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Foreword

It has been about a year since The Pursuit of Leisure was first
published. With a few smali changes, it is now entering into its second
printing. This fact alone suggests that an important need is being
addressed.

But whatisthen :d for a book like The Pursuit of Leisure? Over
the years there have been several books that have discussed leisure
activities and people who have a disability. These include a few guides
that talk about how to establish activity programs. There are theoreti-
cal works that talk about recreational activities, but from fitness,
motor coordination and learned behaviour perspectives. And there are
other works that explore the social integration and normalization of
people with a disability, while talking about training, vocational
activities, “residential” services and recreational programs all in the
same breath. These books have something concrete about them. They
help us to think about leisure as a discrete “segment” of life, like other
segments, and to think about that segment in terms of the many
“activities” and “prograrus” that can be squeezed into it or out of it. In
this sense, such books have been comforting: they help us to deal with
leisure as something quite understandable and quite open to manipu-
lation. They are full of answers.



2 The Pursuit of Leisure

Unlike The Pursuit of Leisure, however, these books generally do
not talk about what leisure means to people who have a disability and
their families. They do not focus on how leisure experiences can enrich
lives and open new doors of meaning and enjoyment, while connecting
people with disabilities more fully to their cominunities. Nor do most
books on leisure and recreation for people with disabilities talk about
what happens to individualis when opportunities to share meaningful
experiences with others outside of school, work and home are lacking.

While The Pursuit of Leisure does explore these areas that have
been left largely uncovered by other works, it is not a consoling book. It
does not talk about leisure simplistically. The authors have not as-
sumed that leisure is essentially an empty “segment” of life that those
who have mastered the correct techniques can fill up like the other
segments. They do not speak about leisure as something “optional,”
that people with disabilities should do when and if they get the time to
master the necessary skills. Neither do they offer us the definitive “how
tu” book for those who want program tips. This work accepts squarely
all the ambiguities, challenges and rich potential of leisure when it is
seen as a dimension of and a veticle for community living.

Taken as a whole, then, The Pursuit of Leisure speaks about
leisure as something that moves fluidly across boundaries of work,
school and home. At one moment it addresses in very practical terms
what those attempting to enrich lives with people who have a disability
can do, and probabiy should not do. At oth=rs it gives fresh insight into
how leisure can be thought about on a morz philosophical level. It
accepts categorically that leisure options that include people with
disabilities fully in their communities are not. a distant ideal, but a
necessity today and a long overdue right. To that end it is hoped that
The Pursuit of Leisure will contribute toleisure programs and supports
that will be sensitive yet courageous.

This edition includes sume alterations to the first. The crder of
articles hasbeen changed, as has the appearance of the typed word and
the cover. These changes were thought advisable in the interests of
bringir.g out the continuity bet'veen the book’s themes and making the
content more accessible. Deborah Gold's “Introduction” has beea re-
crafted. Her “A Look at 7.cisure Buddy Programs” is now a look
“Beyond” those programs and contuins a few other small inclusions, as
does her “Ten Commonly Asked Questions...” As well, some minor
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revisions were made to Patrick Worth’s article, “You’ve Got a Friend”
and to Judith McGill's “Conclusion.” All of these revisions were made
both for stylistic reasons and in the interests of including important
ideas that did not appear in the first edition.

Cameron Crawford
Assistant Director
The G. Allan Roeher Institute
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Introduction: Finding the Way to
Leisure, Laughter, and Love

Deborah Gold

What does it mean tc share a day at the park with a friend; to sip a few
at the local pub; to entertain at home; tojoin a club; to enjoy an intimate
dinner for two; to be asked, “can you come out to play?”; to dream about
achieving, learning, and travelling? To many of us, it is these moments
that make our lives most meaningful. As Judith McGill so aptlv
suggests in her article on identity, these times give us our most
treasured memories, Many people with disabilities, however, are mis-
sing these monents and opportunities. Thus, their lives are impover-
ished, rather thanrich and fuil. For example, Margaret Brownexplains
how her son Philip has missed out, even though Lieis very good at sports
and physical activity. Colette Savard explains how her son misses out
because he needs friends. He has been unable ;0 make friends because
of the constant presence of adults. This experience of being left out, of
niot belonging, of leading lonely and isolated lifestyles, is discussed in
a number of the contributions to this book. John McKnight demon-
strates how human service systems are not set up to help people to
become included in communities: only communities can do that, Pa-
trick Worth explains how services failed to meet his human needs, and
simply perpetuated nis isolation and exclusion.

Let us take a few minutes to reflect on why people with disabili-
ties often experience such r:xclusion, Historically, persons with dis-
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6 The Pursuit of Leisure

abilitic ~ have been devalued in society, which means that, in a world
where physical ability and intelligence are high'y valued, people with
a perceived lack of ability and/or presence of stigma are thought of in
negative terms. This devaluation takes many forms, but its most
prevalent consequence has been the exclusion of persons with disabili-
ties from the mainstream of community life and from policy planning
of all kinds. Since policy makers do not usuaily reflect all the needs of
community members, rather than incorporating the needs of all citi-
zens into basic, general ser sices and service planning, they tend to
create add-on, “special” services such as parallel transportation sys-
tems. Because of the inherent historical devaluation of citizens with
disabilities, politicai will and social policy still do not reflect the
ideology of inclusion. Thus, persons with perceived disabilities are
often left with fewer rights and services than those who are valued by
society: those with money, pk_'sical and mental ability, youth and
health.

Typically barred from the mainstream of comuunity life, per-
sons with disabilities are consequently kept from knowing true leis. -¢.
What does this mean for them? It means that many still have few or no
freely given relationships with non-labelled peers. It meansthat people
continue to be “signed up” for structured programs with other labelled
individuals, without their consent, and without uaderstanding what
alternatives they have. it means many children have few opportunities
to spend time with their families because the support is not made
available for them to live at home. It means, in the final analysis, that
leisure, as described above and as many valued citizens know it, is not
a part of the lives of large numbers of peopie with disabilities.

Throughout this book, leisure is discussed as a feeling, a state of
mind, a sense of well-being. It is examined as a part of life that is deeply
connected to relationships, intimacy, and love. Judith McGill and
Marilyn Ferrel, in their articles, comment on the power cf leisure to
enhance skills, confidence, choices, relationships, and spontaneous
moments. Most importantly, they each discuss the development of
“leisure identities” as essential to the enrichment of lifestyles. In
articles by Jule Hopkins, Heidi Prinz, and Christie Cass, the concept of
choice is highlighted. Leisure is seen as all around us, and as an
important part of community life. As we read, we see that leisure is
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there for the takiig. We need only make the appropriate choices. This
philosophy is questioned Lt ' Charles Sylvester, who asks whether
leisure choices can be a reality for people who are poor. He discusses the
“Politics of Leisure, Freedom, and Poverty.” The readings in this book
allow us to reflect on the need for, and the possibility of, taking part in
leisure that is meaningful and enriching, in the face of inany barriers
such as poverty, labels, and institutions.

This book makes a contribution by ei.ouraging us to think
positively about change; how to truly help peo: e lead more enriched
lives. Both Margaret Brown and Colette Savard, for example, end their
articles on a positive note, showing us the possibilities that emerge out
of integration. In the piece entitled, “Ten Commonly Asked Questions
about Recreation and Integration,” I examine how integration happens
and why it's important. One key reason why it is essential for us to
concentrate on finding and providing integrated recreation and leisure
is because it's fun. Reports from parents in this book and others, and
ongoing discussions with individuals with disabilities, reveal that in-
clusion in the mainstream, with support, is usually more fun than a
segregated experience.

What, then, is fun? It is, I think, linked to freeuom, friends,
spontaneity, and choice. Fun does not emerge.automatically from a
structured recreation program, or from a prescription by a “recreation
therapist.” And it is certainly not what people feel when they partici-
pate only in segregated sports and camps, or when they spend week-
ends wandering shopping malls ail alon, or when all of the people they
know are either service providers or other individuals who are handi-
capped. Fun and laughter are a part of having opportunities to decide
what we enjoy, what we wantto do, and who ve want to do it with. They
are an integral part of becoming ourselvrs, of relationships, of living.
Joy is very definitely linked to community living and loving relation-
ships, as expressed by Patrick Worth, Judith Sandys and Diane
Leaker, Zana Lutfiyya and Nicola Schaefer, and Rose Galati.

Neighbourhoods, associations, clubs, and other groups help us to
make these connections, and to have fun. Membership in groups,
whether formal or informal, gives many of us our ability to meet people,
learn new activities, develop skills, and make friends. These opportu-
nities are difficult to get if people have never felt as if they belong. Re-

13



8 The Pursuit of Leisure

lationships and leisure are inextricably linked together. We enjoy
leisure with others; we develop relationshipsinleisure. Marilyn Ferrel
elaborates on these links from her own experience. To provide leisure
experiences without taking relationships into account is to eject the
core meaning of a grcat deal of leisure. Such an exclusion overlooks the
immense potential for change in this area of life for people who have
been socially isolated.

Sometimes, people need support systems of many different
kinds to make true leisure a reality. In the article on Leisure Buddy
Programs, I examine this kind of support idea, its limitations and how
we might think beyond support to friendship. Zana Lutfiyya and Nicola
Schaefer follow this up with a practical account of how families,
friends, volunteers, and workers can all provide suppoit for leisure,
fun, and laughter and in the process, make a seemingly impossible
experience a reality. Leisure hasthe potential to connect people to their
cornmunitiesin a very real way. These connections can change people’s
lives. We must find ways to make living in the community meaningful
and not a continuation of segregated and isolated lifestyles.

Here isa collection of reflections, ideas, strategies, and commen-
taries that demonstrate the complexity of the issues. Whether you are
a parent of a younger or older child, a recreation worker, a support
person, a volunteer, a teacher, an advocate, or friend, these writings
call on us all to examine our attempts to create a sense of both leisure
and belonging, not only for others but for ourselves as well.



Taking Part in the Dream

Colette Savard

My son Olivier is now seventcen years old. He attends a regular high
school where he is no longer congregated or stigmatized by being with
a large group of students with a mental handicap. Up until two years
ago he was in a segregated class and had no reai opportunities for
getting to know his typical peers.

I feel that right now relationships are the most important thing
to Olivier. When he is at school, Olivier has friends but when school is
over, he only has his family. That is a lot and yet at the same time it is
not much. It means that Olivier is very dependent on his family for his
relationships. It has been hard for Olivier to make friends on his own
—to make his own little place in a group. The reason for this is simply
that he has been out of the group for so long. His new relationships are
few and far between and not very consistent. When school is over, he is
left to himself. We have tried to develop a circle of friends around Olivier
at school that would extend beyond into his leisure time, but it hasn’t
happened. When he first joined the regular class, the teacher’s aide
took him around the school to try to help him meet other students. But
this didn’t help develop friendships.

Olivier is always accompanied by someone, whether it is a paid
facilitator or a family member. At lunch he is accompanied by someone
togoto thecafeteriato “hangout”; he is accompanied during classes and

15



10  The Pursuit of Leisure

after school. I believe that this has become the major stumbling block
w Olivier's making friends with his peers. Seventeen-year-olds do not
want adults “hanging around” with them. It becomes a vicious circle.
Until Olivierbuilds close relationships with his peers he will need tobe
accompanied by adults, but while he is being accompanied by adults he
is not likely to build close relationships with his peers.

Since I have not found anyone who is skilled at helping Olivier
develop friends, I sometimes feel that I must take full responsibility .
But I often feel that I just don’t have the energy it takes.

Fourteen to seventeen is a very difficult age for parents who are
trying to get their sons and daughtersinvolved in their communities.
During the summer, the teenagers in our community are cycling,
playing tennis, workiny at camps, or doing other jobs. I see them on the
street walking and visiting informally with friends. Most of the things
they do are spontaneous and informal and tend to be done with a few
friends. Even formal leisure opportunities, where Olivier might meet
teenagers his age, are not easy to find. They are often offered in ithe
evening and not during the day. And municipal recreation departments
don't offer much for teenagers.

This summer, Olivier surprised me by pushing me to find activi-
ties for him. Last week, he asked me to call two of the staff persons that
work for the association and who support individuals to do recreational
activities in the community. One of the staff members took him riding
but he wouldn't go near the horse. He is now showing me what he does
and does not like to do.

Once I find recreation programs to get Olivier involved in, they
request that he be accompanied. This year I responded to an advertise-
ment in the paper from a regular camp that was still accepting
enrollment. I called and because I said that my son had a few special
needs they said that they wouldn't accept him without someone accom-
panying him. They had not even met him,

Olivier likes to listen t. music, his favourite music is hard rock
including the Police and Men at Work. He also likes Claude Dubois and
Beau Dommage. I would like to build on hisinterest in music by buying
tickets tothe Claude Dubois concert this month.I would also like to get
him involved in playing the piano because he has always enjoyed
playing my sister’s piano. There is a conservatory down the street and
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Taking Part in the Dream 11

1 think I would like to sign him up for classes one hour a week.

Olivieris fascinated by cars. When he meets someone with a car,
the next time he sees that particular car he remembers the person. He
gets so excited. It would be so nice if we could help him to develop this
interestin a positive way. I have thought about getting him a subscrip-
tion to Motor Trend Magazine, finding books on curs for him to read,
getting him to attend car rallys, and watch races on television, getting
him interested in building mode! cars, radio-controlled cars, and be-
longingto car clubs. Other young men his age are alsointerested in cars
so that would give him something to talk to them about.

We have exposed him to a number of activities but he didn't stay
interested in them long because he had no friends to do them with. We
used to take him swimming but he never liked the water. We thought
he might like the guitar. Both of his brothers have guitars. I remember
setting out one of his brother’s old guitars in a conspicuous place where
he might find it and take an interest in it, but he would hide it on me.
I got the message.

Olivier doesn’t like physical activities because it is difficult for
him to walk. He gets tired and asks to sit. He doesn’t have the
opportunity to do physical activities because our family is not involved
in them. His leisure options follow pretty closely what the other
members of his family do. We realize this is not good. If he had friends
I think that it would be very different.

I see him more as an “intellectual” yourig man. There are all
kinds of things that he could do with that type of disposition. He is very
motivated by reading. He reads everything. He reads on T.V., on the
street — he reads and spells all the time. He learned how to read one
year agn. Everyone is so surprised that he can read and is always
commenting on what a good reader he is.

Olivier also types, so I keep a typewriter at home and he has a
new one at school. This summer I would like someone to come and tutor
him in typing. He enjoys it. He can produce a whole page of work
without a single mistake. I have never seen what he can do on a
computer. I tried tofind computer courses for Olivier. I have even found
a volunteer who could accompany him to a class.

I was always told that Olivier lacked motivation and it appeared
to be true until we put him in touch with something he liked and then

17



12 The Pursuit of Leisure

the motivation came. It would be the same in leisure but he needs
options in leisure.

I hope there will come a time in the near future that people will
call for Olivier and he will have people to call and friends to go out with.
I want him to have activities of his own, so that he doesn’t always have
to depend on his father, mother, or brothers. Part of my dream is for
Olivier to have spontaneous leisure. I am not fond of group activities.
If he is a person who likes to do things with one other person then that
is fine with me, as long as his time is full and interesting.

Idree mthat soon I will not have to be there to prompt him every
step of the way in his leisure. He will be the one taking over with
someone there to help him or support him. So far it has been my
responsibility to find volunteers. The dream is only now beginning to
happen. Olivier is letting ine know more and more what he does and
doesn’t like to do in his leisure time. This summer is a good ext.mple.
Olivier has been telling me he needs more things to do — he is bored.
Thisis a major step for him. He is becoming more involved in determin-
ing his own leisure life style and demanding new activities. As .iis
mother, I am both excited and challenged by it and feel him taking part
in the dream.



Our Leisure Identity*

Judith McGill

Remember jumping from the rafters of the barn with your cousins,
taking a plate of freshly baked cookies to your favourite hiding place
and sharing them with your best friend, building a sand castle with
your dad, playing Monopoly with the rest of your family on a rainy day,
piling leaves up in a heap and jumping into it over and over again,
sleeping overn‘ght in a lean-to with your neighbours, playing flag
football at rec:ss, going camping with friends on a long weekend with
a case of bee: n1~d entertaining guests for the first time in your new
apartment?

It would be difficult, to argue that cherished memories like these
can ever be replaced or even duplicated, All of these memories are
leisure experiences and most of them invulve relationships with other
people. These common, everyday leisure experiences are often the ones
that are missing in the lives of people with disabilities and yet these
memories are at the crux of our understanding of the importance of
leisure in our lives and in the lives of people labelled “mentally
handicapped.”

It is our leisure experiences that give richness to our lives, that
break the monotony of habit and routine. It is through our leisure that
we are able toexperiment with life and with who we are agindividuals.

*Reprinted with permission from entourage, Summer 1987, Vol.2, no.3.
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14 The Pursuit of Leisure

Leisure provides many people with an opportun’ty to find a unique
identity apart from their work and family identities. Many of our
friendships are either built orsirengthened during our leisure time and
through our leisure involvements.

Even though the connection betwe 'n leisure and friendships is
a very strong one, it is not yet widely recognized. For many cf us, our
most meaningful relationships outside our family centre around our
leisure identities and leisure involvements. Alot of our time and energy
apart from our work is spent enjoying our leisure time with people who
have similar interests.

People with disabilities are often not helped to develop or
strengthen their leisure identities. Instead, they are restricted to tak-
ing part in structured leisure activities. Too often, leisure for persons
with disabilitiesis equated with supervised outings or segregated sport
leagues. Spontanaeity and choice, two essential ingredients of leisure,
are seen as not being practical or even possible. This is compounded by
the fact that people with disabilities have had limited opportunities to
mabke friends.

I'riendships are often made through becoming a member of a
community club or organization. Being a member of an organization
helps to strengthen a person’s leisure identity. For example, if you
belong to the local YMCA and participate in the hiking club, you are
more likely to meet other hikers and in turn learn about hiking. The
hikers you meet may have other leisure interests that you would learn
about. The friendships developed through the hiking club could “carry
over” into other areas of your life. The more you perceive yourself as a
member of the hiking club, the more eager you are to accept and become
part of the unstated expectations and belief systems it valves. This is
perhaps more apparent in competitive clubs or high status clubs like
private golf clubs. Nevertheless, it is a part of all groups and group
memberships. By belonging t. a hiking group, you are also more likely
to learn the language people use when they refer to various trails and
hiking methods and the subtle images that go along with the identity
(i.e., style of dress and related lifestyle issues like nutrition). There are
also other benefits that rome from joining community clubs and
organizations and that is the sense of community that a person can feel
by being a eontributing member to a group.

<0



Our Leisure Identity 15

Being a member of a formal group is not, however, a prerequisite
tohavingaleisureidentity. Many people consider themselves ashaving
a leisure identity without belonging to a group that shares a similar
identity. They may consider themselves avid gardeners or fishermen
without belonging to garden clubs and angling clubs. Leisure identities
ar~ supported in many different ways. People are supported in their
identity as artists by the occasional compliment, while others are
supported by day-to-day contact with other artists and the opportuni-
ties they have to take part in artistic pursuits. The more the people in
our lives support us to be involved in the leisure pursuits that interest
us and the more they perceive us in those identities, the easier it is for
us to share that perception of ourselves.

A leisure identity is something that characterizes our leisure
involvements. It has to do with how we describe ourselves and how
others describe us in our leisure. Our leisure identities change as our
priorities change. At any one time in our lives we rnay be able to define
one or more leisureidentities from music lover, to sportsperson, golfer,
rummage saler, miniature collector, swimmer, gymnast, tree climber,
listener, wrestling fan, .These identities go beyond mere participation
in the activity and yet they are not necessarily things that we are good
at, but things we enjoy. They describe who we are more than what we
do, what we believe is important and what we value.

Victor loves model trains. In fact, Victor would not hesitate to
aescribe himself as a “model train buff.” At this time in Victor’s life, his
involvement in model trains has giver. him a unique leisure identity.
His apartment is full of trains and train paraphernalia. His interest in
model trains has become a big part of his life. Often on a weeknight,
Victor and his friend James get together to plan out the major renova-
tions and additions that need to be made to the model train set. A lot
of Victor’s leisure time and spare money are spent on his train set.
Victor's friends and contacts are, for the most part, other people who
enjoy model trains and consider themselves “model train buffs.” He
now belongs to two model train clubs, a provincial one, and one he
established himself. The “Victor and Friends” model train club has a
small membership of people who helped Victor build up his model
railway. The members contribute to the club by typing newsletters,
building model bridges, and ordering parts.
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Victor has been supported in many ways and by many people to
develop this leisure identity. Five years ago when he first moved out on
his own, support workers suggested to him that he find something to do
with his time. They encourage 1 him to buy a model train set to see if he
liked the hobby. Once Victor began to take an interest, they introduced
him to others who enjoy model trains and that formed the basis of his
involvement. According to Victor, it did not take long for him to learn
the language associated with model trains. The more involved he
becomes, the more excited he gets about learning new things and
meeting other people who share hisinterest. Model trains hava opened
up a lot of opportunities to Victor that weren’t possible before.

Others have been supported by their parents and friends to find
and develop leisure identities like Victor. David is a hockey player and
a wrestling fan, Brandy is a Raffi fan, and Michael is a dart player. All
of these individuals have strong leisure identities but they are the
exception rather than the rule. Even though more people who have
mental handicaps are living in the community, individuals still expe-
rience loneliness and boredom and have not found ways to use their
leisure to give them a sensce of meaning and uniqueness.

As concerned parents, advocates and human service providers
we have not provided enough support to people with mental handicaps
to develop strong leisure identities and become members of local
community clubs and organizations. For the most part, it is a question
of priorities. There is still an overpowering drive in our society to
adhere to the traditional work ethic and to derive our sense of meaning
from our work. It is still not widely recognized that leisure can play a
vital role in expanding our friendships and relationships to provide us
with a unique identity apart from work.

