills and
values needed to do this. The support coordinator might need help in
making sure that she/he can do the behind the scenes paper work. Another
person might volunteer to do this. Someone might say, “‘Our psychiatrist
hardly ever sees the supported person and, when he does, he just snows
him with drugs.” The psychologist might offer to help caregivers meet with
the psychiatrist two or three times so that the right information is shared.
The group or part of the circle likely needs to set up times to come together
to celebrate small breakthroughs or to make sure that everyone stays
focused. Thought has to be given to the skills that are needed, the values
that need to be deepened, and the seeking of necessary support.
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MAKING OURSELVES SMARTER AND STRONGER...
o Talk about and list out what skills and change strategies the group
needs to fulfill the dream

o Talk about what the circle needs to do to ensure that the circle of
support does what needs to be done.

o Talk about ways to periodically celebrate moving toward the dream.

PHASE SEVEN - FIRST TINY STEPS

Mighty oaks from tiny acorns do grow! Let us get real now! What are we
going to do over the next three months? What will make the journey begin?
Think about where the circle has dreamed for a second, and then plot a
course for the first steps. The dreams are what government people would
call goals; the first steps are what they would call objectives, but what

we call a commitment, “I/we will do this by such-an-such a date...” In this
phase, we tell who is going to do what and when it will be done. These are
commitments that the circle makes to the person.

These commitments are the proof in the pudding about companionship.
They move us from talk to action. They validate friendship. They go way
beyond what is ordinarily expected of professionals. We no longer talk
about agency obligations, but personal commitments to an individual.

ABOUT THE FIRST TINY STEPS...
e The facilitator asks for commitments from each member of the
circle for the next three months.

e These commitments might involve members of the circle or
individuals in the supportive circle.

e She/he keeps reminding the circle of the dream.
o All commitments are based on the dream.

e The facilitator questions about anything or anyone who might block
these first steps.

e The circle discusses ways to overcome these roadblocks.
e Personal commitments are listed with dates of completion.
e The facilitator tracks these.
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PHASE EIGHT - ENDING THE CELEBRATION

Within a few days everyone in the circle should have a copy of the
community-centered celebration’s outline--from the dream to the first
steps. It should be written in plain language and should also be presented
to the person in a way that the person can understand and treasure. Since
many individuals cannot read, it is important for caregivers to have a clear
and concrete summary of what the plan involves and review this often with
the person. The facilitator has to help the circle be creative. Written words
might be part of the outline, but it should not become stuck in this mode.
Think about drawings, graphics, poems, and songs as a way to picture the
outline.

Closing the community-centered celebration should involve a down-to-
earth summary of what has been celebrated and each member of the circle
should be asked to give a picture-phrase of where the person will be a year
from now. At the end, the facilitator should ask each individual to reach out
and thank all in the group. Also, the circle should not leave until it knows
when and where it will meet again to review its progress.

COMMUNITY-CENTERED CELEBRATION CHECKLIST

Each celebration will be a unique event. There is no one way to celebrate.
Each individual and circle of friends are so different. Each reality is so
unique. Three basic events have to happen to make a community-centered-
celebration work well-- touching base beforehand, the celebration itself,
and what goes on afterwards.
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BEFORE

[ Dedicated members of the circle need to spend time with the
person off and on throughout the year

L] Encourage family attendance

[] Make and send out personalized invitations

[] Help the person buy a new outfit for the day

L] Explain to the individual what will happen and why

L] Make sure caregivers are present

[J Have a place where the person feels safe and make it festive
[J Have food and drink available

[ De-professionalize the gathering-- dress and attitudes

L Invite only those who are friends

[] Review and discuss any necessary or relevant reports before the
celebration

L] Prepare the person’s favorite friends to be with the person

L] Have a supportive option ready, if the person wants to roam
around or wander off

DURING

L] Arrange seating around the person

[ Have the person’s favorite individuals sit nearest to make him/her
feel safe and loved

L] Touch the person a lot

[ Talk to the person, not about the person
L] Keep the atmosphere peaceful

L] Honor the person a lot

[J Come to the meeting only as a friend—empty-handed and with a
warm heart

[ Keep the focus on safe, engaged, loved, and loving

[ Use a logical process such as-- the dream, defining these in goals,
grounding in the present, identifying people to enlist, finding ways
to strengthen the circle, what to do over the next three months,
what we will do right now, and commitments for the first steps
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AFTER

[ Write personalized thank you notes to all who participated

[] The facilitator makes sure that everyone stays on track-- phone
calls, e-mail, small meetings, written journal

L] The facilitator sends out a 3-month review of progress and
barriers

[ Various professionals translate the community-centered plan into
the language and format that will satisfy outsiders

[ Everything should revolve around safe, engaged, loved, and loving

The facilitator plays a key role throughout the process. The celebration
itself is the high point of the process. The real work goes on before and
after the celebration. Each member of the circle is a mentor, a leader, and
an advocate. There are many bends in the road. The tasks are difficult.
Members have to be skilled at negotiation and conflict resolution. The
central focus is always the supported person.