It is important that we find ways to recognize each person’s
leisure interests and support him or her to strengthen existing inter-
estsor develop new oncs. This implies a radical shift from taking people
to and from segregated dances and spurting events. It requires going
beyond the mere activity and looking at all the aspects of a leisure
identity. We must remember that building friendships is animportant
part of this process since it provides the ongoing supports. Friendships
grow and develop out of our leisure experiences.
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Leisure and Relationships:
A New ldentity

Marilyn Ferrel

Recreation has never been strongly emphasized in my life, Growing up
as a person with a disability, most of my time was spent striving after
the elusive goal of being “normal.” The struggle to pursue this goal
resulted in my lifestyle being abnormal, As a child I spent long hours
learning to walk, dress, and feed myself. An hour a day was spent
standing in braces and another half hour was spent doing a daily
exercise routine. What were other children doing during that time?

In the 1950s, it was stressed that people who were different were
to“be with their own kind.” It was assumed that if Iwerein a segregated
school T would have teachers and other specialists who were experts in
teaching children with disabilities. Here, I experienced myselfas alabel
rather than a person, I underwent painful exercises that were supposed
to be good for people who are disabled. Physiotherapists punished me
for my screams until eventually it dawned on them that they were
dislocating my hips. It was hard for tl.em to recognize that the exercise
was good for some disabled people but not for others. I was only seen as
alabel, a2 machine, nc’ as an individual.

The experience of being labelled in a segregated school had a
devastating effect on my self-esteem and sense of identity. My whole
identity was my disability. I saw myself as a disabled child, a disabled
daughter, a disabled student, a disabled sister. In a school where all
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children have a devalucd status, children who have a disability tend to
devalue each other according to the severity of the disability. I was the
“low person on the totem pole.” One major activity for the girls in my
class was to be a member of the choir. I was the orly one to be rejected
after singing for audition. Instead of spcnding noon hour with my
girlfriends, who were in choir practice, I was to join the boys in the gym
—despite the fact thatI had nointerest in floor hockey. Instead,Istole
outside where I could be alone to cry. I didn’t fit and there was no
opportunity to explore my own centribution to the class.

Louise Bailey, principal of an integrated school, asked me how I
eventually developed self-confidence, given that ] had been in a segre-
gated school for eighteer: years. I had to think about that one. Then I
realized how the church had always been an important part of my life,
Here I had had some opportunity to interact with young people who
would have been my peers if I had gone to the local school. At first the
children just wanted to do things for me, but slowly I learned how to
assert my independence. In confirmation class I began to ask ques-
tions, the way I did in school. Eventually I felt at ease with discussions
and became active in Hi-C and Canadian Girls in Training (CGIT),
youth groups in the United Church. Church enabled me to make
contact with people in my local community. On Tuesdays, I went to
CGIT. Nora was a °*! who lived down the street. She and I would get
together whenever there was a CGIT project, such as a mother and
daughter tea, and we would cook or niake things. Our friendship lasted
for twelve years, until . graduated from university. Whenever my
family couldn’t find me, they knew I was down a\ Nora's. I spent the
night with her when her father died.

Being in an integreated environment does not necessarily result
infull integration. When  went to St. Clement’s School, I thought that
I had landed from Mars. I had had very little experience in being in an
integrated environment on a day-to-day basis. I did not know how to
react when the girls told iokes, talked about boys, and had fun the way
teenagers do. I only knew how to work; that’s all I ever had time for. The
constant panic of keeping up, plus the lack of social skills, led me to
escape by burying myself in my books. School became a nightmare. My
only source of recreation was having a chat with my sister over a snack
after rchool. Looking back, it would have been better if I had had the
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option of completing some of my academic work during the summer.
One of the recreational activities that I would have enjoy=d, and later
discovered that. I had some talent for, was public speaking. At che time
I was tco worried that my slight speech impediment would be a burden.
Now, I realize the value of my pa:ticipation to myself, and to other
people, even thoughit would probably .nvite minor modifications to pro-
cedures.

Recently, I met one of the girls who was in my class at St.
Clement'’s. We have become friends. I look back at St. Clement’s and
remember how she invited me to her house and was friendly towards
me. We might have been friends all along but I had thought she was
merely being kind and I didn’t know how to reciprocate. When she took
me to a class reunion I got to know the women better in one evening
than in the three years I went to school with them. I had been toobusy
trying to be a “normal” student *o learn the skills involved in relation-
ships. .

When I went to high school, I realized I didn't really need grade
thirteen: the following spring I would be old enough to enter universi ty
as a mature student. For the first time, since the 2arly gradesof school,
T'had some free time to have some fun. Iwent toa public high school not
expecting to make friends as I had heard that the students were all on
drugs and I knew I was a bit of a square. Fortunately, there was a girl
in my class whom I knew fromn CGIT. She took me under her wing the
first day. One day a friend in a wueelchair introduced me to a boy with
long hair named Richard. I was curious and, not expecting to talk to
him again, I started to ask questions. That night my sister, who went
to the same school, had her Young Life group t our house hoping I
would meet some people. Richard happenad to come with the group and
we spent the night chatting. We became gond friends. This was the first
person, who wasn’t handicapped or part of m; f2nily, with whom I had
long intimate conversations. (Those chats with my sister had taught
me good conversational skills.) My mother had a fit.

My relationship with Richard lasted three years. Before we
stopped seeing eachother, he introduced me to another man who is now
my husband. I could write a book about my relationship with Michael.
It is through this relationship that I learned to trust another person
enough to bond with him; how to be assertive without breaking up; and
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mostofall, tolet go of being possessive. It took me ten years before I was
mature enough to enter into nrarriage.

I was fortunate to be more a part of the co.amunity than most
people with my degree of disability. Still, opportunities for recreation
were limited. The medical model forced me to develop extreme disci-
pline in my life to keep up with the “normal” pace of school and work.
It took me a long time to learn how tc relax and relieve stress,

I enrolled in university part-time and was therefore isolated
from the university community until I moved into resi.lence. At the
same time I broke up with Richard. Desperate for outside contact other
than my family, I joined a writers’ workshop. For the first time in my
life, I discovered that I had a talent that was recognized by people who
weren’t 1abelled — writing poetry. This discovery was my first chance
to have an identity that was not connected with being disabled. My
poetry allowed me to express the depression of having to separate from
Richard. It provided me with a medium to express my feelings and who
I was. The workshop, gave me an identity and a sense of being a valued
person with something 1 contribute. Unfuitunately, this new identity
did not persist. To be a reilly good poet I would have to struggle with
failure. This is still difficuit to do, when I elready have such a strong
negative identity as a “disability.”

The need to see mvself other than as a disability hit home
strongly when I recently attended a “Theatre of the Oppressed” Work-
shop with Lib Spry. Most of the participants already knew and accepted
mefror work. WhenIgotonmy feettodoanexercise, theold tapescame
back to ine “You can’t do it right,” “You'll slow down the entire group,”
“you’re a burden.” Then it dawned on me: I was playing the tapes.
Nobody else was playing them. I realized the labelling, the segregation,
the devalued status had become internalized. The “cops in my head”
persisted even when I was given the flexibility and freedom to explore
my own identity as a person rather than a label. Lib came over to me
while I was sitting on the sidelines. “I'm sure you can do this if you try
itthis way.” Everybody else was encouraging me to participate, try new
things. “Come on, Marilyn, stand on a chair, you can do it.” They gave
me permission not only to try new things but to change the exercises if
I needed to. Participants were willing tobe my partners anid try a game
in a new way.

-~
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Regenerating Community*
John McKnighi

Each of us has a map of the social world in our mind. The way we act,
our pizns, and opinions are the result of that map.

The people who make social policy also have social maps in their
minds. They make plans and design programs based upon their map.
Indeed, if you carefully examine their programs, you can detect the
nature of their mental map.

Using this method, we have found that *the most common social
policy map has tv:> locations: institutions and individual people. By
institutions we mean large structures such as corporations, universi-
ties,and government mental health systems. These structures arebest
represented by the well-known diagram of their organizations:

o o
a !

This diagram describes the method used to organize a large

*Reprinted with permission from the proceedings of the Annual Mecting of the
Canadian Mental Health Association, 1985,
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group of people so that a few of them will be able to control the rest of
them. Inthisstructure, there is ultimately room for only one leader. It
is a structure initially created to produce goods such as steel and auto-
mobiles. In the last few decades, the structure has also been used to
design human service systems. While these newly designed hierarchi-
cal managed service systems do not produce goods such as steel, they
do produce needs assessments, service plans, protocols, and proce-
dures. They are also thought, by some policy makers, toprod-ice health,
education, security, or justice.

Ifivis correct that these systems can produce these service com-
modities, thenitis possible toimagine that there are consumersoftheir
nroducts. For example, we have all heard that there are now people
called “health consumers.” They are the individuals who are the other
part of the social map created by most social policy makers. They make
a complete economic world by acting as the user (consumer) of the
products of managed institut‘onal producers of such commodities as
mental health, health, education, and justice. Thus, we can see that it
was necessary to create hea'th consumers once we had systems that
could produce health. Otherwise, there would be no purpose for these
large hierarchical managed svstems.

Once weunderstand this social map of institutions and individu-
als, we can see why we have mental health providers and mental health
consumers. We can alsosee howour developing service economy works.

Because the gross nationai product is the sum of the goods and
services produced each year, many policy experts have come to believe
that the well-being of our society significantly depends upon the
amount of the commodities called services that are produced by insti-
tutions and used by consumers. Forexample, a person with a perilous
and extended illness (a health consume:) contributes significantly to
our economic growth by using large amounts of the commodities
produced by the “health system.” Indeed, a very ill person disabled for
a considerable amount of time could cause production of much more
medical dollar value through their illness than the value of their own
production were they only a healthy floris .

This amazing development is poss’ le, in part, because of the
unus'.al two-place map used by many soc. . policy makersin designing
social services programs. !Trfortunately, this map and the program
designs that flow from it have recently encountered three major
problems.

The first problem is that in spite of ever-growing inputs into
institutionalized service systems, many individuals continue to reject
roles as consumers. This is the problem of intractability that has
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resulted in an increasing focus upun the “compliance” issue. Especially
in our big cities, many intractable young individuals continue to refuse
tolearn in spite of heightened resources and managerial inputs to the
school system. This is commonly known as the educational problem.

Similarly, there are many other intractable individuals who
refuse tobehave in spite of our correctional institutions. Thisisa crime
problem.

There is also the nutrition problem created by intractable people
who refuse to eat the right food. And the chemical dependency problem
crected by intractable people who insist on smoking and drinking
incorrectly. Thereis alsotheever-growing numberofintractable people
who refuse to flourish in institutions created for labelled people, in
spite oi all the professional and managerial improvements designed by
the system.

Indeed, there are somanyintractable people refusingtoconsume
institutional services that we are now designing new systei..s that
surround these individuals with professionally administered services.
Thus, one can now see individuals whose lives are bounded by institu-
tions “targeting” their services at an intractable individual through
teachers, doctors, trainers, social workers, family planners, psycholo-
gists, vocational counsellors, security officers, etc. This final solution
is usually called a “comprehensive, multidisciplinary, coordinated,
inter-agency service system.” Itis the equivalent ofinstitutionalization
without walls or the design of an environment to create a totally
dependent service systems consumer.

The second problem with programs based upon the typical social
policy map is that the sum of their costs can be greater than the wealth
of the nation. In a recent white paper entitle. “A Time to Serve”
(Pergamon Press), a group of Swedish government planners described
the escalating costs of their much-acclaimed social service system.
They point out that at present rates of growth, the system could
consume the entire nation’s wealth within - few decades. Therefore,
they propose that the government begin to “tax” people’s time by
requiring the Swedish people to contribute unpaid work to the mainte-
nance and growth of their social service system.

While it is clearly the case that the United States is not in
immediate danger of the Swedisheconomic dilemma, we are contribut-
ing substantial amounts to social service systems. A recent study by
the Community Services Society of New York found that approxi-
mately $7,000 per capita of public and private money is specifically
allocated to the low-income population of that city. Thus, a family of
four would be eligible on a per capita basis for $28,000 which would
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place themin the moderate income category. However, only 37 percent
of this money actually reaches low-income people. Nearly two-thirdsis
consumed by those who service the poor.

The third problem with the typical social policy map is that
programs based upon its suppositions are increasingly ineffective and
even counterproductive. For example, we now understand that our
“correctional systems” consistently train people in crime. Studies
demonstrate that a substantial number of people, while in hospitals,
became sick or injured with maladies worse vhan those for which they
were admitted. In many of our big city schools we see children whose
relative achievement levels fall further behind each year. Thus, we
have come to recognize the possibility that we can create crime-making
corrections systems, sickness-making health systems, and stupid-
making schools based upon a social model that conceives society as a
place bounded by institutions and individuals.

It is obvious, upon the briefest reflection, that the typical social
policy map is inaccurate because it excludes a major social domain —
the community, By community, we mean the social place used by
family, friends, neighbors, neighborhood associations, clubs, civic
groups, local enterprises, churches, ethnic associations, temples, local
unions, local government, local media, etc.

In addition to being called the community, this social environ-
ment is also described as the informal sector, the unmanaged environ.
ment and the associational sector

These associations of community represent unique social tools
that are unlike the social tool represented by a managed institution,
For example, the structure of institutions is a design established to
create control of people. On the other hand, the structure of associations
is the result of people acting through concent. It is critical that we
distinguish between these two motive forcis because there are many
goals that can only be fulfilled through consent, and these are often
goals that will be impossible to achieve through a production system
designed to control.

There are many other unique characteristics of the community
of associations. The associations in community are interdependent. To
weaken one is to weaken all. If the local newspaper “loses, the garden
club and the township meeting will each diminish as they lose a voice.
If the Legion disbands, several community fundraising events and the
maintenance of the ballpark will stop. If the Baptist Church closes,
several self-help groups that meet in the basement will be without a
home and fnlks in the old people’s home will lose their weekly visitors.
The interdependence of associations and the dependence of community
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upon their work is the vital centre of an effective society.

The community environment is constructed around the recogni-
tion of fallibility rather than the ideal. Most institutions, on the other
hand, are designed witha vision imagining a structure where thingscan
be done right, a kind of orderly perfection achieved where the ablest
dominate.

In contrast, community structures tend to proliferate until they
create a place for everyone, no matter how fallible. They provide
vehicles that give voice to diversity and assume that a consensual
contribution is the primary value.

In the proliferation of community associations, there is room for
many leaders and the development ofleadership capacity among many.
Thisdemocratic opportunity structure assumesthat the best idea is the
sum of the knowings of the collected fallible puople who are citizens.
Indeed, it is the marvel of the democratic ideal that people of every
fallibility are citizens. Effective associational life incorporates all of
those fallibilities and reveals that unique intelligence of commuraty.

Associations have the capacity to respond quickly. They do not
need to involve all of the institutional interests incorporated in a
planning committee, budget office, administrative staff, etc.

A primary characteristic of people who need help is that their
problem is created by the unexpected tragedy, the surpris:: develop-
ment, the sudden change. While they will be able to stabili: 2 over the
long run, what they often need is immediate help. The rapid response
capacity of associations, and their interconnectedness, allows for the
possibility of immediate and comprehensive assistance without first
initiating a person into a system from which they may never leave.

The proliferation and development of community associations
allow for the flowering of creative solutions. Institutions tend to
require creative ideas to follow channels. However, the non-hierarchi-
cal nature of the field of associations allows us to see all of the budding
ideas and greatly increases our opportunities for the flowering of social
innovation,

Because community associations are small, face-to-face groups,
the relationships among members are very inciividualized. They also
have the tradition of dealing with non-1nembers as individuals.

Institutions, on the other hand, have great difficulty developing
programs or activities that recognize the unique characteristics of each
individual. Therefore, associations represent unusual tools for creat-
ing “hand-tailored” responses to those who may be in special need or
have unique fallibilities.

Our institutions are constantly reforming and reorganizing
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tliemselves in an effort to create or allow relationships that can be
characterized as “care.” Nonetheless, their ministrations consistently
commodify themselves and become a service. For many people with
uncommon fallibilities, their need is for care rather than service. While
a managed system organized as a structure of control can deliver a
service, it cannot deliver care. Care is a special relationship character-
ized by consent rather than control. Tnerefore, its auspicesare individ-
ual and associational. For those who need care, ve must recognize the
community as the appropriate social tool.

Finally, the community created by associations is the forum
within which citizenship can be expressed. Institutions by their
managed structure, are definitionally unable to act as forums for
citizenship. Therefore, the vital centre of democracy is the community
of associations. Any person without access to that forum is effectively
denied citizenship. For those people with unique fallibilities who have
Yeen institutionalized, it isn't enough that they be “deinstitutional-
ized.” In order to be a «itizen, they must also have the opportunity for
recommunalization.

In summary, the community of associations provides a social
tool where consent is the primary motivation, interdependence creates
holistic environments, people of all capacities and fallibilities are
incorporated, quick responses are possible, creativity is multiplied
rather than channeled, individualized responses are characteristic,
care is able to replace servire, and citizenship is possible. When all of
these unique capacities of community are recognized, it is obvious why
the social policy map that excludes community life has resulted in
increasing failures. To exclude from our problem-solving capacities the
social tool of community is to have removed our heart.

Why is it then that social policy maps so often ignore such &n
important continent as community? One reason isthat there are many
institutional leaders who simply do not believe in the capacities of
communities. They often see communities as collections of parochial,
inexpert, uninformed, and biased people. Indeed, there are many
leaders of service systems who believe that they arc in direct competi-
tion with communities for the power to correctly define problems,
provide scientific solutions, and deliver professional services.

In this competitive understanding, the institutional leaders are
correct. Whenever hierarchical systems become more powerful than
the community, we see the flow of authority, resources, skills, dollars,
legitimacy, and capacities away from communities to service systems.
1In fact, institutionalized systems grow at the expense of communities.
As institutions gain power, communities lose their potency and the
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consent of community is replaced by the control of systems; the care of
community is replaced by the service of systems; the citizens of
community are replaced by the clisnts and consumers of institutional
products.

Today, our society is the site of the struggle between community
and institution for the capacities and loyalties of our people. This
struggle is never carried out in the abstract. Instead, it occurseachday
in the relations of people, the budget decisions of systems, and the
public portraits of the media. As one observes this strugglc, there
appear to be three visions of society that dominate the discours..

The first is the therapeutic vision. This prospect sees the well-
being of individuals as growing from an environment composed of
professionals and their services. It envisions a world where there is a
professional to meet every need, and the fee to secure each professional
service is a right. This vision is epigrammatically expressed by those
who see the ultimate liberty as “the right to treatment.”

The second prospect is the advocacy vision. This approach fore-
sees a world in which labelled people will be in an environment
protected by advocates and advocacy groups. It conceives an individual
whose world is guarded by legal advocat s, support people, self-help
groups, job developers, and housing locaters. Unlike the therapeutic
vision, the advocacy approach conceives a defensive wall of helpers to
protect an individual against an alien community. It seeks to ensure a
person’s right to be a functioning individual.

The third approach is the community vision. It sees the goal as
“recommunalization” of exiled and 1abelledindividuals. Itunderstands
the community as the basic context for enabling people to contribute
their gifts. It sees community associations as contexts to create and
locate jobs, frovide opportunities for recreation and multiple friend-
ships, and to become the political defender of the right of labelled
people to be free from exile.

Those who seek to institute the community vision believe that
beyond therapy and advocacy is the constellation of community associa-
tion — the church, the bowling league, the garden club, the town paper,
the Legion, the hardware store, and the township board. They see a
society where those who were once labelled, treated, counselled, ad-
vised, and protected are, instead, incorporated in a community where
their contributions, capacities, gifts, and fallibilities will allow a net-
work of relationships involving work, recreation, friendship, suppcrt,
and the political jower of being a citizen.

Because so many labelled peop'e have been exiled to a world
expressing the professional and advocacy vision of an appropriate life,
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the community vision has frequently been forgotten. How will people
know when they are in community? Our studies suggest that this
universe is distinctive and distinguished from the environrn.ent of
systems and institutions. The community experience incorporates:

Capacity. We all remember the childhood question regarding
how to describe a glass of water to its midpoint. Is it half full or half
empty? Community associations are built upon the recognition of the
fullness of each member because it is the sum of their capacities that
represents the power of the group. The social policy map makers, on the
other hand, build a world based upon the emptiness of each of us — a
model based on deficiencies. Systems commodify deficiencies.

Collective Effort. It is obvious that the essence of community
is people working together. One of the characteristics of this commu-
nity work is shared responsibility that requires me ny talents. Thus, a
person who hasbeen labelled deficient can find a “he.mmock” of support
in the collective capacities of a community that can shape itself to the
unique character of each person. This collective process contrasts with
the individualistic approach of the therapeutic professional and the
rigidity of institutionsthat demand that people shapethemselves to the
needs of the systems.

Informality. Associational life in the community is a critical
element of the informal economy. Here, transactionsof value take place
without money, advertising, or hype. Authentic relationships are pos-
sible and care emerges in place of its packaged imitation — service.

Theinformality of community is alsoexpressed through relation-
ships that are not managed. Communities viewed by those who only
understand managed experiences and relation ships appear to be disor-
dered, messy, and inefficient. What these people fail to understand is
that thereis a hidden order to community groupsthatis determined by
the need to incorporate capacity and fallibility.

While institutions and professionals war against human fallibii-
ity by trying to replace it, cure it, or disregard it, communities are
proliferations of associations that multiply until they incorporate both
the capacities and the fallibilities of citizens. It is for this reason that
labelled people are not out of place in community because they all have
capacities and only their fallibilities are unusual. However, because
there are so many community associations, there are always some sets
of associationai relationships that can it1.corporate their fallibilities.

Stories. In universities, people lrarn and know through studies.
Inbusinesses an bureaucracies, people . now from reports. In commu-
nities, people know from stories. Community stories allow people to
reach back into their common history and their individual experience
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for knowledge about truth and direction for the future.

Professionals and institutions often threaten the stories of
community by urging community people to count up things rather than
communicate. Successful community associations resist efforts to
impose the foreignlanguageof studies and repurtsbecauseitis a tongue
thatignores their own capacities and insights. Whenever communities
come to believe that their common knowledge isillegitimate, they lose
their power and professionals and systems rapidly invade their social
place.

Celebration. Community groups constantly iznicorporate cele-
brations, parties, and social eventsin their activities. The line between
work and play isblurred and the human nature of everyday life become
partofthe way of work. You will know that you arein community if you
oftenhearlaughter and singing. You will know you areinaninstitution,
corporation, or bureaucracy if you hear the silence of long halls and
reasoned meetings. Associationsin community celebrate because they
work by consent and have the luxury of allowing joyfulness tojoin them
in their endeavours.

Tragedy. The surest indication of the experience of community
is the explicit common knowledge of tragedy, death, and suffering. The
managed, ordered, technical vision embodied in professional and insti-
tutional systems leaves no space for tragedy. They are basically meth-
ods for production and have no room for tragedy. Indeed, they are
designed to deny the central dilemmas of life and gladly give commu-
nities the real dilemmas of the human condition. There is no competi-
tion here. Therefore, to be in community is to be an active part of the
consolation of associations and self-help groups. To be in community is
to be a part of ritual, lamentation, and celebration of our fallibility.

Knowing community is not an abstract understanding. Rather,
it is what we each know a* it all of us.

As we think about v selves, our community and institutions,
many of us recognize that we have been degraded because our roles as
citizens and our communities have been traded in for the right to
clienthood and consumer status. Many of us have come torecognize that
as we exiled our fallible neighbours to the control of managers, thera-
pists and technicians, we lost much of our nower to be the vital centre
of society. We forgot about the capacity of :very single one of us to do
good work, and instead, made some of us into the objects of good works
— servants of those who serve.

As we think about our community life, we recognize that some-
thing has happened to many of us as institutions have grown in power;
we have become too impotent to be called real citizens and too discon-
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nected to be effective members of community.

There is a mistaken notion that our society has a problem in
terms of effective human services. Our essential problem is weak
communities. While we have reached the limits of institutional prob-
lem solving, we are only at the beginning of exploring the possibliltiy of
a new vision for community. This is a vision of regeneration. It is a
vision cf reassociating the exiled. It is a vision of centring our lives in
comm-.nity.

We all know that community must be the centre of our life
because it is only in community that we can be citizens. It is only in
community that we can find care. It is only in community that we can
hear people singing. Andif youlisten carefully, you can hear the words:

“I care for you because you are mine and I am yours.”

-
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AN ASSOCIATIONAL MAP*

John McKnight

ARTISTIC

ORGANIZATIONS: choral, theatrical, writing

BUSINESS Chamber of Commerce, neighbourhood

ORGANIZATIONS: associations, trade groups

CHARITABLE GROUPS

AND DRIVES: Red Cross, Cancer Society, United Way

CHURCH GROUPS: service, prayer, maintenance, steward-
ship, acolytes, men's, women's, youth,
seniors’

CIVIC EVENTS: national holidays, art fairs, Hallowe’en

COLLECTORS' GROUPS: stamp collectors, flower dryers, antiques

ELDERLY GROUPS: Senior citizens' centres

ETHNIC ASSOCIATIONS: Sons of Norway, Black Heritage Club,
Hibernians

HEALTH AND FITNESS

GROUPS: bicycling, jogging, exercice

INTEREST CLUBS: poodle owners, cld car owners

LOCAL GOVERNMENT:  town, township, electoral units, fire
department, emergency units

LOCAL MEDIA: radio, newspaper, local access cable TV

MEN'S GROUPS: cultural, political, social, educational,
vocational

* Editor's Note:

The map has not previously been published. For Canadian ideas, see below.
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MUTUAL SUPPORT Alcoholics Anonymous, Epilepsy self-
(SELF-HELP) GROUPS:  help, La Leche League

NEIGHBOURHOOD AND crime watch, beautification, Christmas

BLOCK CLUBS: decorations

OUTDOOR GROUPS: garden clubs, Audubon Society, conser-
vation clubs

POLITICAL

ORGANIZATIONS: political parties, caucuses

SCHOOL GROUPS: printing club, PTA, child care

SERVICE CLUBS: Zonta, Kiwanis, Rotary,

Association of University Women

SOCIAL CAUSE GROUPS: peace, rights, advocacy, service

SPORTS LEAGUES: bowling, swimming, baseball, fishing,
' volleyball
STUDY GROUPS: literary clubs, bible study groups

VETERANS GROUPS: American Legion, Amvets, Veterans
of Foreign Wars, their Auxiliaries

WOMEN'S GROUPS: cultural, political, social, educational,
vocational

YOUTH GROUPS: 4H, Future Farmers, Scouts, YMCA/
YWCA
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CANADIAN IDEAS
Deborah Gold

Acitivity clubs:
sewing, quilting, bingo, folkdance, hiking, kayaking, pottery,
knitting, stained glass, batik, woodworking, ceramics, climb-
ing, skiing, swimming, remote-control cars, etc.

Community Centres

Canada Day

Ethnic: Jewish Community Centres, Ukrainian Club,

Lithuanian Community Centre, etc.

Girl Guides/Boy Scouts

Tiberal Party of Canada

New Democratic Party of Canada

Parade organizations

Progressive Conservative Party of Canada

Rhinoceros Party

Rotary Club; Variety Club

Seniors Centres

Volunteer Fire Department

YM/YWCA

™
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Returning Home: a Parent’s Story*

Rose Galati

Our familyistypical and not so typical. My husband Dominicand I have
two beautiful daughters, Maria, our youngest, is six years of age. She
uses a wheelchair for getting around and during mealtimes. She is non-
verbal at present although she makes many varied sounds to indicate
her needs. She is also very socially aware and uses auditory cues to
follow conversations. Felicia, our ten-year-old daughter, is able to get
around on her own and uses tactile strategies to initiate activities and
move about. She can communicate effectively using body language,
facial expressions, and many sounds.

Both children have many strengths and a number of challenging
needs. Dominic and I see ourchildren as children first and we feel that
all children have some needs that are more challenging than others,

Moving home

Three months ago my life changed. My husband Dominic, our ten-year-
old daughter Felicia, and I welcome ' back to our home the youngest
member of our family, Maria. The circumstar.ces under which Maria
left our home are still not completely clear to us but the fact remains
that Maria lived away frc.n her family for just over four years. She left
when she was only twenty-one months old.

*Reprinted with permission from entourage, Winter 1986, Vol. 1, no. 1.
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I feel that Dominic and I have been able to draw many positives
out of the events of the past four years. Some of these positives are direct
results of the fact that Maria lived at Ceci’s Homes for Children in
downtown Toronto. Ceci’'s Homes structurally consists of four group
homes that are connected and located in the market lane townhouse
development at the foot of Jarvis Street in Toronto. The individual
homes consist of fairly typical living space with several bedrooms, a
laundry area, kitchen, dining room, and living room. The furnishings
are above average, making the homes very appealing to the eye.

The children at Ceci's, approximately five per home, are all
children withi very challenging needs in many areas. Ilike to think that
most of their needs, however, are the same as any other child’s. The
overriding philosophy at Ceci’sinvolved community living toits fullest.
So strong s this commitment that several years ago a pilot project wac
storted at the two neighbourhood schools, St. Michael’s Catholic School
and Market Lane Public School. Maria, our daughter, was one of the few
children who attended St. Michael's beginning with a regular junior
kindergarten placement. Maria’s movement into senior kindergarten
with her friends — in fact, her whole school experience -— led my
husbznd and me to do some very serious thinking about education for
both our children and ultimately proved to be the final piece of the
puzzle that enabled us to realize our vision for our children.

The vision
For Maria, it meant coming home to live with her family again and for
Felicia it meant leaving a segregated school setting and being placed in
a regular classroom in the community. I should add that both Dominic
andI are teachers with twenty-five years of experience between the two
of us. It was a difficult decision to bring Maria home in that we would
lose the opportunity of having her in such a positi-e school enviroment.
The perceived commitment on the part of our home school board in Mis-
sissauga served tocounter the loss of what St. Michael'shad to offer. We
are now in the process of negotiating and helping to develop an equally
suitable placement for Maria within the regular school setting. Al-
though it sometimes seems as if it is a long battle, we know that it is
worthwhile,

When Maria first returned home, all of those incidental family
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experiences — company for supper, visiting anuncle or aunt, bridge on
Friday night — became special times for a youngster who was missing
these events when she lived away from us. Maria’s special needs have
become secondary to us and her status as our daughter — a whole
daughter who needs her family — has become far more important.

Of course this does not mean that we ignore any of Maria’s needs.
Ifeel that we merely address these needsin a different way. There does
not seem to be any negative behaviour or condition that weighs so
greatly that Maria or Felicia would have to leave our home again. We
have a mind set, however, that enables us to see the positives, the value
of our daughters, so clearly that bed wetting, heaviness, and other
challenges are just not important or strenuous enough that it should
mean that they should live elsewhere. As a matter of fact, when Maria
returned home and I developed an excruciating back pain, my husband
and I proceeded to figure out what carrying and lifting techniques
needed tobe changed or whatequipment we might need to adapttheen-
vironment for Maria and myself. There was no “It can’t be done. Oh,
well, we gave it a good try.”

It has always been difficult for us to highlight the perceived
negatives of our children’s development. We see our girls as learners,
growers, and most importantly as whole children who have some needs
that must be addressed somewhat differently than typical children.
Their present and future should not, under any circumstances, be
considered solely on the basis of the ** “handicaps” but on their regularl
needs too: the need to have community friends and experiences, the
need to have a family, the need to risk, and the need to be seen as
valuable contributing members.

Bringing it all together
When going out as a family means we need to negotiate entrances that
are so obviously inaccessible and sometimes not so obviously inacces-
sible (when the door at the wheelchair entrance opens out), you begin
toget discouraged. It takes a good deal of commitment and beliefin the
value of the struggle to go on.

Dominic and I believe that we are now that committed to making
the community living model work for our children. We also have a
network of supports ranging from government funding through the

42



38  The Pursuit of Leisure

Ontario Ministry of Community and Social Services to community
involvement on a voluntary basis. Some of the hest support comes from
our children’s friends who spend hours reading, listening to music,
drawing, snacking, and being together with our girls.

We had for a long time been trying to build toward involving our
childrenin shopping trips, ball games, and so on, but were hesitant and
unsure of how our daughters would be accepted in the neighbourhood.
It was quickly apparent that the community was more prepared than
we thought. Now playgrounds, parties, even weddings, are not out of
the question, Everything is possible.

Dominic and Imade averyconsciousand giantleapintorealizing
that all of the little activities we had been instructed to do with Felicia
and Maria could be worked into all activities. What does it mean to
practise frontal protective reflexes on a red rubber ball if Felicia can
push a cart when she goes shopping? We have in fact found that, with
little exception, repeated purposeful routines in appropriate settings
have enabled Felicia tolearn more quickly. W~ can see evidence of this
in Maria’s development as well. For a long time now we've been able to
see more and more signs of Maria’s awareness of her ability tomanipu-
late her environment too. On many weekends before she moved home
we would spend hours settlirg Maria to sleep. It occurs to us now that
she was shoviing signs of insecurity. It's good to hear the happy sounds
she makes at bedtime now and to know that sheis getting a good night'’s
rest. It's even better to know that she wakes up to the same voice and
face every morning, too. I think Maria really likes that.

We feel that being together is certainly better. Our happiest
times have been spent in our family room or in the backyard with our
children. They have given us more than you canimagine and finally are
beginning to reap the benefits of all that they have been able to teach
us. Nothingis taken for granted in our home. All of our time isvaluable
and whether thoughtfully planned or entirely unplanned, it is neither
a burden nor impossible. Felicia and Maria are our children.

We have, over the past two years, changed in many areas regard-
ing the care and development of our children. Our vision for the future
went from the desire to have a protected group setting for our children
to the most integrated comunity setting possible, where networks of
support and natural family experiences rank higher than low-risk,
sheltered environments.
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A Look Beyond Leisure Buddy Programs

Deborah Gold

What is a “Leisure Buddy Program”? What are its limitations? And how
might we think beyond such a concept?

A Little History

In the mid-seventies, recreation services to people with disabilities
were still substantially lacking in Canada. Advocacy by parents in-
creased the need for integrated recreation opportunities. The publica-
tion of the book Recreation Integration, by Peggy Hutchison and John
Lord, in 1979 again called for increased opportunities for people with
disabilities and supported staff in agencies to attempt change within
their organizations. Recreation departments across the country began
tooffer integrated opportunities to augment or replace the programs of
the day: segregated, group programs for people with similar and/or
differing labels.

Integration was quickly becoming the buzz-word of the seventies
and eighties. Government departments on all three levels had devel-
oped a variety of initiatives to increase the participation o people with
disabilities in scciety. And yet, it seemed that while opportunities were
available to groups of people in a community setting, they were offered,
for the most part, on a segregated basis. So, efforts towards meaningful
social integration and interaction were minimal. It was at this time, in
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the early eightics, that the concept of “support” becarne popular in both
the leisure and disability fields. A few communities had established
one-to-one programs in the seventies. The book Participation: Expand-
ing Community and Leisure Opportunities for People with Severe
Handicaps by John Lord attempted to guide those who wanted Leisure
Buddy programs. Published in 1981, it reads as a manual for providing
support toindividuals with very challenging needs on a “matched” one-
to-one basis. The advent of this publication, and the seemingly obvious
need of many service providers and parents, led to the establishment
of “Leisure Buddy Programs” in various communities. In this article,
I'd like to discuss not only the nature of these programs, but more
broadly, the nature of the need that appears to have provided the
rationale for their establishment: the need for friendships.

What exactly is a “Leisure Buddy Program”?

In simple terms, this kind of “program” works under the assumption
that people with handicaps need a companinn or “support person” in
order to participate in fully integrative settings. That is, the presence
of someone, assigned specifically to John Smith, will allow him the
opportunity to be a part of the group. John needs some extra support
while in the bathroom and while eatinglunch. He is, let’s say, ten years
old. And the lea ‘ers of the program, let's say a day camp or playground
program, are a little leery of accepting him. Their minds are put to rest
when they hear h~ will be accompanied by a “buddy,” someone who will
hold ultimate responsibility for John, someone who has been trained,
someone who is aware of John's needs and desires, someone who is
John’s friend. This, in effect, makes up the concept of a “Leisure Buddy
Program.” In actual fact, many such programs in Canada currently
serve as many or more adults as children. In these situations, the
“buddy” is seen as a companion or, as is often stated, a “friend” who
accompanies the person with a disability to club meetings, movies,
dinner, and other leisure activities in the community.

What are People’s Real Needs?

Many people wio have been devalued because of their handicaps end
up with few choices and opportunities for personal expression in
leisure. They often also end up with little to do except watch television
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alone. Their contacts, because of segregated lifestyles, are limited to
paid staff and devalued people. They thus experience substantial
relationship gaps in their lives. Those of us who latched on to the
concept of “Leisure Buddy” programsin the early eighties saw this. We
thought that these systems would get people involved in fulfilling
leisure lifestyles in the community and would fill the deep void in
people’s lives the darkness and loneliness created by segregation and
isolation. It’s not that we expected such a program to be a cure-all; it is
simply that we felt that if people only had a system of support, albeit
artificial and arranged, they would be on their way to leading more
fulfilling lives, lives with meaning and joy.

So, briefly, what are people’s real needs? You would probably
agree that they go something like this: love, friendship, companion-
ship, fun, spontaneity, daily leisure, freedom and choices, vacations
and so on.

How are these needs typically addressed?

1t helps at this point to ask ourselves how our own needs are met in the
larger culture. How do we meet our need to belong, for example? We
start offin a family and, if we're lucky, there’s some love, a little pain,
opportunities for growth and development, and a real feeling that we
belong. As we grow up, we find different szttings in which we feel we
belong. There’s school, after-school clubs and teams, groups of friends,
neighbourhood playmates, Brownies or Cubs and so on. And as we get
older, we see our networks expanding and changing, depending on our
circumstances.

How does our need for fun get met typically? This probably
depends on who we are, what age we are, where we live, who lives with
us, and much more. However, it can be said that there are certain
valied and accepted ways of meeting the need for fun in our culture.
2eople participate in recreational sports, attend spectator sports, go to
concerts, share a bottle of beer at the cottage, take vacations, have
dinner with family or friends, hold and attend parties, make and eat
special dinners, go out for lunch, travel, join all kinds of clubs, gei
involved in activities associated with their religion, talk with the
neighbours over tea, take drives in the country, read a gond book...The
list goes on and on. But the need is met, particularly for those of us who
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can express our needs, and who are supported to express them. For
others, particularly those who have been socially isolated,these impor-
tant needs are overlooked, while we provide people with basic assis-
tance and with useless or meaningless activity. Even when we success-
fully meet the need for real fun, it isoften eitherin a segregated context,
or substantially limited in comparison to what we would expect in the
larger culture. Why? It is not because we are bad people, or even bad
service providers. It is simply because a service cannot meet these
needs. It was not designed to do so.

The following story will illustrate. A friend of mine, a physioth-
erapist, knowing my interest in friendship, told me of a little gir\ <he
had been working with. The four-year-old told her that she didii't have
any friends. Besides living in a rural community, this little girl is
further isolated trom interaction with her peers because of her daily
schedule of physical exercises. Although her need for “treatment” was
undoubtedly extremely important, it had superceded her need for
friendships and relationships with other little children. This story is
not an uncommon one. We need to take a very close look at people’s
basic human needs, as we attempt to meet their “special” ones, and to
find a healthy balance. This is a very crucial challenge in the disability
field.

Why a “Leisure Buddy Program”?

Professional Reason.

Agencies such as Parks and Recreation Departments and disability-
related associations, see how they can provide integration and save
money at the same time by the use of such a system. Most such
programs utilize volunteers, rather than paid staff, and thus their
benefits are seen to far outweigh thuir costs. Both professionals and
parents have seen support as the key issue to integration; that is, if
people only had a support person, then they could participate fully.

Parents’ Reasons

Parents are very concerned about friendships for their children (Gold,
1986; Gold and Levy, 1988; Strully and Strully, 1984.) They are also
interested in having their children go out and explore the community,
venture far and wide, try new things. Parents find that they are often
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the ones to accompany their child(ren) with a handicap. It is with this
in mind that they seek another companion — someone who is not
related to their child, someone whom they can trust to be responsible,
but whose only goal is to involve the individual in leisure activities.
They also insist that it is a way for their child(ren) to make friends.

Direct Service Providers’ Reasons

Many people work with a person with a mental handicap: paid support
people; group home workers; teachers; teachers’ aides; therapists of all
kinds. These people, particularly paid “caregivers,” alsv like the idea of
a “Leisure Buddy Program.” Their desire is to have someone other than
themselves who can do things outside, or even inside, the home with a
particular individual. This “companion” helps direct care staff to
increase, even slightly, somebody’s limited social networks, beyond
paid staff. ,

The general appeal of such a program, for all three groups, also
liesinwhat are seen to be the incredible advantages for the person who
islabelled. The goals and objectives of many programs fall in line with
these expectations. For example, one city explains that its 1abelled
citizens will gain experience, knowledge, social skills, and friendships
thre agh their interactions with unpaid persons and especially peers
whodonothave disabilities (Grbac-Difrancescantonio and Fitzpatrick,
1981).

How a Leisure Buddy Program Works

Generally, such a program has a coordinator. This person takes re-
quests from parents and individuals with disabilities who are looking
for a companion in leisure. The coordinator also recruits volunteers
and interviews them and the disabled individuals and a matching
process is begun. A commitment of a certain amount of time is usually
required of the voluuteers. For more in-depth information about one
model, refer to “One-to-one Support in Integrated Settings: The Lei-
sure Buddy Program” (Gold, 1983).

In arecent workshop on friendship that brought together people
who were concerned about leisure and friendship, the typical structure
of a program was discussed. Across the board, these programs had
certain common characteristics. The following are excerpts of state-
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ments made during the workshop that demonstrate how the pro,srams

work?:

* a coordinator for the program will have ongoing contact with volun-
teers;

* volunteers and others are matched on a one-to-one basis with deval-
ued persons to do activities;
the volunteers are chosenthrough a screening process; they sign con-
fidentiality and liability forms; they are often asked to sign contracts;

* a time commitment is often asked of volunteers;

* an expectationis created that friendship will develop; programs are
sometimes funded as respite care;

* volunteers are trained in the following areas: interacting, eating
lunch, understanding physical handicap, wheelchair use and lifting,
people’s special needs, philosophy and goals of the department,
agency, etc.;

* ongoing supervision, support, and evaluation are provided;

* volunteers’ “contributions” are recognized through: pay, course
credit, materials, references, transportation, bus passes, pins, souve-
nirs, barbecues, parties, training courses, manuals etc.;

* the status of the program is evaluated and funded on the basis of
number of matches.,

Thislist isby no means comprehensive. It does, however, outline
quite simply how a program is coordinatred, and demonstrates how the
professionals involved may often become dependent on the program yet
not be fully happy withit. Very often, we cannot find enough volunteers
for all the people on waiting lists. Because we have said that people
need a support personin order to participate, many will not participate
without one. This happens because once the program is created, the
need for it becomes greater, and in fact we create needs this way. So,
instead of saying, “this person needs friends,” we say, “this person
needs a Leisure Buddy.”