WHAT A COMMUNITY-CENTERED PLAN LOOKS LIKE

The following is an example of what the written results of a community-
centered-celebration look like. It is simple and to the point. It involves what
a circle of friends’ dreams consist of and what will be done right now. It is
the result of a circle coming together to celebrate. Read it. Reflect on it.

Cecil’s Life-Story

Cecil is a young who has had a difficult life, but who now lives with
companions in an apartment. He holds a job as a night watchman. He is in
the process of learning companionship and community.

Cecil-- a young man, appearing to be proud of himself, with many skills,
burdened by faint memories of his early personhood, separation from his
brother at the time of their adoptions, and further weighed down with the
heavy memory of his brother’s death in a distant place. He is a young man
with a loving and dedicated mother and father who participate in his life
and worry about his happiness and his feeling of self-worth and hopeful of
his one day sensing that he is deeply loved by them and others.

Cecil-- a talkative man who tries hard to fit in, takes pride in a new found
job as a night watchman, who dreams of having his own pick-up truck,
and getting married. He is a young man whose wishes can outpace his
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present possibilities and who even talks about his dreams as if they were a
current reality. He is articulate, humorous, and pleasant to be with.

Cecil-- who recently thought about and tried to hurt himself in a

suicidal call for help, a cry for his yearning to be somebody, to feel “I am
somebody”, and to end his life-confusion. He is a young man struck by
his perception of himself as “different”, yet tries to be somebody, to the
point of making up a better reality through fantasy-stories. He enjoys his
caregivers and regards them as friends. He has known the street life in
search of that elusive feeling of wanting to be somebody.

Cecil-- a confused, but very lovable, young man who in his innocence
and through his early years of abandonment and abuse actually astutely
poses several insightful questions of existence in often unspoken words:
1) Life-Meaning: “Who am I? And, if | do not fit into what | see as a good
reality of others my age who are leaving home, going to school, going
steady, having a job, and having children, then | will create my own
reality!” 2) Aloneness: “Although | have a very loving mother and father,

I was abandoned as a small person and | lost my brother to distant and
remote heaven. | feel lost in this world. | am trying hard to do everything
that everyone wants, but | still feel alone.” 3) Choicelessness: “You all say
that | should make decisions and | do, but | have no choice over the fact
that | am scared!” 4) Death: “I feel death, especially that of my brother. |
have warned you that | want to die to end my confusion Please love me!”
5) Oppression: “What you want of me I will try to do, but | am still empty
in my heart. You might call what | do behavior problems. You are missing
the point. | am empty and need to be filled with your love. You have to
make me feel safe. You have to make me feel loving. Do what my mom
said. Teach me to feel loved!”

Cecil-- a young man whose early life-story of neglect, multiple foster
homes, and the eventual death of his younger brother have left him
anguished, confused, and without identity. He has shown anger in the
past, a sense of panic, explosiveness, and depression, and even a desire
to kill himself. These feelings have led him to seek refuge in alcohol and
street drugs. He is seeking to define who he is in the best way that he can.
This search for identity has resulted in him making up his own reality,
what people called telling tales. These tales are not so much lies, but a
wished for definition of himself, a search for an elusive meaning in his
life and being, and somewhere between fantasy (the realm of a person)
and delusion (the realm of meaninglessness and absurdity). His history
of aggression toward self or others is an outward expression of this inner
turmoil and confusion. Likewise, his past problems with not doing what
he should do is an outward expression of not wanting to be controlled or
bossed around that arises out of a lack of trust. It is a way of saying, “If |
cannot figure out who | am, don’t you come down on me.”
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Cecil-- a young adult who is caught in the middle of trying figuring

out who he is, what his role is on this earth, and where he is going.
Adolescence is tough enough. For Cecil, it is harder since he does not have
the foundation of self-esteem that most adolescents have. His very youth
militates against him.