Constraints of the Program Approach

What people are really in need of are friends: people they can count on
in a crisis; people who feel they benefit from the relationship; people
who like them for who they are. What people with handicaps often get
inthis kind of model is a volunteer —someone whois almost always the
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giver while the handicapped personis viewed as the taker, the one “for”
whom things are done.

The relationship itself in these programs is unnatural. People
are matched together who previously were complete strangers. Like
Big Brothers and Big Sisters, there is little thought given in these pro-
grams to the strengthening of existing relationships in people’s lives.
Thus, professionals take control over what should be a very natural, or
at least facilitated, procesc. This problem of “artificiality” is aug-
mented by the fact that the volunteer often has to be a specialist of some
sort, as shown by the amount of training he or she often receives. There
is a direct contradiction between this concept and that of friendship.
The latter usually more often begins because of a spark or magic
between two people, having things in common, or simply liking
eachother. It develops with support from both parties, and from outsid-
ers, like parents and other friends.

We have also discussed the need for spontaneity and for soine
fulfilling leisure every day (or at least often enough to be meaningful).
Because volunteers in these programs are required to make commit-
ments to an agency, they are automatically kept from more spontane-
ous contact with the handicapypc i “participants.” Also, volunteers are
often monitored and judged or “evaluated” on their “performance.”
This job-like approach once again constrains the freedom and “give and
take” that are normally a part of relationships. The need to pre-plan,
and often to get approval for ideas, further restricts spontaneity. Also,
sometimes volunteers are not permitted to venture out alone with a
handicapped person. This would obviously strain the quality of the
relationship.

Friendship is a difficult concept for us to define. We know what
it is when we’re in it, but it is impossible to plan for, or to “make
happen.” A “matched” relationship cannot take into consideration the
“magic” of real affection. It might happen, but then again, it might not.
And since often tlie motivations of the two people involved are different,
the likelihood of this need being fulfilled is small. The obligation of the
volunteer to the program and the client role in which the handicapped
person is placed serve to heavily restrict the development of a real
friendship based on mutual respect and love. Those of us who are
involved in these types of programs must acknowledge willingly that
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there will always be lintitations in what we do. It is not possible for a
leisure buddy program to make friendship happen, but workers can set
up the frameworks in which it can occur (Perske, 1988).

Opportunities in the Mode!

Despite the pitfalls, there are positive opportunities in “Leisure
Buddy” programs. For one thing, in such programs, people with a
handicap get the chance to meet and even to know typical citizens when
otherwise they might not get that chance. Second, the volunteer could
become a friend, although whether this happens or not is not usually
due to the program itself. People witi. handicaps also get chances to try
new things and to be involved in the communrity, even if these opportu-
nities are somewhat limited. Thus, lives may be enriched. Also, typical
citizens receive the opportunity to get to know someone with a handi-
cap on a more intimate basis than if they were spending time in a
program setting. The opportunity may be there for advocates toemerge
from some of these relationships. Public education may take place as
people are seen to value each other in public places. Finally, it is
possible that, through these sorts of relationships, others may develop
and people’s networks could ex~and.”

Suggested ['uture Directions

The critique of one system demands suggestions about replacements.
The simplest way to go about answering the question, “okay, fine, so it
has some problems in meeting people’s real needs, but what would you
suggest we do?” is to ask another question: “If we were to try to meet the
needs for belonging, friendship, spontaneity, and leisure involvement,
without designing a service, what would such a system look like?” The
concept behind the following answer is a simple one, and yet, because
we have become so dependent on services to meet people’s needs, it can
be difficult to put into practice. Many people with disabilities, particu-
larly mental handicaps, have missed out on substantial opporwunities
to develop relationships with non-handicapped citizens. They tave
been literally disconnected from the mainstream. Thus, they often float
around on the fringes or very much out: ide of community life. In fact,
what we know as “lifestyle” is often completely alien to people with
mental handicaps.



A Look Beyond Leisure Buddy Programs 47

There have been attempts by parents and advocates in the field
to develop lifestyles with meaning (see “Being Good is Not Enough” in
this volume). These attempts have met with some success, although
much uf what occurs is simple trial and error. The idea that people need
support rather than service, and support that is both directly geared to
their strengths and needs and that takes a citizen rather than profes-
sionalized approach, is a new and pioneering one. It entails pulling
three or four people whu care about (or even simply know or once knew)
the person around him cr her to develop a lifestyle that is based on the
person’s nee.'s,

It also involves gaining access to the natural networks that exist
in our communities: clubs, associations, hang-outs, and centres where
people naturally gather together in groups. This means that the deci-
sion-making power lies in the hands of the person with a handicap and
his or her family and friends. It means that the volunteer, advocate, or
other companion is not simply and only a friend or guardian of the
handicapped person, but is required to be an “integrator” or facilitator
of the person’s access to natural networks and to other potential
friends.

The person, in this model, becomes an intcrpreter of the person
with a handicap to others. He or she i constantly aware ofthe need for
the person to become “connected,” and so chooses activities with the
person that will enhance this process. He or she stays “on the look-out”
for “magic” and “sparks” between the person and others in the world,
and fosters this sense by making time for these people to be together —
by inviting, by striking up conversations, by thinking creatively about
how the personwith a handicap could be more involved. A few facilita-
tors very naturally introduce their friends with handicaps to people in
their own networks, such as husbands and wives, parents and other
family, friends or club acquain‘ances because it seems like the most
simple andlogical thing todo. Inthis way, involvement with the person
is no longer a volunteer commitment, separate from cther lifestyle
components, but is now a natural, spontaneous connection,

In conclusion, we are called upon to understand the difference
hetween companionship and friendship. Whether a companionship
becomes a deeper friendship probably depends more on the individuals
involved than anything else. A program can't offer what a friendship



48  The Pursuit of Leisure

does. We feel responsible to create programs in which people can have
friends. If we are not careful, soon we will have “friendship techni-
cians,” and we will be able to study this topic at college or university.

What must happen, instead, is a shift in the responsibility for
relationship building back into the community, where it originated.
Certainly, some “Leisure Buddy” programs can be the starting places
for this to occur. But it can happen elsewhere as well. Parents, service
providers, and volunteers can all have an influence in facilitating
friendships between persons with handicaps and other citizens in the
community. “Friendship” programs must rethink how they operate
and let go of people. We must give up control of people’s lives if we want
connections to nappen. With support, leisure can occur out of individ-
ual needs and personal interests rather than structured programs and
arranged relationships.

1This information was generated by program workers during a semi-
nar on friendship hosted by The G. Allan Roeher Institute and facili-
tated by Judith McGill, February, 1988.
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A Unique Camping Trip to the Rockies*

Zana Lutfiyya
(with Foreword & Afterword by Nicola Schaefer)

Foreword

Every two years my sons and I fly to my native England for the month
of August. It's a sanity-saving break for the entire family. My husband
Ted can forget his immediate family responsibilities and concentrate on
being a scientist, the boys can forget about school, and I can forget the
existence of my telephone. And we're all much nicer to each other when
we reassemble in the fall.

The only member of the family who hasn't in the past done very
well out of this holiday is my twenty-two-year-old daughter Cutherine.
She is mentally handicapped with severe physical disabilities and has
traditionally spent the time in an institution. This year, however, thi ngs
would be different, because CAMR Manitoba (now the Association for
Community Living - Manitoba) had a summer respite program for
people with severe disabilities — for which Catherine incidentally had
been the catalyst since I had some time ago decided she should remain
in the community when I had to be away from kome.

We have ni:+ community residence in Manitoba (in Steinbach,
forty miles from Winnipeg) for people with really challenging needs. I've
been connected with it peripherally since its inception three years ago
and, apart from its having been forced by the Government to accommo-

*Reprinted with permisgion from Mental Retardatton, Winter 1984, Vol. 34, no. 1.
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date too many people — six plus two “respite beds” — it ranks very high
in many people’s estimation, including mine. The people there kindly
invited Cath to stay with them for the last two weeks of August. For the
first two she would use the respite program. Zana, a good friend of
Catherine’s and mine, was in charge of the program and I was confident
(I had to be. I was desperate to get away) that she would devise a way of
caring for her. She did, though she was wise to tell me to sit down when
she announcea her plan.

Summer respite trip, 1983

Incharge ofthe Summer Respite Program,and having stayed with Cath
in the past, I was committed to taking care o her for two weeks during
the summerof 1983.1 had staff, but no facility, so the main problem was
where. We were staying in people’s houses with their disabled family
member to give the family a chance to get away for up to one month.
However, Catherine’s father was staying in Winnipeg, and it would be
uncomfortable for him to have two or three respite staffin and out of the
home while Nicola was away.

As I tried to convince Nicola that we would have no problem
arranging something for Cath, I realized I had no idea how we were
going to do it.

Then, one afternoon in the ACL-Manitoba office, Brian Law
speculated that it was a shame that Cath couldn’t go on a shopping trip
to Minneapolis/St.Paul or something similar, as the Manitoba Recrea-
tion Council had made funds available to support individualized holi-
days for persons witli handicaps. That was the thought that got us all
started. Cath worid need more than one person to assist her, but she
could travel. A. rew hectic hours later we essentially had a trip organ-
ized. For two weeks, myself, my two staff and two other summer
students could assist not just Catherine but two other persons with
severe and/or multiple handicaps to go on a camping trip — to the
Rockies, Banff, and Jasper. Why not? Not only would we meet three
respite requests, it sounded as if it might be fun.

In addition to Cath — an engaging young woman who uses a
wheelchair, communicates non-verbally and needs assistance for
almost all her daily needs — Tracy, and John were to come on the trip.
Tracy, twenty-two, is a classmate of Catherine’s and, like Cath, has
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many attributes (including a radiant smile), uses a wheelchair, cannot
talk and needs extensive assistance every day. John, nineteen, isa well-
built young man who particularly enjoys such outdoor activities as
cross-country skiing, camping, and swimming. He is described asbeing
autistic’/mentally handicapped, with some behaviour problems, and
has difficulty communicating his requirements. With supervision and
some prompting he can take care of his personal needs.

Staffing

We had five assistants; three women (including myself) and two men.
All of us were university stucdents who were studying a variety or
subjects, among them education, psychology, chemistry, and theology.
Three of us had experience working with persons with special needs.
Four of us had campingexperience. Two of us were certified in First Aid.
And all of us had gotten to know Catherine, Tracy, and John and
believed they would enjoy and benefit from a summer holiday. One of
our strengths as staff was that we didn’t know that persons labelled
severely/multiply handicapped couldn’t take such a trip!

Planning

After that initial afternoon, we spent much time planning the details
of the trip, always mindful that an important element was flexibility.
After checking with the Motor League, we planned our route, decided
the camps we would use, and how far we would drive each day. We then
arranged to have friends near each stop. These were people who knew
about us and were prepared to help out in case of emergency or illness.
They included relatives, the people at the YMCA just outside Banff,
and the L'Arche Community in Calgary. Fortunately we never had to
call upon any of these people.

Each of the assistants spent time with Tracy, John, and Cath
before the trip. We became familiar with their personal routines,
habits, medications, diets, and preferences. We did this not only to get
to know them better but also so that they would feel comfortable with
us. We set up menus, specially adapted to each person. We drew up
medication charts and prepared first aid kits. We begged and borrowed
all the camping equipment we needed; this included two tents, air
mattresses, sunshades and umbrellas, o9k stoves, sleeping bags,
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coolers, lanterns, a bicycle pump for the wheelchairs, and a Trivial
Pursuit game.

Funding

Transportation: We used the Schaefers’ van and a car belonging to
one of the assistants. The van easily accommodated Tracy and Cathin
their wheelchairs, two or three other people and a mass of camping
equipment. The much smaller car, a Citation took the rest. The
Manitoba Recreation Council provided us with a travel grant of
$1,500.00. This covered all our travel costs: gas, insurance, oil, and
mileage (which was paid to the vehicles’ owners). For the trip, we
significantly increased the liability insurance on the van and car and,
since, the trip was sponsored by ACL-Manitoba, expanded the policy to
the business category. These additional policies were cancelled at the
end of the holiday, in the same month, and ended up costing $10.00 per
vehicle.

Staff: The staff was made available through ACL-Manitoba. Three of
us were paid by Canada Works summer student grant, one was paid
jointly by ACL-Manitoba and a Federal Community Services grant,
and the fifth person’s salary was paid completely by ACL-Manitoba.
The staff members were paid their regular wages during the trip, based
on a forty-hour work week. The rest of our time was donated.

F.es: Though there was nocharge to the families for the actual respite
support, i.e., the staff, we did charge a fee for $200.00 to each camper.
This covered the cost of food, supplies, camping fees at Provincial and
Federal parks, one night in a hotel, laundry, and pocket money for
activities and souvenirs. With the exception of the photo albums that
weremade at theend of the trip, we were under budget by about $50.00.
Nor did we use the entire travel grant. However, we received several
personal donations, including a two-bedi oom apartment in Calgary for
the duration of our stay there. Also, some of the food for the holiday was
provided by the families and the assistants.
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The trip

On August 3rd 1983, after several weeks of mounting excitement, we
dzparted amid family send-offs and reassuranceg that it would be all
right if we turned back at Brandon, Manitoba. The first two days were
long, hot, boring drives across the prairies. Sheer enthusiasm sur-
rounding the expedition kept us all in good spirits. It certainly wasn’t
the supper I cooked on the first night; bearing in mind the 33° C
temperature,Ihad completely frozen all the food and it didn't have time
to thaw before being cooked.

We were all pleased to reach Calgary and find my brother’s
apartment. There we showered, bathed, and got a good night’s sleep.
The next day the men went on to Banff to do some hiking and check out
the good camping spots, while the women played tourist in Calgary. We
+hopped, visited the zooand botanical gardens, went out toa classy pub
and had a steak dinner in a posh restaurant. Friends and relatives in
Calgary dropped by for visits.

Three days later we joined the y.ys up in Banff. We camped at
Tunnel Mountain, a beautiful spot. We decided to cut Jasper out of the
trip. spend more time in Banff and return home via Calgary. This
allowed usto adopt a slower pace and see more of Banff, whichis a lovely
town. Wesstrolled around, watching the other tourists and admiring the
Rocky Mountains. We spent a full day at Lake Louise and managed to
walk halfway around the lake before the path got too steep to manage
Catherine’s and Tracy’s wheelchairs. A picnic with grapes at Coral
Creek on a red and white checked tablecloth; a spaghetti dinner with
homemade sauce and two bottles of wine; the gondola ride at Sulphur
Mountain; shopping for souvenirs for ourselves and our families —
these are our memories of the Rockies.

We drove to Calgary, down from the clean, crisp mountain air to
the muggy prairies. Mounds of laundry and eight baths later, we all
spruced up and went out to a highly recommended Chinese restaurant.
We had a great time, with cocktails followed by lots of fine food. As had
been the case throughout our trip, we received excellent and respectful
service, with the waiters going out of their way to get to know John,
Tracy, and Cath and what would please them. After dinner we took a
stroll along a beautiful island park in the heart of Calgary and listened
to performersat the Folk Festival. The city and park were all lit up and
80 were we.
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The last two days saw us driving back to Winnipeg, with an
overnight ston in Regina. The initial reaction of all the families was
pleasure at seeing us home safely and surprise at how well we all
looked.

All through the holiday we drew double takes and longlooks. We
welcomed them, especially from children. We would always smile (or
smile back) and try to start a conversation. Children wanted to know
why Tracy and Cath couldn’t walk or talk, and then wanted to know
what they could do. Adults were amazed that we were on holiday, all the
way from Winnipeg, Fortunately they were so struck by this fact that
they forgot to tell us all how wonderful we were for doing this, What we
could probably never have explained to them was how much fun we had
had on the trip ourselves.

Afterword

When I picked Cath up from the residence in Steinbach she looked
marvellous and was on a high for several days — until she realized, 1
think, that life was back to boring normal. She brought with her a phoio
album of her jaunt to the Rockies with her friends and a diary kept by the
assistants, so the rest of her family was able to enjoy her experiences
vicariously.

Although I was intrigued by the idea of the trip when I first heard
about it, I soon developed a daunting list of possible disasters. What if,
for instance, despite the carefully planned menus that included loads of
fresh fruit, vegetables, and bran, Cath's inrards clogged up? What if she
developed a chest infection that didn't respond to the antibiotic I'd sent
along? What if a bear took a fancy to her? I decided that the concept
"dignity of risk," of which I am a keen proponent, is all very well when
applied toother people. However, although a few minor problems typical
of any camping expedition cropped up, such as leaking tents, nothing
went seriously wrong and eight friends thoroughly enjoyed a camping
trip together.

One unsolicited comment, made to me by an assistant after the
holiday, perhaps sums up the success of this extraordinary — or was it
soextraordinary? —venture. "l had such agreattimeitdidn't seem right
that I was being paid!”
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The Politics of Leisure, Freedom,
and Poverty*

Charles D. Sylvester

New techniques are always needed for professionals to function suc-
cessfully in an increasingly demanding society marked by change and
complexity. Consequently, today’s literature is rife with tools and
strategies designed to enable them to meet their challenges by remain-
ing on the “cutting edge.”

This article, however, will not assist readers to reach or to
remain on the cutting edge. In fact, I am simply making public a
troubling conversation I have had with myself. In my conversation, I
have found that the cutting edge, left unexamined, is n double-edged
metaphor, at once cutting through for some people while cutting others
off. With this in mind, I wish tv share my thoughts on leisure, freedom,
and poverty.

First, I need to explain what Imean by leisure, a once distinctive
word deadened by the abuse ofjargon. I am not referring to the popular
free-time definiton. Ifthat were the case there would be no rub between
leisure, freedom, and poverty. Disproportionately represented among
the unemployed, the poor would be leaders in leisure, having an
abundance of non-worktime. For my purposes, leisure is not free time;
itis freedom’s time. Iintend to argue, then, that the poor — though they

*Reprinted from Parks and Recreation, January 1987, by special permission of the
National Recreation and Park Association (U.S.)
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have ample free time — have little effective freedom and, as a result,
virtually no genuine leisure.

Freedom, of course, is anidea. Its application to ourlivesresults
in a variety of freedoms, including, for example, physical freedom,
political freedom, religious freedom, and creative freedom. Each of
these freedoms is a means for achieving a related end, such as spiritu-
ality or creativity. A point comes, however, where freedom transforms
from a meansinto an end. This special realm isleisure, where freedom
is expressed and relished for its own sake. Inleisure we can sing, love,
dance, write, converse, or perhaps reflect, delighting in the freedom
that is native to self-expression, Leisure, in short, is the celebration of
freedom at its crowning point in creative and self-determining activi-
ties enjoyed for their own sake.

Most people need anoptimallevel of freedom to attainleisure. In
the face of starvation or imprisonment, leisure is difficult and rare.
Leisure, therefore, requires a foundation built on the most fundamental
forms of freedom — “freedom from” and “freedom to.”

“Freedom to” suggests the ability to make choices and to act on
them. Awareness of one’s needs and desires, knowledge of available
options, and possession of the resources necessary to act effectively on
one’s choices constitute its essence. More basic, however, is “freedom
from.”

“Freedom from” refers to the relative absence of social, physical,
biological, and psychological constraints that impede free choice and
action. Leisure presumes sufficient “freedom from” such chronic re-
strictions as disease, ignorance, and political oppression. In addition to
these constraints, possibly the most pressing and pervasive barrier to
freedom and leisure today is peverty. As philosopher J.L. Stocks ob-
served, “Riches do not create leisure, but the struggle with poverty
definitely excludes it.”

Poverty defiesordinary experience and simple description. Ican
imagine the thrill of space travel, because I know the feeling of awe,
wonder, and adventure. Having experienced the exhilarating struggle
of athletic competition, I can dream of competing for an Olympic medal.
And while I understand disappointment, even despair, I do not believe
I have felt anything as severe as poverty. I sense that poverty, inflamed
by hunger and unemployment, sucks the spirit and dignity from a
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person. Currently, then, it eludes my direct experience. Nevertheless,
our capacity for empathy should allow us to confront poverty as a
condition that involves everyone. Therefore, the following definition
and numbers are merely intended to orient us to the scope of poverty.
Once revealed, we may turn to itsimplications and, more importantly,
our response.

Poverty is characterized by deprivation of the basi¢ resources
required for subsistence, typically including food, shelter, health care,
and continuous employment. In 1983, the federal poverty level (Ameri-
can figures) was $10,178 for a family of four. During that year, 35.3
million people lived in poverty. This represented 15.2 percent of the
population compared to 15 percent in 1982. By race, 35.7 percent of
blacks, 28.4 percent of Hispanics, and 12.2 percent of whites were
officially poor according to census statistics.!

Aided by a stronger economy and lower inflation, poverty figures
declined in 1984. With the federal level at $10,609 for a family of four,
14.4 percent or approximately 33.7 million Americans lived in poverty.
The rates for minorities remained high, with 33.8 percent of blacks and
28.4 percent of Hispanics mired in deprivation. Furthermore, 21.3
percent of all children, most living in households headed by a female,
and 51.5 percent of black children under the age of six were officially
poorin 1984,

Despite the overall reduction in poverty, cer.sus data showed a
widening schism between rich and poor. In 1984, the richest 40 percent
of the population receiver. 67.3 percent of the national income. In 1980,
they received 65.9 percent. Conversely, the poorest 40 percent of the
population received 15.7 percent of the national income in 1984,
compared with 16.7 percent in 1980. Thus, though poverty declined, a
massive underclass caught in its chronic grip has formed.

Moreover, if poverty precludes the freedom necessary forleisure,
we are compelled to admit that the enrichment that accompanies
leisure and the impoverishment that festers in its absence is another
difference separating the privileged and the poor. This prospect, how-
ever, becomes untenable ifjustice for the many is a necessary corollary
of effective freedom and authenticleisure. Thus, the plight of 33 million
poor is a severe injustice. It is hardly surprising, then, that Lerone
Bennett Jr. protested abject poverty in supposedly free societies by
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asking, “In such a world, who has the effrontery — who has the gall —
to praise the state of freedom?” We must be as boldly honest as we turn
to the problem of leisure and poverty.

The fundamental problem of leisure and poverty raises many
issues. Two, however, are particularly relevant. One pertains to the
humanistic ethic espoused by many writers in the field. The other
relates to the “Life. Be init.” public relations campaign.

While no single set of beliefs has been uniformly accepted or
officially endorsed, humanism has been implied as a suitable ideology
for the profession. Its central tenet or ethic is the supreme dignity and
worth of humans. This means our efforts should be primarily aimed at
improving and enriching the human condition. Yet applied to our
profession, a humanistic ethic presents a disturbing irony.

Recognizing the interdependence of nature, we hold that all
resources, human and non-human, should be protected and nurtured.
On the one hand, engendered by a historical commitment to natural
resources, the profession has championed environmental causes. Al-
though certainly not spared from debate initsownright, thisis a source
of pride and accomplishment. Yet, on the other hand, a profound
contradiction arises when 33 million members of nature’s preeminent
resource are eroded by poverty each day. Our response, however, has
been negligible. Iiideed, the profession has been quicker to defend the
forests and the shorelines than families polluted by poverty. For those
people whobelieve we can't be all things to all people, this situation may
be tolerable. If, however, we sincerely advocate a humanistic ethic, we
must accept all the implications, consequences, and responsibilities
that flow from that choice. Chief among these would be the obligation
of eliminating poverty.

This leads to the issue of “Life. Be in it.” The “Life. Be in it.”
slogan is at one level irresistably attractive in its clever simplicity and
jauntily positive tone. Only the most cynical could ignore its appealing
invitation. On another level, however, its message demands serious
doubt because of its naive simplicity — “life” is just not that easy “to be
in” for many people especially if you happen to be poor. As it is
grammatically constructed (Life. You be in it.), the slogan is a moral
imperative that implies the only barrier preventing one from “beingin
it” is the understood You. On the basis of the message alone, one
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assumes that anyone not complying must possess a deficit of motiva-
tion or desire rather than the absence of opportunity. Once we surpass
public relations and progress to the more substantial realm of human
rights, however, the relevant issue is opportunity. A severe social
handicap, poverty, excludes people from mainstream values and oppor-
tunities. Whether one elects to subscribe to “Life. Be in it” is a matter
oi' personal choice. But access to life must be wide enough toinclude op-
portunity in that decision.

“So, fine,” you may be saying. “I can buy into most of your
argument. But my work involves play and leisure, not hunger and
housing. How can I effectively respond to poverty?”

Itis true that we ave primarily concerned with leisure. And if we
value freedom, as our rhetoric claims, then leisure as a special mode of
freedom becomes very significant. Leisure — in all its myriad expres-
sions—may in fact be one of the principal ends worthy of human desire.
Our efforts, therefore, matter greatly. At the same time, our responsi-
bilities increase, for in a democracy we are accountable for the condi-
tions that make leisure a reasonable possibility for everyone. As David
Gray and Sy Greben remarked, “Our concerns exceed the boundaries of
parks and recreation to include matters ai¥acting the total human ex-
perience.”

Therefore, we cannot remain indifferent. John Kenneth Gal-
braith argued that one of the obligatory beliefs of our time “is that
poverty is not an acceptable feature of our social life.” He warned,
though, of a “heartless society” where denial, indifference, and such
rationalizations as post-industrial economics and Social Darwinism
create a vacuous social conscience, permitting the unacceptable to
become acceptable. I have argued that leisure has no moral foundation
in the midst of poverty. Therefore, the protection and promotion of
freedom is anethical responsibility shared by all recreation profession-
als. Specifically, poverty may be met on two fronts.

First, by virtue of its concern for leisure, the National Recreation
and Park Association (NRPA) is an advocate of freedom. One of its main
responsibilities is to guard and nurture the conditions necessary for
freedom and leisure to flourish. This can be partially achinved in
alliance with other humanitarian groups devoted to eradicating pov-
erty. For example, Jands Across America, last spring’s fund and
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awareness raising event, presented an opportunity for the “Life. Be in
it.” cast to join hands in the collective grip on poverty. Projects of this
sort serve largely to focus and maintain persistent attention on a
pernicious problem that weakens the health and welfare of present and
future generations. By sponsoring and cooperating with similar efforts,
the recreation profession can become a leading lobbyist of the right to
be “free from” poverty. As it does, the validity of “Life. Be in it.” will
improve substantially, enabling it tobecome a genuinely humane ethic.
Second, the responsibility rests with you and me. Will and
commitment are paramount. Commitment, moreover, may take many
forms from food and financial donations to teaching job skills to
expressing your leisure throughpolitical activism. Once demonstrated,
widespread commitment has a way of discovering, even demanding
effective solutions.
But givenour responsibility, what technique or approach should
we use to subdue poverty? Surely there are ways to satisfy our will.
Effective strategies are, of course, important. But first I recom-
mend we back away from our tools fora moment and consider the notion
of mission. The recreation professionevolved from a vision held by such
pioneers as Joseph Lee and Luther Gulick that play and recreation
should be open to all. At the same time, leisure was becoming a
sovereign right rather than a class privilege. Yet, observing contempo-
rary trends, I am concerned we have neglected that vision and compro-
mised our mission. Obviously, the issue is more complex thanIcantreat
here. But I fear the marketplace (“bang for your buck”) perspective and
the perks of professionalism sometimes outweigh the primacy human
needs and desires have traditionally assumed in our field. Even if my
cynicism is unfounded, our efforts and accomplishments will be com-
paratively unimportant unless we maintain — or renew — the social
awareness and commitment the recreation profession took root from.
I sincerely hope future scenarios are as promising as the one
forecasted by the writer who predicted a “gradually extended distribu-
tion of economic goods and rewards so that almost all the population
will have some financial resources to make leisure choice possible. ' Yet
each day people remain in the clutches of poverty, leisure will remain
an unkept promise — always tomorrow — unjustly out of reach. In a
democracy, that reach of freedom called leisure must be within every-
one’s grasp.
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1Some Canadian Poverty Statistics
Deboroah Gold

The following information has been taken from two 1988 reports by the
National Council of Welfare, “1988 Poverty Lines” and “Poverty Profile
1988,” and Income Insecurity: The Disability Income System in Canada,
published by The G. Allan Roeher Institute, 1988.

There is no single poverty line for all of Canada. To take into
account two factors that affect living costs, Statistics Canada variesits
low income cut-offs according to the size of the family and the place of
residence. However, the National Council has been able tocome up with
some estimates that appear to be accurate since they take intoaccount
important factors such as cost of living increases and percent ofincome
that is necessary for food, clothing, and shelter.

dJust to give a briefidea of poverty lines, here are some examples
of estimates for 1988. For a single person, livingin a city of 500,000 or
more, the low income linc is $11,564; for a family of three living in a
population centre of 30,000—99,999, the low income line is $18,078; for
a family of five living in a large city, the poverty line is $27,408; figures
decrease (the line is lower) with the decrease in population size of the
centre and decrease in numbers in a family unit. Thus, a young couple
living in a large urban centre must have a combined income of over
$15,258 to be above the line while if they live in a rural situation, this
income must be above $11,178.

Inallof Canada,in 1986, the poverty rate for all personswas 14.9
percent, which represents 3,689,000 who were poor. In 1981, by com-
parison, the poverty rate in Canada for all persons was 14.7 percent.
The family poverty rate ranges widely “om a low of 8.7 percent in
Ontario to a high of 21.2 percent in Newfoundland. The percentage of
low-income unattached individuals varies from 28.3 percent in On-
tario to 49.1 percent in Newfoundland.

Four inten families headed by women are poor,compared toonly
one in ten led by men. The poverty gap between female-led and male-
led families has not narrowed appreciably since 1980. In 1986, the rate
of poverty for households headed by a female was 38.7 percent, whilein
male-led households it was 9.0 percent. Unattached women run a
greater risk of poverty than unattached men, though the gap between
them is not as wide as it is for families headed by women and by men.
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Families with children experienced a substantial increase in poverty
as aresult of the rece:ssion, though the situation improved in 1985 and
1986. However, famiiy poverty rates still have not returned to their
pre-recession levels. More than half of single-parent families led by
women —56.0 percent or 233,000 —had incomes below the poverty line
at last count.

The picture 1s brighte: for elderly families. Their poverty rate
declined markedly from 41.4 percent in 1969 to 14.2 percent in 1980
and just 9.5 percent in 1986. The elderly unattached still run a very
high likelihood of being poor (42.7 percent in 1986), but their poverty
rate was much worse (61.5 percent) in 1980.

Contrary to what many people believe, most poor families are
headed by persons who work or are actively searching for a job. The risk
of poverty is dramatically reduced for families with more than one
earner. Women both make up a larger percentage of the poor and run
a higher risk of poverty than men. However, the proportion of poor
Canadians who are women has not increased during the eighties.

AmongCanadians with a disability, poverty levels are very high.
In 1986, 63 percent of people with a disability reported an annual
income of less than $10,000. Only 5 percent had an annual income of
more than $30,000.
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The Impact of Integrated Employment
On Leisure Lifestyles*

Judith. Sandys and Diane Leaker

“Work” usually represents a major focus of our life as adults. In
addition to enabling us toearn a living we look to our job to provide us
with challenge and with an opportunity to do something worthwhile. Of
perhaps equal importance is the social context of work: the fact that
through our jobs we invariably come into contact with many different
people. Often some of these relationships become significant ones that
may extend far beyond the work place.

In January 1984, Community Living Mississauga initiated a
project designed to provide for people with varying degrees of intellec-
tual handicap the opportunity to work in the community (on a paid or
unpaid basis) alongside non-handicapped people. Entitled “Commu-
nity Vocational Alternatives,” this project reflected our belief that
everyone (regardless of the extent of their handicap) should have the
right tobe an active, participating member of their community. We had
struggled for many yearswith the realization that sheltered workshops
were inconsistent with our basic philosophy. We knew that congrega-
ting and segregating people did not facilitate community participation,
indeed it served to inhibit it. Through Community Vocational Alterna-
tives we set out to find people work in the community that was
challenging, status-enhancing, consistent with their own interests,

*Reprinted with permission from Journal of Leisurability, “'ol. 13, no. 4, Fall, 1987.
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and that provided opportunities to interact and develop relationships
with non-handicapped people.

This article will review briefly the impact of integrated work
settings on people’s leisure patterns, based on some of the workplace
data we have collected as well as on individual “stories” of some of the
people we are supporting. We will also discuss some of the factors that
canimpede or promote increased participationinleisure activities and
the role of support workers in this regard.

Participants

At this moment, seventy people are being supported in individual work
settings throughout Mississauga. We have always endeavoured to in-
clude a “cross section” of people rather than limiting participation to
those perceived asmost capable or most “ready” for competitive employ-
ment. Hence the participants in Community Vocational Alternatives
vary greatly in the degree of their intellectual handicap and the extent
to which they have other handicapping conditions (e.g., sensory im-
pairments, epilepsy, psychiatricdifficultes). In termsof past history, 75
percent are graduates from the local segregated school for people
labelled “trainable mentally retarded” or have spent a major portion of
their life in large institutions. Most attended segregated workshops
operated by our association immediately prior to becoming i~ olved in
the program.

Changes in Leisure Lifestyle

When an individual first becomes purt of Community Vocational
Alternatives, and before a job search is carried out, we conduct a
personal interview with that individual. This includes the collection of
information about hobuies and use of leisure time as a source of clues
to a possible career interest A list of activities and a record of social
integration is maintained for each person supported by the program.
This is part of the monitoring process to ensure that people are not
isolated and that positive relationships with co-workers develop.

A comparison of the information accumulated in pre-placement
interviews with data collected fromintegrated job placements, with few
exceptions, reflects that in almost all cases, participants have devel-
oped a broader social base.
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Briefly, people:

* eat more meals in public places

* gpend more time doing activities aimed to improve personal
appearance

* spend more time with non-handicapped people who are not paid
staff

» travel further from home for social activities

¢ take par! in a wider range of social activities such as golf and skiing,
rather than limiting themselves to more traditional ones like
bowling and swimming

* plan major activities (e.g., vacations) farther in advance to suit their
own schedules

¢ attend many staff-related events including seasonal parties, dinner
dances, showers

* often develop close personal relationships with one or two co-
workers.

Paul’s Story

Paulis thirty-one years old. He graduated from a segregated school ar.d
worked in a sheltered workshop for nine years. He, ulong with the friend
with whom he shares an apartment, receives support from the residen-
tial services program operated by Community Living Mississauga.
While attending the workshop Paul brought his lunch from home to eat
with his co-workers in the small shop lunch room. He purchased snacks
from the coffee truck. At Christmas, he enjoyed a special meal of
Kentucky Fried Chicken brought into the shop from a local take-out.
His after hours activities included a monthly People First meeting, a
weekly baseball game on an association ball team, shopping with his
residential counsellor, going to the movies or flea market with his
girlfriend and weekend visits with his parents. His summer vacation
was spent at a cottage with other handicapped peon'”, often taken with
little advance notice.

For the past year, Paul has been working in the community asan
assistant grocery clerk. Most days he eats his lunch with co-workers in
the grocery lunch room; every Friday he eats at a plaza restaurant with
the bakery truck driver and “a couple of other guys.” At Christmas he
attended a formal party and was included in some informal house
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parties arranged by co-workers. Recently he was invited to a “men’s
night out” card party. Asit was held out of town, Paul was asked to sleep
over. Two weeks later Paul and his girlfriend were invited to a video
night with two other couples.

Paul invited two co-workers over to his apartment last week to
watch a video — he sent out for heer and pizza. His summer vacation
this year is a trip on a houseboat with his residential counsellor, his
roomm ‘te, and some other friends who are handicapped. Pau! booked
his time off two months in advance and is enjoying the anticipation of
a planr.ed holiday this year.

Paul’s family have raised their expectations concerning what
should be happening in his life. At first they reluctantly agreed to his
participation in Community Vocational Alternatives, unsure that he
wouldbe abletodoa valuedjobin the community. Now theyhavebought
him cross country skis and are urging him to become more involved in
integrated activities.

Michael’s Story

Michael is thirty-three years old. He had lived most of his life in an
institution and attended a workshop for ten years. His verbal skills are
limited and in the workshop Michael was a loner, seldom initiating
conversation. In December 1985, Michael moved from the institution to
an apartment where he is supported by our residential services pro-
gram. In April 1986, he left the workshop for a community job. He now
travelsto workindependently onthe public transit, meeting co-workers
enroute. Asa dishwasherinalarge hotel, he wears a uniform and works
as part of a team. Michael’s social life has changed substantially. He
eats his mealsin the staff cafeteria and is an integral part of the banter
and camaraderie of a large department. At Christmas, he attended a
formal dinner dance preceded by a cocktail party. For this occasion he
picked up his date in a taxi. His vacations are pre-planned. (In the past,
he took trips at a moment’s notice with his Dad.) His family appears
supportive of his community job.

Claudette’s Story

Claudette is a twenty -six-year-old woman who has been employed in
her position since March 1985. Claudette currently lives with a non-

-
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handicapped roommate in an apartment. Prior to this, Claudette
resided in a townhouse with three handicapped women and before that
shelived at home with her mother. Claudette is involved in a variety of
leisure activities with her current roommate and has increased confi-
dence in her ability to make more creative choices in her leisure
pursuits since acquiring gainful employment.

Claudette has established strong supportive relationships with
her co-workers and is viewed as a highly respected employee by her
employers. Claudette is consistently involved with her co-workers
during her workday andis considered a confidante by two in particular.
Claudette has been involved in a variety of night school courses and is
considering upgrading her education. She enjoys going to movies,
dinner dates, bingo, and entertaining guests at home. She also likes
working out in the exercise room in her apartment building as well as
attending a fitness class. Claudette travels to work each morning with
her roommate. This enables her to have breakfast and conversations
with a friend prior to starting work. Claudette travels home from work
each evening with a co-worker. Claudette now plans her leisure activi-
ties according to her finances and is more independent in budgeting
since receiving her own pay cheque.

Issues in Integration

We do not wish to suggest that working in regular community settings
invariably results in a great deal of community participation. Qverall
most Community Vocational Alternatives participants probably have
fewer important relationships and participate in fewer leisure activi-
ties than does the average person. While there is always some social-
izing at work, this does not always extend past the work place. There
are a number of factors involved. These include: the gap between
parental and professional expectations, transportation, and income
level. There is not space here to expand on these. Suffice it to state that
these issues, combined with variations in personality and experience,
are factors in the ongoing process of leisure integration.

There are also differences in the degree of sociability uf work
places. In some, people see a great deal of each other outside of work.
In athers, contacts outside the work place are rare or non-existent. We
do make efforts to help people find jobs in situations that increase the
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likelihood of people developing relationships. Thisis one reason why we
place people individually and never in groups. We avoid settings where
people will be very isolated or where there is a great disparity in age
between the individual and co-workers.

Finally, many people who have spent their entire life in congre-
gated, segregated settings have not had the opportunity tolearnall the
factors involved in establishing and maintaining relationships. It isin
this area that support staff can play a major role.

The Role of Support Staff
To the extent that we accept that a major goal of integrated work
settings is to promote the development of relationships, we must
consciously create the expectation that staff are expected to promote
and facilitate the development of these relationships as anintegral part
of their job.

Staff in Community Vocational Alternatives do thisin a variety
of ways:

Moaelling — An Example

Blair had somue difficulty in the areas of communication. Due to a
hearing impairment his speech was not always clear and he was
reluctant to use full sentences. At the outset he did not talk with co-
workers a great deal. His support worker made sure she was around
during breaks and lunch. Often she suggested topics to talk about or
assisted with clarification of details. As time passed Blair not only
participated in conversations, but also began to initiate them, Blair’s
co-worke: s paid close attention to how the support worker encouraged
his participation and soon adopted a style of their own to encourage
further involvement.

Learning to Reciprocate

Tobe considered as social equals people often need support so that they

are on the giving as well as on the receiving end of social exchanges.

. aul did not understand that having been invited to his co-worke: s’
ouses several times, he was e pected to reciprocate. His support

worker ancouraged him to invite his friends over to watch videos and

lielped him plan the refreshments (beer and pizza, of course!)
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When Blair first hosted a barbeque at his home for his co-
workers, he allowed his mother and his support worker (the only
females in an all male group!) to prepare and serve dinner, and he left
his co-workers to help themselves to refreshments. Afterwards he and
his support worker talked at length about whatit means to be a “host.”
Blairiscurrently planning a second barbeque for which he plans to take
more responsibility,

Dealing with Family Resistance

In situations wheare families are reluctant to allow their son or daugh-
ter to participate in after-work social events, support workers may
have to play a very active role. Driving someone to ar, ¢vent, organizing
transportation, or attending an event with the individual are not
unusual activities for support staff. In some instances, the process of
facilitating such participation is a lengthy one.

Eddie whois thirty-one and who graduated from a “TMR?” school
is currently employed as a lobby attendant at a nationwide fast-food
franchise. The employer holds montl.ly evening crew meetings at local
banquet halls. The evening involves dinner, employee recognition,
company updates, and social activity. Attendance is mandatory and
reimbursed accordingly. Eddie’s family was very resistant to him
attending any function in the evening. They were only persuaded to
agree to his attendance when they were told hisjob was on the line and
his support worker would accompany him. After the first twomeetings
“an expectation” that Eddie would attend regularly was established.
His support worker gradually transferred transportation arrange-
ments to co-workers and Eddie has continued attending these meet-
ings. The company also sponsors about six dances a year for all
employees from franchises in a geographical area. Attendance is
voluntary. His family continues to be resistant to his participation in
social events and it is a constant struggle to engage him in more
activities. The situation, however, isimproving as Eddie becomes more
vocal .n advocating for himself. To date, he hasattended three parties.

And What About Old Friends?
Our emphasis on helping people develop relationships with their non-
handicapped co-workers has sometimes been incorrectly interpreted
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as wanting to discourage relationships between handicapped people. It
is important to recognize the validity of any friendship. In our
experience many of the people whom we support do not have very many
important relationships intheirlives nor are they generallyinvolvedin
a wide variety of freely chosen activities. There is invariably ample
room to maintain old rel ationships and develop new ones. Particularly
in the early stages we feel it is important to encourage pcople to
maintain contacts with old friends.

Conclusion

While there is a great deal of variety in the amount of “after hours”
socializing that occurs in community jobs, in the majority of cases it is
greater than in workshop situations. The opportunities tobe invited to
a wedding, shower, or house party, to leave the premises for lunch, to
gr’ a ride with a co-worker are practically non-existent in the work-
shop. It has often been said that the world defines us by what we do —
perhaps we should add that the person with whom we doitisimpo: unt
too!

We suspect that most supported work programs do not focus
specifically on the issue of relationship building. And indeed our own
effortsin this regard have certainly not been as systematic or extensive
asone might wish. Nevertheless, the results for some peopie have ceen
substantial. It would appear tousthat thisis an area deservingof much
closer attention. The challenge for all of us is to develop strategies t'.at
will help people with intellectual handicaps become valued members of
any group of which they want tobe a part. Our own experiences strongly
suggest that such efforts can and do pay off!



You've Got a Friend*

Pat Worth

Last year, I helped Sean O’Sullivan when he prepared the advocacy
report, “You've Got A Friend.” ! It gave me a unique experience to teach
a paid government advocate about the ideal of friendship. What Sean
O’Sullivan learned is that an advocate is not someone who will work
with a person from nine to five, then go home and leave the person
totally defenceless. What he learned is that the advocate never stops
being a friend. You're not a fri»nd from nine to five. Support and caring
is what advocacy is all about.