COMMUNITY-CENTERED CELEBRATION FOR CECIL

Cecil and his core caregivers and supportive staff sat in his living room to
develop a community-centered plan. Cecil was relaxed and participatory.
The group asked him to sketch a picture of his most beautiful dream. He
proceeded to draw a picture of a “fishing hole” with himself alone in a boat.
When asked what he saw in his picture he said, “Fishing with a favorite
friend... someone who is always there...” And, then he said, “I see someone
on the other side of the lake... Someone trusted...but then he disappears...”

Cecil described his dream-- someone with him whom he can always trust,
yvet deeply fearful that loss is always a short distance away. He yearns to
have trusted and stable people around, yet is almost certain that they will
disappear just as his natural parents did and just like brother did.

The collective group set forth the following goals and objectives with
Cecil’s full input and participation: As the dialogue unfolded, Cecil's dream
became more concrete-- how he sees himself 12 month from now-- his
own dream:

e Participating in self-advocacy
» Having a steady girl friend
o His caregivers telling him, “You are nice!”

Cecil defined a dream in which he feels loved and loving, a world in which
he feels safe, even when fear of loss looms on the nearby horizon. The
sense of imminent loss and feeling unloved by himself and others are his
two underlying needs. They must be addressed fully and constantly over
the next year. His going hunting, fishing, and bowling are good vehicles
for his companions to use to establish these feelings which are basically a
sense of trust in world that has been untrustworthy. His companions have
to spend their time going for his heart. He needs to be sheltered from
failure. All his decisions should be win-win. He does not need to be “taught
a lesson”-- no words of “You no better than that!” His problems are not

in his head, but in his heart. With all his “macho” appearance and ways of
interacting, he is utterly terrified and feels little self-esteem.
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Collective Commitments from Cecil's Caregivers

The group talked about ways to help Cecil move toward his dream:

CECIL'S CAREGIVERS COMMITMENTS

«  We won't let him get into trouble. We will make sure that we are
with him. We will cut him a little slack for his sense of freedom and
self-esteem, but will be ready to support him before he is about to
“fail” or get into trouble. He does not need to learn from the “school
of hard knocks”. His problems relate to sense of self esteem, feeling
safe in the world, and feeling loved.

o We won't let him feel that he has failed in anything-- from cleaning
his room to hanging out. For example, his room is dirty. The issue is
not “He likes it that way!” or “He refuses to clean it!” The challenge
is for us to do things, like cleaning his room, with him. These daily
chores become good excuses to talk to him about how proud
everyone is of him so as to continuously uplift him.

o  We will sit down with him many times for a few moments every
day and talk about the good and beautiful things that he has done.
In many ways, he is a baby in his feelings. He has never really
connected to significant others due to his early personal loses. Like
a mother would whisper words of love and praise to her infant a
1,000 times a day so too will we, Cecil’s caregivers, uplift him a
1,000 times a day. Of course, he is a man and should be treated as
one, but we need to understand that our real task is to make him
feel like a loved and loving brother, no more, no less.

o What if he gets into trouble? We will ask, “Why did | not prevent
this?” We will get better at prevention. We will not spend much time
or energy reviewing with Cecil the errors of his ways. We will spend
time with him talking about how good he is.

o What if he refuses to do something? We will do it for him if
necessary. If possible, we will do it with him. Remember we are
teaching him that it is good to be with us. Through this sense of
engagement, we are strengthening his love of self and love of
others.

o We will do the things he likes to do such as bowling, fishing,
hunting, and hanging out. We will use these special times to deepen
his love of us, others, and self.

o We will stretch him a little bit. When it would be good for him to do
something, but he doesn’t’ want to, we will go ahead and start doing
it. Then, we will find a way to entice him into being with us, not
doing the particular thing, but being with us.
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o |f he gets sad or talks about killing himself, we will be exceptionally
nurturing. We will keep telling him how good he is, hug him, and
assure him that we are with him. There is no way to convince
anyone to not kill self. There is only hope to give. And hope is in our
relationship.

Community-centered-celebrations are not for the faint hearted. They call
on us to see the person as a true friend and advocate for the fulfillment
of the basic needs of life. They often start with the unilateral formation of
a circle of friends who recognize the person’s life-story and tolerate the
person’s distancing or total lack of willingness to open up to friendship.
They call on us to give of ourselves and help bring others into the person’s
life. They move from an imposed and invented circle to one that is normal
and part of the person’s life-project. They center on what a person needs,
not just what a person wants.

NOTES

172