Unfortunately, for a long time this was not the case for me. I
went to a sheltered workshop and a very large community living group
home for a number of years and the only people I had in my life were
people who were paid tobe there. My life wasn't my life; it was a service.
The only thing I can say about service is that you can get it anywhere;
you can get it at McDonalds and they will give you bad food with it.

It's important to know what advocacy is all about. An advocate
is som=body who will help you in the community by introducing you to
other people, by calling you by your name, not by a 1abel. We are people
first; we should be identified as peuple not as a 1abel. The label is the
real pumishment. It stops you from getting jobs. it stops you from

*Prescntation made to the Ontario Association for Community Living on May 26,1988,
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coming out of institutions. It stops you from living in the community.
Most of our People First members who are labelled have led lives in in-
stitutions for a very long time, have been sesregated, have been
punished. The real punishment is the label itse... It is demoralizing to
see someone as a label, 'nstead of as a person. I am a somebody. My
name is Pat Worth. I am not retarded. I don’t think anyone is. I think
labels are very unnecessary.

An advocate must be a person who is willing tolisten toindividu-
als not because they are being paid or not even because they are
volunteering their time, but because they’re willing tolisten. In myown
life, I had people who were paid to be with me; people who would have
me do jobs at the workshop for 50 cents an hour; people who would
decide that I should live in a very large community living group home;
it had thirty-five residents. I had no privacy, nokind of communication
with othersin theoutside world, in the real community, the community
that you all live in,

I wouldn’t be standing here talking to you today if I were still
living in the group home. For the Institutional Qutreach project I now
work on, I go into some of the institutions in Ontario and I look at the
faces of the residents and I see the signs of giving up, the signs of being
afraid, the signs of not knowing what is out there. They don’t have true
friends, they only have each other. They have people who are caught up
in the same circumstances, who are very vulnerable to the system.

What do we have in place of advocacy in this province? We have
cattle prods, we have institutionalization, we have labels, we have
people who cannot speak for themselves, We make decisions for those
who cannot speak for themselves. There arz many who are not being
heard because they are institutionalized. They are not out in the
community because people in the community assume they cannot be
supported. Well, they can’t be supported if they don’t have advocates:
they’re right about that.

‘When do the punishments stop, and when will people realize
that we are people and we want to he treated like real pecple? You all
have homes. You can all go home after work and lead a decent life. I am
not saying you all make a lot of money, because I don't think that any
one of us can say that. But you have a family life. You have family
support. You have disagreements sometimes, but you still see each
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other. You can go outside and talk to your neighbour and not be afraid
of your neighbour calling you some kind of dirty rotten name.

In the gruup home where I lived, I used to try to communicate
with my neighbour. I went outside one time to talk to him because he
would never come in, and he said to me, “I don’t know your name, but
you live over there, so you're retarded.” He never identified me as Pat.
He identified me as a label. That was my punishment. The punishment
is when people assume that you can’t do things or offer friendship to
others because you are disabled.

The punishment is when we isolate someone or when we put
someone in a place where we know that for even one day that person
cannot survive. You would say, “No! I can't live there, I can’t do this job,
Tcan'tlive on this amount of money.” Well, neither can we. We can’t live
like this, but we don’t have people who will sit down and listen to us, or
people who will take the time to listen to us.

Igrew upin a segregated school until I was about sixteen. At the
age of sixteen, I didn’t even know how to write my own name. There are
countless numbers of things that all people in the community can’t do.
But there is always something people can do. We have heen thought of
too much as a disability. We are not a disability. We are all People First,
That is how we hould be identified.

My life, before I got involved in People First, was a typical
formula of boredom. What I had to look forward to in the residence, if
I was lucky, was watching television, and the favourite program for
Friday night was “Dallas.” It isa very popular show. It's all about greed,
about people in decision-making positions conirolling and ruining
other people’s lives, Qur lives will always be in ruins because people
don't take the time to be our friends instead of making decisions that
will segregate us, congregate us, and put us in places where our lives
can become completely vulnerable. We can't live that way and you
shouldn’t expect us to live that way.

We all have the ability to listen. Sometimes we just don't use it.
We just automatically think, “I know what is best for this person.” But
itis the person who knows what is best for him- or herself. It just takes
time, and a willingness, a willingness to be a true advocate. That will
save us from the punishment, because that will bring some light into
our lives. Lots of People First members have a dark cloud over their
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heads because they don’t have advocates in their lives.

A couple of years ago, People First participated in an inquest for
a person who was labelled retarded, John Dimun. John unfortunately
died in some very bad circumstances. He lived in a boarding home with

* fifty-five residents. His needs were not met because the place was

overcrowded, because John could not speak for himself and all he had
was a paid advocate for a friend. No one could give him the time without
being paid to listen. John was very sick. He had aliver disease, but he
could not say, “Help me. I'm sick.” The day he died he weighed 44 kilos
(he was 170 cm.) and no one realized he was sick.

Just recently, I was involved in another case myself. A friend of
mine went away with me over the Christmas holidayslast year. He was
living in a group home, We were one day late getting back and we forgot
to call and tell them. When he got back he was told that as a punish-
ment he would be sent to his room for one week. He had also developed
a relationship with a woman in the group home and for some reason
that relationship was not acceptable to the staff. She was moved away
against her will, and after she was moved they wouldn’t tell him where
she was. I stepped in as their advocate and their friend because this is
morally wrong. Thereis no reason tointerfere with the relationship; we
should allow relationships to grow. This is when the friend becomes an
advocate.

Ididn’t have any relationships when Ilived in the group home or
when I was in the service system — not real relationships. Of course I
had friends who were vulnerable as I was, but I didn't have a true
advocate. What I was able to do for my friend last year was to offer my
friendship. He and his girlfriend are now back together and livingin a
place of their own. There is hope they will get jobs and they have a
support circle made up of friends who gather around them and support
them any way they can. They will not be left vulnerable.

Punishment has meant that we ha* 2 been left valnerable.
People have decided to use punishrnei 't to control cur behaviour, 1abel
us, institutionalize us, and take away our opportunities. A friend will
listen to our rights and choices. A friend will listen to the people who
cannot speak for themselves, because, even if they are unable to say it
in words, they have something to say and they will definitely convey it

~ in expressions.
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We are people who have accepted punishments because the
system has a way of breaking the spirit and getting us to believe that
there is no other hope for us, that there will not be a true advocate. If
you break the human spirit of a person, that person is nothing. At times
I'said to myself when things looked hopeless for me, “Sometimes I wish
I were dead. It is better than leading a life of loneliness and having a
dark cloud over you.”

We need advocates to bring real life into the lives of people who
are missing the real challenges, real rights and choices that you all
have today. You have the right to go home to a home-cooked meal and
talk to your husband or wife, your family and neighbours. You have the
right to go to a regular school. You have the right to dream. I am sure
you had a dream some time or other. Maybe it didn’t come true, but you
always had something to dream about when you were a kid. You all had
dreams, you all had visions. We can’t have visions without advocates.
Advocates will help us accomplish these visions by allowing us to
dream.

People say that dreams are wishful thiaking, but dreams can be
reality sometimes. They can becoine reality with a true advocate who
will be a true friend. T have finally made it. Well, I haven’t quite made
it yet, but my life is a lot better now because I have had an advocate in
my life. I have had support systems. I have had people who believed in
me, who did not see me as a disability. I am not retarded. I am Pat
Worth, member of People First, identified as a person first, not a 1abel.

I don’t know how many of you have seen Cry Freedom. It is a
movie that was made about the suffering of blacks in South Africa.
People there are segregated and isolated. They are identified by the
colour of their skin and left vulnerable to the system of white rule, a
system that doesn’t believe in sharing the community with black
people. Because of the colour of their skin, they are shot at in the
streets. They don’t carry firearms, so they are vulnerable.

In Canada, people with a mental handicap are left vulnerable to
s iety. Society doesn’t give us a fair chance. In a court of law, it is a
judge or jury that decides the punishment for a person who has to be
punished for crimes he or she committed. For people who are labelled
“retarded,” people in society stand in judgeraent, and our only crime is
that we are disabled. If that is a crime, then it’s everybody’s crime.
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Maybe our system doesn’t shoot at us on the street, but it has
done everything in 1ts power to break the human spirit and make it
impossible for us to survive. We need to survive with you or else we
won't survive at all. We will just become vulnerable people wandering
around wondering what is going to happen to us and afraid to think
about what it means to live a real life. The community sounds like a
scary place to us because all we have known is institutions, group
homes, and workshops. When you don’t know people in the community
it becomes frightening because you don’t know if you will have a friend
there. Ifonly someone like yourself would walk up and shake a person’s
hand and say, “I want to be your friend. I want to offer my support. Let’s
sit down and talk. I'll listen.” Maybe it will take a little more time for
you to understand our words and maybe we do have speech problems
sometimes, but half the b attle is to listen. Evenif you don't understand
you should still listen and some time maybe you will understand.

We all have to have people in our lives who support us. It is time
to stop punishing us. Give us some friends. Reach out and be a friend.

1 “You've Got A Friend: A review of advocacy in Ontario,” is a report
published by the Ministry of the Attorney General of Ontario, 1987.
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Creating Cooperative Play Environments
as a Strategy for Integration*

Judith McGill

Why Cooperative Play?

Society as a whole has begun to question the traditional approaches
used to meet the needs of persons with disabilities. Services to persons
who have disabilitieshave been segregated and have effectively limited
opportunities for participation in the community. There is now a
widely accepted beliefthat persons with a disability have every right to
participate in their communities as much as possible and with as much
support as necessary. This beliefis based on the premise that everyone
is a developing human being and therefore should be treated with
respect and dignity and givenequal opportunities. As aresult, there has
been a general trend toward providing integrated services for disabled
persons within the community that are based on individual needs and
the principle of norraalization.

Normalization has been described by Wolfensberger (1972) as
both a process and goal. It involves all of what we do and say in our
interaction with hardicapped persons. The “process” relates to how we
treat and work with handicapped persons. The “goal” is to enable
handicapped people tolive and appearin a way that distinguishes them
as little as possible from the rest of society. Normalization implies

*First printed as “Cooperative Games as a Strategy for Integration” Journal of
Leisurabllity, Vol. 11, no. 4, Fall, 1984,
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selecting methods that are as close as possible to typical ways of doing
things. It does not imply making the handicapped persons “normal,”
but rather giving them every opportunity to fit into society (Alberta
Dept. of Recreation, 1982, p.25).

In recognition of this general trend, recreation service providers
have begun to make programs and services available to everyone in the
community. They have started to ensure that persons with disabilities
have equal access to programs and that they are given the support they
need in order to participate in these programs with their non-handi-
capped peers. Thisis all part of an attempt to help handicapped persons
choose a more active leisure lifestyle and at the same time help them
to be less dependent on segregated recreational services and be more a
part of the community. By taking this approach to service delivery,
recreation providers have started to respond to individuals and their
needs rather than dealing only with groups of people.

While there is a steadily increasing movement toward providing
integrated recreation services as opposed to segregated services, inte-
grated services are still characterized by their developmental infancy
and relative “newness.” Our past experience in providing integrated
recreation settings has been somewhat limited. We are only now
beginning to understand what hampers and what enhances the process
of integration.

As more and more people integrate play environments, we
realize that the traditional approaches to providing structured play
opportunities for children are less than ideal. In fact, we have some
concern that settings that are traditionaily comretitive in nature may
do more harm than good in nurturing the integration process.

It has been said that games are a reflection of the predominant
values and practices of a society. If this is true, then our children’s
games reflect the same kind of “win at all costs” philosophy that
pervades our post-industrialized society. What has happened to our
games? They have become marred by destructive competition, destruc-
tive aggression, sadistic rivalry, dehumanization, fear of failure, feel-
ings of rejection, cuts, drop-outs, wounded self-concepts, a lack of fun
und a loss of love for activity. Our children have become casualties to
our competitive insanity (Searle and Sutton, 1978).

Today, as adults who provide structured play opportunities for
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children, we reinforce this competitive attitude by providing only
competitive structures and teaching only competitive games to our
children. What this means to children is that only a few of them will be
able to full s escape the feelings that accompany the fear of failure and
the fear of not measuring up. A feeling of failure is built in to the game
for at least a few of the participants.

A basic structural problem exists in most present day

games due to the fact that two or more people or teams

are basing their feelings of success and adequacy upon

. something which only one can have — the scoreboard
victory (Orlick, 1978 p. 145)

There are currently few if any real alternatives to competitive
games in educational and recreational settings. This is unfortunate
since more and more children are choosing not to play competitive
games and therefore are left with few alternatives. By not providing
alternatives we perpetuate the problem of inactivity and “spectatori-
tis.”

“In North America it is not uncommon to lose from 80 to 90
percent of the registered organized sports participants by fifteen years
of age or earlier” (Orlick, 1978, p. 129). The high level of drop-outs in
sports and physical activity have promoted people to look for alterna-
tive play structures and opportunities for all children.

Terry Orlick, a professor at the University of Ottawa, has been
doing research for some time on the benefits of teaching children how
to play cooperative games as opposed to competitive games. While the
philosophy of cooperative games is not entirely new and has been
borrowed from more ancient cultures, the research he has done in this
area is new. Orlick (1978 p. 133) believes that opportunities for
cooperative social interaction must be “nurtured rather than de-
stroyed.” He says that for “fun toflourish, the imprisoning chainsof the
fear of failure need to be removed,” and be replaced with feelings of
acceptance, cooperation, mutual assistance, and positive interaction.

Terry Orlick has taken the fundamental philosophy behind
cooperative games and developed games that can easily be adapted to
today’s society. As the leader of the Cooperative Games movement
across Canada he hasbeen instrumental in making cooperative games
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a viable alternative,

Cooperative Play and Integration

It is because cooperative play focuses on setting the tone for developing
a positive sense of self and others that we feel it is appropriate for
integrated recreation settings.

In a study done by Hutchison and Lord on the major barriers to
integration, they cited inadequate leadership and inappropriate pro-
grams as major obstacles to integration. Their major criticisms of
integrated programming was that it was “competitive, formal and skill
oriented, instead of developmental and humanistic, allowing all per-
sons to participate at their level” (Hutchison and Lord, 1979, p.23).

To facilitate integration, it is important that play providers be
able to create an accepting and supportive environment where children
feel free to interact and to play with one another. The environment
should be one where all children, regardless of their skill level, are
encouraged t participate to the best of their ability. It should be an
environment that is fun and motivating and that permits each child to
develop within his or her own growth and development patterns. The
environment should not be one that puts undue stress on skill level or
on negatively valued differences.

To create this kind of acce)ting play environment for children it
is important that play providers know what they are c: pable of
influencingin the environment. The play provider controls the environ-
ment by structuring games and activities and teaching what is appro-
priate and acceptable behaviour within the group. Due to the nature of
competitive games, it is difficult to create an accepting, supportive
environment because the play provider is always being put in the
position of accentuating differences .\nd producing winners and losers.
By playing cooperative games and structuring cooperative activities,
the play provider increases the mutual dependence and interaction
between participants. This helps the integration process by increasing
the level of social interaction and de-emphasizing individual differ-
ences. Both of these factors help to create an accepting and sharing
environment.

Orlick believes that “cooperative games may be of particular
signiticance to children who are shy or withdrawn, who lack self-
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confidence, who feel insecure, who don’t feel liked, who have inade-
quate social skills, who have not learned to respond in a friendly
manner, or who are reluctant to approach problems or people” (Orlick,
1978, p.142). While this may be especially pertinent to disabled chil-
dren who have been deprived of past opportunities to learn appropriate
social skiils, it is just as relevant to other children.

Cooperative games enable play providers to facilitate positive
social interaction by having children share common goals. They help
children learn positive things about themselves and their playmates
because the fear of failure has been removed and children feel freer to
express themselves and to share in the fun.

Although most people will agree that play is important to a
person’s overall development, they rarely understand the devastating
impact it has on children to be denied opportunities to play.

The Play and Development of Children with Disabilities

As play providers, we have felt in the past that the child who lives with
a handicap has neither the time nor the skills to participate in
structured play experiences. Asjustification for takir.g this position we
cite their inability to engage in anything but solitary play. This putsus
in a Catch-22 situation, since the longer we deprive children of struc-
tured play experiences the longer this will be true of their play
behaviour. By not providing normal play opportunities tothese children
we are depriving them of the most enriching and growing experiences
possible.

From what we know about play development, “it appears that
the play of disabled children follows the same patterns as that of
normal children” (Dartner, 1969). This would indicate that handi-
capped children do not learn to play any differently than their non-
handicapped peers, but they dolearn to play at a slower rate. This may
be due to a number of factors, not the least of which is a lack of play
opportunities. Nevertheless, it does point out the importanc: of provid-
ing structured play opportunities for handicapped children. Hutchison
and Lord (1979, p.6) suggest that:

For the child with a disability, play experiences are es-

pecially important in order to maximize the rate of

physical, cognitive, and social development. A child who
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is blind learns to manipulate objects, explore the envi-
ronment, and move in a coordinated fashion. A child
who is mentally [handicapped] demonstrates confi-
dence in playing andinteracting with peers, due to early
stimulation and play experiences with family and
neighbourhood children. Unfortunately, many children
with a developmental disability have few opportunities
to play and interact with non-disabled children.

Integrated play provides a stimulating and highly motivating
setting for children with disabilities. It provides a setting that gives
handicapped childrena chance toimitate and model the play behaviour
of their non-handicapped peers. Likewise, integrated play environ-
ments teach non-handicapped children some very valuable lessons
about their peers.

Research on integration has shown that there are numerous
benefits when disabled and non disabled persons have opportunities
for quality interactions. Non-disabled persons learn by being teachers,
improve their attitudes by becoming more accepting of individual
differences, and learn that a disability need not be a handicap as first
presumed (Hutchison, 1978, p.7).

Cooperative Games and Integrated Settings

Inintegrated settings where we are providing structured play opportu-
nities, it is important that we have control over the game rather than
vice versa. This is important so that we can use the game to our
advantage and to make sure thateveryoneisinvolved and is having fun.
The game should be flexible enough to meet the needs of the people in
the group. Theless control leaders have over the design of the game, the
less able they are to facilitate the integration process.

Cooperative games have been designed so that they can easily be
adapted to a specific group or a specific play environment. The rules are
flexible enough that they can be changed to suit the needs of the group.
These games are particularly suited for use in integrated settings
because they reduce the unwanted anxiety that competitive games
often produce. Cooperative games remove the fear of failure and
rejection that often accompany games. By taking a non-traditional
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approach to teams, children with all levels of skills can feel a part of
things and get involved. By using different approaches to scoring, chil-
dren are given more chance for invol ~ment, skill repetition, and
accompanying feelings of success and a.uievement.

Cooperative games encourage children to work together as
partners and to support each other. This makes it easier toincorporate
a support person into the activity for children who may need it. The
supportive environment helps to create a spirit of acceptance, whichin
turn enhances the integration process.

Cooperative games are taught mainly through demonstration
and “doing.” This makes it easier for children who have difficulty
listening toa lot of instructions. For the most part, the equipment used
in cooperative games has already been adapted to make it easier for
everyone to handle (soft balls, large balls).

In cooperative games, children are given the choice to participate
at the level they want or choose. Players are also given some responsi-
bility for making sure everyone is involved.

To adapt the game to the needs of the group, it is important to
understand which game variables can be manipulated.

Game Variables

(Questions to ask when adapting games)

1. Players: How are teams formed? Are teams evenly matched? Can
you rotate players from team to team? Do you need to use teams?
Canplayers be matched or paired up to play the game? Is the game
suitable for the number of players? Can the players have some
control or choice in the game or as to how the game is played?

2. Goal or Objective: Ts the objective of the game challenging
enough?Is the objective attainable? Have you started out by setting
simple objectives and moved to miore ¢omplex ' jectives when the
group is ready? Does the objective match the skill level of the
participants?

3. Equipment: Is the equipment threatening or is it easy to handle?
How many balls or pucks are used tv maximize involvement and
activity? Is equipment used in novel or exciting ways?

4. TypeofScoring: How much skillis required toscore a point? How
must players interact before a point can be scored (i.e., co-ed
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passing, position passing). Are points scored collectively? Are
scores reversed? Are scorers rotated between sides? How many
goals are there? What size are they? Do goals make it difficult to
score?

5. Type of Interaction: How have you used different kinds of body
linkages (i.e., link arms, walk back to back) to structure positive
physical contact? Does the linkage suit the ability and the
movement patterns of the players? Are you encouraging
cooperative interaction and mutual dependence between players?

6. Movement Patterns: Have you experimented by suggesting
different kinds of movement patterns in the games? Have players
had a chance to suggest ways to move? Do you give “permission” for
a range of movements to be acceptable?

7. Limitations: Have you set rules and boundaries to ensure safety?
Are boundaries suitable for the level of activity?

By addressing the questions related to these game variables,
cooperative games can be developed that provide a positive play expe-
rience for all children.

References

Alberta Dept. of Recreation and Parks, Mission, recreation inte-
gration: tecreation for all. Edmonton, 1982,

Dartner, R., Design for play. New York, 1969. Cited in Wilkinson, P.,
Integrated play environments for children. Toronto: Ontario, Min-
istry of Tourism and Recreation, 1982, p.31.

Hutchison, P., and J. Lord, Recreation integration: Issues and alterna-
tives in leisure services and community involvement. Toronto: Lei-
surability Publications, 1979.

Hutchison, P., "Play, disability and development,"” Journal of Leisura-
bility, 1978, 5 (2), 4-7.

Orlick, T., The cooperative sport: and games book: Challenge without
competition. New York: Pantheon Books, 1978.

90



Creating Cooperative Play Environments 87

Orlick, T., "Cooperative games: Systematic analysis and co-operative
impact." In Smoll, ., and Smith, R., Psychological perspectives in
youth sports. Washington, D.C.: Hemisphere Publishers, 1978.

Orlick, T., Winning through co-operation. Washington, D.C.: Acropolis,
1978.

Orlick, T., The second cooperative sports and games book. New York:
Pan‘heon Books, 1982,

Searle, M. and A. Sutton, "New games workshop," in Comprehensive
adaptivetraining maenual. Winnipeg: Parks and Recreation Dept.,
1978.

Wilkinson, P., Integrated play environments for children. Toronto: On-
tario Ministry of Tourism and Recreation, 1982.

Wolfensberger, W., The principle of normali.ation in human services.
Toronto, Ont.: National Institute on Mental Retardation, 1982.



David’s Sport Involvement*

Christie Cass

I would like to submit this brief resume of my son David and his
involvement in sports.

David was born thirteen years ago and shortly after his birth we
were informed that he had Down Syndrome.

It was not long after David’s birth that we were aware of the fact
that new words were creepinginto our vocabulary. Wordslike “normali-
zation” and “integration” were becoming very familiar and meaningful
to my husband and me. We were determined right from the beginning
that we were going to do everytking we could to give David the
opportunities to live as “normal” a life as possible. This meant that
David would be integrated in all his activities in his family, neighbour-
hood, church, school, etc. We were well aware that this would require
varying degrees of support that would be provided initially by my hus-
band and myself.

Both my husband and I are very athletically oriented and get a
great deal of pleasure from sports and physical activities. We felt this
would be a most enjoyable outlet for David and would be a life-long
source of pleasure for him.

I Jearned from iny early readings that children with Down
Syndrome typically have poor muscle tone or “floppy muscles.” This

*Reprinted with permission from Journal of Letsurability, Vol.13, no. 4, Fall, 1087.
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made me investigate ways in which I could help David develop
strength, flexibility, and better muscle tone. At the age of three months,
David began a program of physiotherapy. The therapist came to our
house and worked with David, and I would carry out the prcgram on a
daily basis.

Swimming was the first “sport” that David was taught. We felt
it would not only be good exercise for him and lots of fun, but also a “mnust
toknow” as we have a cottage ona lake with deep water atthe shoreline.

Teaching David to swim was a long and often stressful time as
David had toovercome a fear of water before he was able torelax enough
toattempt toswim. Henowloves to swim and thislove of swimmingand
the water has been great incentive for him to learn to water ski. He has
been water skiing now for four years. He was determined to master a
slalom ski this summer, but, due to a poor summer weather-wise, he did
not have much opportunity to practise, so we have next summer to look
forward to his doing that.

As a family, as well as swimming and water skiing, we enjoy bike
riding and snow skiing. David’s favourite sports, however, are team
sports — hockey, baseball, soccer, football, and basketball. He will play
“pick-up” games in these sports with anyone at any time. He does,
however, play hockey, soccer, and baseball on organized teams in local
neighbourhood leagues.

This type of integration gives him an outlet not o: " for physical
activity, but a great opportunity to socialize with boys his own age.

It was rather humourous one day when the CBC (Canadian
Broadcasting Company) was at his soccer game filming his team. When
I enquired as to why they were there, they informed me that the
“Journal” was doing a program on girls and boys integrated in sporting
activities. They didn’t even know just how integrated the team was!

David has experienced a great deal of success in these sporting
events. Scoring a goal in hockey brings him praise and recognition from
histeammates. Ee hasbeen on championship teamsin both hockey and
soccer. But winning is not the important issue here, it's the fact that
David’s presence on the teams has by no means been a detriment to the
team’s success. Infact,one year he was awarded the ESSO hockey “most
improved player” award for his team.

It really has been incredible watching the process David nas
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gone through learning the skills in these games. Hockey especially has
alet of rules and positicn plays, etc. Not only does David have to know
the various rules, he also has to know how to apply them to a game
situation. This ability to learn rules and their application has had a
great carry over into his academic studies.

The coaches in these leagues have been very understanding,
helpful and supportive towards David. David, himself, has been a
source of encouragement and hope to his last year’s hockey coach, as he
has a boy of four years who has Down Syndrome. Hopefully, he too will
someday be 2b'e to be part of a team like David.

Allin all, David’s participation (integration) in team sports has
been a very pusitive and rewarding experience for David, his family, his
team mates, coaches, league organizers and other parents.

It is hard for me to imagine what life would be like for David if
he did not feel able, confident (and welcome) to go to our local park and
Joinin a game. Because of his participation in sports he is well known
in his community by adults and kids alike, and for this reason he is
accepted for who he is and not rejected as an “unknown” who is
constantly being bused out of his neighbourhood for “special programs.”
Parents in the neighbourhood have often commented to me that
knowing David as an individual person with his own strengths and
weaknesses has been such a learning and rewarding experience for
them and thei children.

The benefits of his integration have been numerous and have
given David a very positive outlook on life and he feels good about
himself. He is a very sociable boy and his sports integration has also
provided him with the foundation of very valuable physicul, social, and
emotional skills on which to build in order to prepare himself for a
fulfilling, happy adult life.

Ifeel very strungly that David and all children with handicapping
conditions should be given the opportunity to participate in community
activities/sports(if theyso choose) with appropriate supportsifneeded.
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Recreation is for Everyone:
Getting What You Want*

Jule Hopkins

The Surrey Parks and Recreation Commission in British Columbia
provides programs and support services to everyone who wants to
participate. This holds true for people who require supports because of
a disability. These supports might take the form of: securing a volun-
teer; helping to choose a suitable program; helping with transportation
and physical accessibility; and offering advice and assistance to the
prograuu instructor. The Commission’s goal is that the recreation expe-
rience be a positive and growing one. The supports are provided so thut
people with disabilities are enabled to participate with their non-
labelled peers.

What is Recreation Integration?
Recreation integration is laughing, playing, participating, learning,
growing, and enjoying recreation activities with typical members of the
community. Integration obviously has many benefits. A mother of a
young child whois labelled “mentally handicapped” wrote tous and told
us about a few of them:

He really liked the sports program and we want you to

know that for the very first time, he played outside with

*Adapted with permission from the newsletter of British Columbians for Mentally
Handicapped People, July, 1987 edition.
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hissister. They were playing soccer and he did very well.
He kicked the ball correctly and was actually playing
appropriately! This is a first for him and we attribute
this directly to his integration in the sports program.

This parent felt excited and happy that her child notonlylearned
and developed a skill, but also that he did it with his non-handicapped
peers. It is every child’s right to have this opportunity, It is the
responsibility of a recreation department to provide it. Sometimes,
however, parents and self-advocates need to know this is the case.
Integrationisaright, not a privilege. Many programs will accept people
with disabilities but it is simply the fact that they have never been ap-
proached before that prevents them from doing so.

What Does Recreation Integration Mean?

From the perspective of a public recreation provider, it means one can
choose from hundreds of recreation programs at any location that is
convenient. It is the opposite of having to take the program that is “for”
labelled people. It mcans trying anything we want; not accepting the
limited choices designed or allowed only for people with disabilities. It
means accepting the most convenient option; not driving many miles to
get to a program; not sitting on a bus for two hours in transit.

When we join a public recreation program, we exercise a choice
that is ours as full members of our communities. It is your right to make
this choice. You do not have to settle for programs or opportunities that
others tell you are for you because of a label, A parent of a child whois
labelled “mentally handicapped” supported this conceptina speech she
made to some program instructors:

Inever knew we could get our son into so many different
things. He's now doing just as many things as his brother
and he’s so busy and happy.

How Can I Get Involved?

Because government agencies are typically more reactive than proac-
tive, they work on the concept of response to need. Thus, many
municipalities expect citizens to be the “starters.” They wart you to
come to them, asking and telling them what supports you ne2d to make
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involvement possible. To get involved in a public recreation program,
a few procedural guidelines are outlined below.

1.

Local recreation or community centres are the “hubs” of public
recreation activity in rural areas, small towns, and districts of
larger urban centres. This is where information is provided directly
to citizens on a personal level, and where many programs are often
provided. Here, you can obtain a community recreation brochure
that outlines programs. It is often produced four times each year.
Any program can be chosen on the basis of personal interest and
convenience.

Approach the local Community Centre Recreation Office and
explain that you want to participate in a program. Be prepared to
share pertinent information. This will help with acceptance and
understanding. When programmers and parents suprort each
ocher, irtegiation is often easier.

People with disabilities often require support in order to
participate. Ifitisimportantor necessary to have a support person
present during some or all activities, then ask the recreation
department to help you find one. Racreation service providers
should be wiiling to help all people get involved in their programs.
If they are not, it is most likely because they do not understand the
need. Onceitis explained, they can use their resources and contacts
tofind volunteers and other kinds of supports. Often, support canbe
found from within the program, and parents have been successful in
helping program leaders structure situationsin which participants
find out how they can support each other.

Cost should not be a barrier to participation. Mos. recreation
departmr2nts have a policy in place to assist familius financially, It
is important to ask about such a policy.

It can be helpful to communicate closely with the leader of the
program, so that activities can be followed up at home.

Unfortunately, the cnus isoften placed on parents and self-advo-

catesto take the first step towards participation. But with support from
recrec.tion departments, friends, and neighbours, people who want to
create change and get what they want are able to do so. One parent
sums up the advantages:
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Our son really looks forward to going to the integrated
program and he is gaining confidence in his abilities like
we’ve never secn before,

g
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Choices: Recreation Integration
from a Parent's Perspective

Heidi Prinz

Andreas is my son. He has just turned fourteen. He has a brother who
isone-and-a-half years older who hasbeen his greatest role model. The
relationship of the childrenis quite typical. They are very close but they
know how to get at each other to start a fight. Through the years, they
have had really good times playing togzther and they still do. Besides
his brother, Andreas lives with his parents, a dog, and two cats in a
house with a rather bigbackyard, a treehouse, and a pool. We have been
here for four-and-a-half years. Unfortunately, all our relatives live
quite far away so Andreas misses out on having relationships with
cousins and other relatives. Friends and peers are very important to
him.

Andreas has a very friendly, out-going nature and will spontan-
euously start a conversation with children or adults he has not met
before. He is intelligent and has a great sense of humour. He can be
charming and sometimes “full of beans.” He loves musicals more than
anything. He also adores magic, all kinds of music, drama, dance,
swimming, books and stories being read to him, hiking, and biking. He
isaTV, movie, and computer games freak. ife adores all dogs and cats,
and most like him in return. Andreas can be very persistent and
stubborn if something is on his mind. He happens to have Down
Syndrome.
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For the past four years Andreas has attended our neighbourhood
school in the regular grades and has developed some good friendships.
In the beginning. he would walk to school with his brother. Now he
rides his bike with his friends. He would invite one or two children over
for lunch (not more than once a week) and a lot of kids come to piay (and
swim) after school.

Since Andreac was not accepted at the neighbourhood school in
Mississauga, where we lived the first nine years of his life, it was
important for him to get out into the community, meet other childen his
own age and become known to the community. I am aware of this now,
I don’t think I knew it then. It was just that my son was so very happy
playing by himself, just watching his brother play, or doing nothing at
all, I felt he needed all the stimulation the community could give him.
And Andreas was not too keen on the existing recreation programs for
handicapped children either. At segregated skating, for instance, he
made a fuss every vime we went. And he learned more the first time he
went out with the neighbourhood school children than all the Saturdays
I'had dragged him to that program. In integrated recreation, you meet
more children than adults, which is not always the case in segregrated
recreation.

Andreas and hisbrother were able to attend the second and third
Summer-Get-Togethers started by Dr. Marsha Forest. Dr. Forest and
her staff, as well as the parents of the other children, gave me the first
real assurance that this was the way to go. Individual teachers in
different recreational programs have also been really supportive and
have given me confidence: for instance, the Trampoline teacher who
approached me to find out whether I was going to register Andreas in
her program; or the Theatre teacher at the Community College who
gave me aletter of recommendation and the courage toregister Andreas
at a two-week theatre camp. Just lately I have had support from the
recreation s:aff of our community school who advocated on Andreas’s
behalf, and from anintegration advocate, who helped to get Andreas re-
admitted to the summer theatre school he loves so much.

Andreas had ais first swimming lessons when he was about one
year old. He started integrated swim mainly because there was a
private swim club in our neighbourhood that offered such a service.
Andreas still takes lessons and just got his “b'ue” badge. Now his
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lessons are in public pools where he is just one of ten or so children.
While we lived in Mississauga, the Parks and Recreation Department
began to open some programs to integration. Other programs he at-
tended were not “specially integrated.” His integration was more
natural.

By the time we moved to this area I realized that integration in
recreatior is absolutely necessary. Andreas started with the Cubs; he
even went to a one-week cvernight Cub camp. At the Olympium, the
sports centre where he swam, he took part in the gym program for boys,
as well as a March Break Day Camp. The community neighbourhood
schools in this area offer a lot of programs, like Christmas, March
Break, and summer day camps and would include Andreas if we
wished. He has also tried jazz-dancing (I have never seen him work
harder), but gave up one year later because there were no other boys in
it. For the last three years he has attended a twa- or three-week sumer
camp with a theatre touring company for children.

His integration in the theatre camp has by no means been easy
but has taken on-going monitoring and appears to depend on the
attitudes of individual teachers and administrators for its success. As
well, some community schools have a theatre program, and Andreas
has made real friends there. And now that he is a teenager, there are
the wenage “drop-in” programs, also run by our community school.
They have proven to be a lot of fun, with self-made rock videos, movies
and so on. Also in our neighbourhoud is a computer club where children
take lessonsor, on Friday and Saturday afternoon, just dropin and play
computer games. Since he needs some help with reading or computer
skills, the. e is plenty of room to iuicract and kids seem pleased to help
Andreas or to pair up for a game with him.

Getting startedis not always easy. It's a dilemma for me. Dol say
Andreas has a disability? When should I say this? I am still unsure
about how to go about registration in formal programs. Most times I go
andregister Andreas for a program hecause that is what everybody else
does. We were able to get Andreas into trampoline lessons because his
brother wasinvolved. Many times flyers come from our neighbourhood
school; that is how we got into Cubs and the computer club. In both
places Andreas found alot of peers from school. Usually I would go and
visit the community school in my neighbourhood to see which programs
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in their new brochures would suit Andreas best and discuss any
problems that might arise. This year the staff also directed me to two
programs I had not known about. One is a summer day camp with the
city that had previously not been open to integration and the other one
is abrand new teen camp. For the theatre and music programs, I asked
around and even consulted college brochures, yellow pages, etc. 1found
asummer camp (residential)in a church bulletin. Any new place where
I registered by mail, I would phone first.

I have had numerous and varied responses. Usually the kids in
the different programs are fine, evenin new programs. Sometimes it is
the administrator, sometimes the teacher, who is afraid. Most places
like to kriow that I will support them if problems arise; that they can
phone me anytime. At least twice it happened that the gay between my
phone call to find out whether and how I could register Andreas and the
reality of the actual situation was too great. In one case — a radio
workshop at a Community College that sounded like fun — Andreas
actually got hicked out. My phone call nevergot to the proper authority.
The teacher had never seen a child with Down Syndrome before. We
dropped Cubs after two yearsbecause we found we could not change the
attitudes of the leadership. On two different occasions, I had to hire an
assistant to be with Andreas. In one case, a sponsor was found to pay
an assistant. The need for an assistant turned out to be far more the
program's need than Andreas's. Then again, there are programs where
I only hear positive things and Andreas is accepted just as any other
child.

My dream is to have Andreas accepted at anything he chooses to
try. I would like Andreas to be allowed to be himself without having to
be more perfect than the rest of the kids. I do not want to worry about
whether the phone willring with someone wan tingto dosomething with
Andreas.

I would advise parents to find out what the friends #.nd peers of
their children are interested in. I would say, see what your child likes
and decide on a program. Don't automatically take "no" for an answer.
Take anothcz parent or someone from an agency you work with (an
advocate) along. Urge your Parks and Recreation and other program
staff to be creative in accommodating all children. Program staff have
tothink about the needs of all children as they plan. Let the community
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know what you would like to sce in place for your child. Finally, I'd like
tosay that it would be impossible to do everything alone. You need help
at every point. You need moral support. You need to know that what
you're doingisright. Gevsupport from agency staf, friends, neighbours,
and other parents. We need to create change together. It is your child's
right to be part of the community.
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Ten Commonly Asked Questions
About Recreation and Integration

Deborah Gold

Intiroduction

Over the past several years as direct programmer, researcher, teacher,
and consultant, I have been asked many questions about the nature of
integration in community recreation programs. Despite the amount of
reading that is available on the general topic and the principles, it
seems many people still have questions. These questions appear to fall
into two distinct categories: those focused on the “practicals,” and
those that emerge from individuals who question the philosophv itself.
This article is intended to deal with both types of queries, in no
particular order. It was my hope that it would be helpful not only to
those of us who have been posing these questions for quite some time
now, but also to those who are just now beginning to ask questions. The
intention is also to incite readers who haven't yet begun to ask.

1. How does recreatioa integration work?

This question is much like asking, “How does family life work?” Like
living in a family, integration is a process. It is a process of trial and
error, of people working together to come to common and creative
solutions to problems and challenges. But the mere pressure of chal-
lenges and the fact of an uphill battle are not sufficient reasons to quit.
The deepest and most significant comparison comes when we talk
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about philosophy and commitment. No matter how hard life gets in
many families, people often pull together and find ways to “make it
work” because of their commitment to the idea of being together in a
healthy way. Oten, when even one meinber of the family loses sight of
the commitment, the process begins to fall apart. How does this
compare to the process of integration? Where integration, in any field
(recreation, education, enployment, housing) has been successful, it
has been largely due to .he commitment, of those involved in the
process, on all levels. When administr:-ive, supervisory, and leader-
ship personnel are committed to the philosophy of integration, they
often take the time to problem-solve with parents and advocatvs where
others overlook this opportunity. TL.e commitment to the philosophy is
tied to an ability to see people with handicaps as people first, deserving
of the same opportunities to participate as other people.

So, there is no particular way in which integrated recreation
“works.” There ¢ re, however, a few different approaches that havebeen
found to be succassful. People with mental handicaps are at risk of
losing their integrated statusin a particular activity at any time. Thus,
success should be defined as probably temporary and possibly momen-
tary. This is not because the people involved are bad people. It is not
because people are not comraitted. It is often simply because people
with mental handicaps have a less than valued social standing in our
society. Tr.ey are thought tove less capable, and thus they often getless
in the quality and Guantity of regular services we receive. So they are
at risk. Thus, when I talk about success in this article, I am referring
to a vague notion many of us have: when a person with a mental
handicap is involved in the activity or program of his ox her choice,
when friendly and warm social interaction is taki.ig place between the
person and other participants, and when everybody appears to benefit
from the experience, and feels it is worthwhile. Let’s outline a few
approaches that have worked in some places.

One technique, sometimes successful, is to designate one mem-
ber of staff e« responsible for providing recreation opportunities to
people with handicaps or “special needs.” This will only be useful ifthat
staff person feels disposed towards integration rather than creating
segregated rccrcation opportunities within the agency. In agencies
(government, semi-private, or private) where this “special needs coor-
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dinator” can advocate for integration, and has a deep commitment to
the concept, there are generally more integrated recreation opportuni-
ties for people.

Agencies and associations that provide volunteer support sys-
tems, or even paid assistants, are sometimes more able to integrate
people with handicapsinto their programs and community opportuni-
ties. More often than not, however, agencies that do not see integration
2s a priority will inform persons with disabilities, parents, and advo-
cates that they must provide their own support peison te accompany
the participant. This increases the struggle and makes integration
seem 50 much harder to achieve.

A third successfui approach has been advicacy. Parents will get
together with others having the samc experience, and they will work
together to gain acceptance into a program. Where parents and advo-
cates appear to have the most success isin situations where they work
together with the direct leadership of a program to help in tlie under-
standing of the needs and strengths oi the person with a mental
handicaj. Parents will also ask resource people in the field to help them
out— people with a commitment tothe principle of communityintegra -
tion who are willing to help solve the problems creatively.

2. What are the typical challenges involved in integration?
Outlined below are several complex challenges in the field that may or
may not be challenges for you or someone you know.

a) People with mental handicaps have often had very few or no oppor-
tunities to participate in regular recreation activities with non-
handicapped individuals.

b) People spend most of their leisure with either family or paid
caregivers,

c) People with and without disabilities have traditionally been shel-
tered from each other, thus they often have to regain the ability to
know each other as people first.

d) Because of thishistory of segregation, separation, and congregation
with others ‘with handicaps, many community members have the
false notion that only people with “speciai” training and indefinable
“gpecial” skills can work with “these” people.

e) Onepersonwitha disability said that she wasunsure for thelongest
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time about the contribution she would be able to make in an
integrated setting. People with handicaps are often made to feel,
in subtle or not-so-subtle ways, that they are useless, and that they
have much more to benefit from integration than their non-handi-
capped peers might have In other words, it is a challenge to think
about how those without handicaps might benefit from the integra-
tion, and about all that people with disabilities might have to offer.

f) The real challenge in integrated recreation is the facilitation of
meaningful relationships between handic:ped and non-handi-
capped participants. This is at the heart of successful integration.
When people with handicaps have friendships with typical citizens,
the goal of community living and involvement will have been
reached. Thus, in recreation settings, the challenge is to involve
people with each other; to engage them ir: activity and interaction
together. It is areflection of the process that is integration. It dem-
onstrates that there are noendingsin this field, just beginningsand
ongoing searches for solutions. Simplistic and superficial solutions
can not address complex yproblems.

3. How can I open up my recreation program to people with
mental handicaps?

Although this questionis seldom asked, it is included here to probe the
thinking of those who have not yet welcomed people with mental
handicaps into their recreation programs or who have had little
“success” in supportinglabelled people to participate fully. I have never
been asked thisquestion by a regular recreation service provider. Why?
Most professionals who have never been asked to accept a person with
a handicap into their programs or settings will avoid the issue until
they are asked. There is often a fair amount of resistance tv the idea,
and so professionals will ask questions like, “Isn’t there somewhere
that would be more suitable for this person?” I have also been told,
“This person does not belong here. We are not equipped to deal with her
problem.” The .;pecd with which people feel capable of making judge-
ments, ones that tliey would never make about non-handicapped indi-
viduals, elways amazes me.

Sometimes, however, a camp director, a Girl Guides leader, or a
tennis instructor will ask this third question. Then, we begin the
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process of solution-searching again. Those trying to open recreation
programs to people with a mental handicap must keep tue following in
mind,

a)

b)

c)

d)

e)

Make sure you are open to the concept of integration. Think about
your values, and how deep your commitment really is. Are you
prepared to accept the challenge? Ask yourself, “If I were in a car
accident and became disabled, what would I want my life to look
like?”

Check ov. your attitudes. Are you the type of person who knows
what's bes: ior the participants, or will you be working with all
people to create situations that are geared to their individual needs,
desires, and strengths? True leisure is often not sought in a pro-
gram, How often do you go to a program to find leisure? Ask yourself
hew you can be a facilitator of individualized leisure pursuitsin the
cmmunity, rather than a program provider whe only works with
structured groups.

Ensure that the facilities and settings are accessible to .+ vple with
disabilities, in design, ease of access thrcugh transportation, und
with respect to the attitudes ofthe people who will be facilitatingin-
tegration. Also, many people with handicaps have very little extra
money for leisure pursuits. Events and opportuaities should be
made accessible financially as well.

Be prepared to advocate in an ongoing way for the rights of people
with handicaps to participate with their non-handicapned peers.
This can take alot of courage, since people’s values are often deeply
challenged on these issnes.

Many programs make themselves integrated, and then meet chal-
lenges once a labelled person becomes involved. This also takes
creativ2 thinking, but can be very rewarding because each solution
is based on an actual situation. For exarrple, at a day camp in one
community, the swimming pool was inaccessible for someone using
a wheelchair, When a young boy who used a wheelchair came to
carap, the administrator brainstormed solutions with staff and
parents. The answer they found was both practical and community
based. They asked a family living in a neighbouring subdivision if
they could lend the camp the use of their outdoor swimming pool
during the times it would be needed by the youngster’s group. The
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4,

pool was within walking distance; the »ntire group went; it was
outdoors, which was more fun than the camp’sindoor pool; and they
sent the camp’s lifeguard along to cover the liability issues. The in-
volvement of a neighbour was a wonderfully creative solution to this
problem, and the young fellow was able to enjoy all activities with
his group. This camp saw an apparent barrier as a chance to make
things happen.

Who in my community might help my child become involved
in integrated recreation?

Often, parents are not aware of where to turn for help as they attempt
tofindintegrated recreation opportunities fortheir children, nomatter
what the age of the young person. There are a number of different
avenues to try as parents seek support for their integration efforts.
These are organizations that might have helpful information, resource
people, or dollars. The following are a few ideas to answer the “who?”
question.

a)

b)

If we think of community as it is discussed in John McKnight's
article Regenerating Community in this book (see above), we can see
that the essence of community is the presence of people — usually
people who are involved with ach other in some way. One family I
know meets important people in their community through their
involvement in their church. Church members, such as the Special
Education superintendant of the school board, have proven to be
helpful because they knew the family in a community-based,
friendly context before their help was required in a professional
sense. But we can get even more basic than this in describing who
could be helpful to parents. Friends provide the support parents
need when they want to discuss something important or private.
Parents often scek out the advice or listening ear of another parent.
Some arein a similar situation and can often help us sort out the big
issues from thelittle onesor are simply able tosay, “I've been there.
I know what you're going through.”

The Parks and Recreation Department or Commission in your
community can often be helpful to you as you attempt to find
intagrated recreation opportunities. The important note here is
that not all are very helpful and not all have dealt with the issue of
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c)

integration as yet. Sometimes, in fact, it is easier simply to ap-
proach the director or leader of a specific opportunity or activity,
and gain access that way. Every parent who is involving their child
in i 1ything wants to avoid red tape.

Talk to your friends, neighbours, your child’s teachers, other par-
ents, recreation practitioners, your doctor, grocer, dentist, col-
leagues at work, exercise buddies, club associates, etc. about the
kinds of activities their children are invol ved in, and how they got
involved. It is important to find out what all the different options
are, and what the going “thing” in your community might be,
whether it’s hockey, piano, gymnastics, theatre, swimming, or base-
ball.

d) The most important resource is often the person with a handicap.

e)

This person will be able to express interests and desires, likes and
dislikes, needs and strengths. Sometimes, these are not easily ex-
pressed until there has been an opportunity to try a new activity.
And, sometimes, people have had so few opportunities simply to be
with their peers doing fun things in their communities, that it might
not matter what they do, as long as it is with peers and friends. I
know one parent who got hold of a few f,overnment dollars targeted
for “skill development at home,” and hired a peer to accompany his
sixteen-year-old son to sixteen-year-old type activities and experi-
ences. They go out together with friends, and everybody pitches in
to help. When they arrived last winter at the hockey arena, to find
that it was impossible to get to the top row of bleachers in a
wheelchair, all the young men helped carry Mark and his chair up
the stands to where the teenagers hang out at the top.

This young man needed friends and opportunities to be a part of
regular things, and his need was recognized. His involvement in
community leisure will probably gain him some very important
skills quite likely more relevant to his needs than ifthe money were
used for an in-home “skill developer.” At the same time, other
parents and advocates find similar “facilitators” without any money
to pay them. Thisis, in fact, more beneficial, since the support is not
dependent on dollars to continue.

People who work with someone in other contexts can often be urged
to think about facilitating leisurc and friendships. For example, if
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your son or daughter lives in a group home setting, it is within the
purview of a home service to provide opportunities for people to be
involved in leisure and community. The challenge is really the
siluation itself. If there are four or five men and women with deep
needs for involvements and relationships living in a place where
most relationshiyrs are with paid staff who work on shifts, the
challenge is to urge staff to think about people’s real needs, and how
these could best be met. For example, rather than attempting to be
your child’s only friend, a staff person’s role might be to help him or
her become a member of a club.

f) Often the most helpful people in a community are regular people
who do regnlar things. Perhaps because they have had little expo-
sure to the issues in the field, they often have not yet formed a “for
or against” position. Thus, they are very seldom close-minded, and
can be quite receptive to new ideas. They say things like, “It makes
sense to me,” and “well, that seems like it would be a basic human
right.” These “regular folk” are refreshing to talk to and often have
good ideas when we run out because they have no vested interest in
the issues.

5. Should adults with mental handicaps go to summer camp?
Summer camps and winter retreats for adults were started twenty to
thirty years ago by parents who wanted their sons and daughters to
have something to do and somewhere to go during the summer months.
As the children got older, there seemed to be very little for them to do,
and they were used to going to camp, which many of them enjoyed.

Today, we know that there are many problems with camps for
adults with disabilities. If we begin by asking, “What are people’s real
needs when it comes to leisure?” we might see what an appropriate
summer would look like for people. Everyone needs the opportunity to
experience a vacation at least once a year, and sometimes twice. This
vacation might be two to three weeks long during the summer, and
might involve some travel with friends and companions. Adultsin our
society do not usually stop work for an entire summer unless they are
planning travel in Europe, or something similar.,

Many people rationalize summer camp experiences for adults
with a mental handicap by saying that many non-handicapped adults
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go to Club Med and similar resorts for camp-like experiences. They
neglect or forget to mention that Club Med type resorts are located in
fabulous southern climes where very highly valued citizens gather
together for all kinds of pleasure. The similarity to typical segregated
camp experiences of many people with mental handicaps is non-
existent. Furthermore, in camps, even if they are called lodges or
resorts, people with mental handicaps are again segregated and con-
gregated with others with like labels. This means that every single
aspect of many labelled peopie’s lives is lived with others labelled like
themselves and with paid staff and volunteers. These camps are
“institutions of summer” and although they are often fun, we therefore
need to be thinking about some alternative experiences that go further
to meeting peovle’s real needs for age-appropriate leisure, valued
social roles, acceptance into the community, fun, and friends.

6. What are some alternatives to summer camps and winter

retreats with other labelted people?
Segregated summer camps for children aren’t acceptable either. Chil-
drencanbe supported to attend regular camps where non-han dicapped
children go during the summer. Sometimes, there is a need for advo-
cacy to gain entrance but, increasingly, parents are finding regular
camps that will accept their handicapped child. This is an important
alternative, since camp can be a place where children learn to live and
play together and where they can experience the outdoorsina mutually
cooperative atmosphere. In theory, camps should be easier to integrate
than schools because leisure by its very nature is unstructured, social
and fun.

InOntario, there is an organization that provides support people
for children who want to attend regular camp. To understand some of
the advantages and problems associated with this concept, see above in
this publication, “A Look Beyond Leisure Buddy Programs.”

With people who Lave outgrown camp and.similar “day pro-
grams,” the alternatives should be creative and individualized. The
best way to design a creative alternative is to look at how non-
handicapped people take vacations and plan from there. One or two
people with mental handicaps, with attendants, friends, and compan-
ions plan a vacation together based on the person’s interests, needs,
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and desires. Some agencies and associations are beginning to do this
kind of planning, and people can now have a regular vacation, with the
required support. (See above in this publicatior;, “A Unique Camping
Trip to the Rockies.”)

7. Which programs in my area are integrated?

All recreation opportunities for typical citizens should be open to every
citizen. Unfortunately, this is not usually the case. Usually, I refer
parents and human service workers totheir local Parks and Recreation
Department for more information. But Itrytodo thisonlyif Iknow that
there is an open attitude to people with handicaps within the depart-
ment or a particular individual there who can be helpful. Certain
municipalities are more progressive than others. But there are cther
recreation opportunities, provided by other agencies and groups in
every community. I often spend time helping people to think about all
the informal groups in which people gather to experience leisure and
recreation (see above, “Regenerating Community”). Leisure does not
often occur in a program as such, but with friends and associates in
clubs, gangs, and gatherings. Sometimes, a club can be formed around
the leisure interest of a particular individual with a handicap. We are
contemplating this with a person who loves woodworking, but lives in
a small town where there is no si.ch club or activity group. He has few
committed friendships at the moment, and he would like more oppor-
tunities to be with his peers and do woodworking at the same time (see
above, “Our Leisure Identity”).

For more information about the programs that may be available
in your area or region, contact your local Association for Community
Living, or one of thie parent groups in your community. Just because a
program is not officially “integrated” does not mean it is closed to you.
Also, at the back of this book is a list of potentially helpful organizations
that have branches across the country. All kinds of organizations run
activities and programs year round. These include: YMCA/YWCA;
YMHA/YWHA,; Cultural Community Centres; Boy Scouts/Girl Guides
of Canada; Boys and Girls Clubs of Canada; semi-private and private
camps; and other organizations such as white water rafting and canoe
camps and clubs; activity clubs; cultural clubs; political clubs; musical
organizations; religious organizations; schools, and many more.
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8. What alternatives could I find to Special Olympics?

It might first be important to ask why we would want to find alterna-
tives to programs like Special Olympics. Segregated sports options are
oiten the only options open to people with mental handicaps. The
rationale for grouping people with mental handicaps together rather
than integrating them into regular programs and activities stems from
a deep belief that this is where they belong. These organizations were
started because it was difficult for labelled people to participate in
regular activities. In fact, statements such as “This is where they
choose to be” and “They can develop sports skills here so they can then
take part in integrated options” demonstrate resistance to the idea of
integration. These rationales, however, are unsound. The fact is, we
too rarely put integration to the test. I once had a discussion with a
staff person from a special sports organization for people with mental
handicaps. He insisted that people needed his organization to learn
skills they might not otherwise learn. I explained that it seemed to me
that many of us learn to do leisure and movement activities not from
programs, but more often from family and friends.

Some people, by segregated sports professionals’ standards,
would probably never be “ready” forintegration ifthat integration were
to depend on the development of proficient sports skills. In fact, by that
standard, neither would I, since I am not truly proficient at most
sports. Also, what tends to happen in programs like Special Olympics
is that even when a few very adept and able people are deemed “ready”
tojoin regularleaguesor groups, they resist doing so because they have
been segregated for so long.

Thus,onc alternative tosegregated programsis to encourage the
staff of these programs to work more actively on integrated activity. In
fact, there is a philosophical commitment to integrsiion in place in
language, but in most locales, it is ignored in practice. Secondly, the
parents I know who have been successful in discovering integrated
recreation options for their children, no matter what their age or
ability, have been the ones who have insisted on integrated options and
staunchly refused to involve their son or daughter in segregated
activities of any kind {or as few as possible). This usually takes quite a
lot of repetitive statements such as “NO. I want integration.” But it can
be done. (For a sense of the options, see “Choices: Recreation Integra-
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tion from a Parent’s Perspective” and “David’s Sport Involvement”
above and “Be.ng Good is Not Enough” below.)

People who work in segregated recreation programs believe that
segregated recreation is the best optiun for most people with mental
handicaps. My argument is not that these programs are of poor quality,
but that people’s deeper needs related to recreation, such as social,
friend-making, and even physical activity opportunities, are not met.
The latter is certainly true fc: people with more challenging needs who
attend segregated “sport” programs but spend all or most of their time
there being pushed around in their wheelchairs and thus experience
little body movement. All three of the above experiences are often the
real reasons (particularly the sucial opportunities) that people like to
go to these programs. These needs could more easily and successfully
be met in integrated community settings. As a final example to
illustrate alternatives, one parent reports that her daughter (labelled
multi-handicapped) is to participate in her school track meet in June
1989. The children are forming teams for a race. Eachteam will involve
a child in a wheelchair and a pusher as teammate. They practice often
and the daughter is absolutely thrilled. The other children are also
enjoying every minute. The alternatives are all around us. Parents who
support integration wish it was not such a struggle but they feel the
- rewards are worth the effort.

9. What kinds of activities could we get involved in?
Recreation can be as broadly defined and as widely varied for people
with labels as it is for others. Activities for people with mental
handicaps should be chosen, as they are for us, on the basis of five
factors:

* interest

* ability and desire

* age

* friendship-making potential

* available resources, be they financial, contacts, or supports.
Recreation also covers many areas: physical activity, the arts, intellec-
tual pursuits, family activities, hobbies, and cultural involvements.
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10. What arethe how-to’s of recreation and leisure integration?
"This is probably the most commonly asked question in the field today.
People will phone or write wanting quick-fix answers to very complex
ques:ions. People will say they “know all that” when we speak of
philosophy and commitment. They’ll say, “Thanks for the refresher
course in values; now could you just get on with the practicals. How do
we do it?”

There is no one way to “do it.” The most interesting and challeng-
ing aspect of integration is the fact that it is a process not an end
product (Hutchison and Lord, 1979). This means that it involves,
although not exclusively, the following components:

a) People need a deep commitment to individuals who have been
devalued and excluded. This requires that people involved in the
process receive ongoing value-based training that will encourage
them to think about the experience of social devaluation in a deep
and meaningful way. Any training experience or interaction with
people who have handicaps, which urges professionals to question
and constantly upgrade and change their actions towards integra -
tion, will be beneficial. Parents also need opportunities to get
together with other parents and listen to each uther’s stories. They
need to gain strength from the experiences of other parents and to
hear advocates and professionals speak about integration.

b) People need to ally themselves with people with labels, and truly
listen to them, to hear about their real needs.

¢) The processinvolves thinking about what would make sense and be
right if the person did not have a label, and then applying those
principles to the situation. For example, those who do not live with
labels experience people movingin and out of their lives on a regular
basis. They have friends, participate in a wide variety of activities,
and change lifestyles depending on who they are and whatlife stage
they are in. The lives of people with mental handicaps are often far
more controlled than this. They have decisions made for them, and
seldom have assistance in deciding for themselves. What they par-
ticipate in, and with whom is not usually a matter of choice. And
when people are invited to participate in the lives o. people with
mental handicaps, they are often paid in some way, whether with
detlars or other rewards. Parents and professionals alike need to
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understand that people with labels have the same amounts of love
and affection to give to a relationship as those without 1abels. There
are many people in our communities whe would and do respond
positively to the idea of spending leisure with a labelled person.
These people must be invited to be involved with the expectation
that everybody, not just the handicapped person, will benefit from
the relationship.

d) Once commitment and philosophy are in place, and are safeguarded

e)

through ongoing opportunities to reflect and think, the process is
made stronger by planning that is geared towards the needs and
strengths of each individual. Thisinvolves sitting down with people
who are concerned about the situation of a person, and planning
based on the wishes the person and his or her family have, the
strengths and needsof the individual, and the input of each individ-
ual in the group. Whether we call this “lifestyle planning,” “leisure
planning,” or “action planning,” it is based on the concept that
people often need supports to be a part of things. We so often search
for services to meet needs, rather than seek the support from the
natural networks around us. Natural networks can be used much
more often to support people with handicaps so that segregated,
expensive, and unnatural services do not have to be sought.
Every community in Canada that has responded to people with
handicaps by providing integrated opportunities, has done so in a
way unique to their community and region, and in response to the
needs of the people involved. There are as many creative problem-
solving techniques as there are people who are a part of the process,
Sit down with others in your area who are concerned and, with the
goal of integration in mind, think about creative approaches. Many
citizens contact those living in other communities or contact The G.
Allan Roeher Institute for information about what is happening
¢lsewhere in the country, to get ideas or to ask for consultation
services.

There are no quick-fix answers here. It has taken a very long time

to get people with mental handicaps into the vicious circles that are the
downward spirals into segregation and isolation. It will take initiative,
creative and progressive thinking, and ongoing commitment to meet
the challenge of making real social change in this field a reality — the
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challenge of turning these spirals upward.
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Being Good is Not Enough

Margaret E. Brown

It was clear from an early age that Philip was not exactly like “the
average child” and that much of what he would accomplish in life
depended largely upon the opportunities made available to him. As his
parent, I soon realized that for this to happen, I would have to be
knowledgeable and up-to-date on the current best practices. I would
need to be willing to constantly seek out the existing options and/or
create new ones as necessary.

At first, this seemed like a manageable task. After all, with three
older children, I was not exactly inexperienced in addressing the
medical, educational, social, and recreational needs of the family.
However, attempts to provide experiences like his sisters’, and to
provide supports where necessary, led to fewer benefits for Philip than
wereinitially anticipated. I consequently found myself questioning and
analyzing not only what we were dving for Philip, but also what we had
done and continued to do fc: our daughters.

What was it that helped our daughters’ lives progress reasona-
bly smoothly " They had family, neighbourhood, school, church, and rec-
reation activities to help them grow and develop into relatively happy,
heaithy, participating young adults securely connected in our commu-
nity. Philip had access to all those activities too, but a substantially
different outcome soon became obvious.
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Lilre most children in Nova Scotia, Philip started public school
when he was five yearsold. Ualike most children, he was bused across
town to a special education class designated for the “trainable mentally
retarded.” Knowing he would receive a public school education was
reassuring at the tiie, but there were concerns too.

To counteract the negative impact of spending his entire school
days with children who had mental handicaps, we sought ordinary,
popular, extracurricular activities in the community for Philip. Many
of these were family activities such as family swim sessions at the YM/
YWCA, tobogann:ng on the nearby hill, or skating at the local arena. In
thnc > days, the family also spent part of the summers at the cottage on
¢ lake, or went camping. Throughout the year, we would frequent
children’s concerts, museums, ci.i'dren’s theatre and the like.

Philip had little difficulty learning the necessary skills to take
partinthe variousactivities. Hisapparent enjoyment in these was tem-
pered by the fact that he had only his family members with whom to
share the experiences. At the time, he had a severely limited, if not
totally absent, ability to engage or be engaged by other children
iz volved in the same activities.

Inreflecting upon hissisters’ experiences at the same age, it was
clear they became involved with other children even during activities
we did as a family. For example, during swimmingor toboganning, thcy
played with other children whom they either knew from school or had
just met. Why was this not happening with Philip?

Pondering this question, I thought perhaps he needed more op-
portunity to be involved with children on a regular basis. At home we
beran to work on useful play skills such as playing board games and
car.l games. Perhaps this would open doors to more meaningful inter-
actions with neighbour. “od children. But it didn’t.

fiunday school provided some continuity for being involved with
a grovp of children from our neighbourhood. Perhaps this would help
Philip connect w.th children. But it didn’t.

When Philip was about eight years old, new opportunities
presented themselves to assist in his growth and development. We
moved into a community that had a mini-soccer league for children.
Philip enrolled. Being a rapid learner of any ball skills, he quickly
became technically very good. His knowledge of game rules was less
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well developed, but that was also true for most of the eight-year-olds on
the teams. Surely being a meinber of a team in a league would lead to
a friendship or two. But it didn’t.

Why was it so difficult for Philip to gain a sense of belonging and
tomake friends? This had never been the case with his sisters. Perhaps
the soccer season was just too short. Perhaps something that lasted
throughout the year would help. The same year, Philip joined the Cubs
in a neighbourhood church and continued in the group until we moved
away about a year and a half later. The duration and continuity of his
involvement in Cubs, and the “do our best” and “help one another”
orientation seemed toset the right conditions for afriendship tobud and
blossom. But it didn't.

At home, Philip learned to roller skate and to ride a bike.
Believing these to be very highly valued accomplishments with young
people, we thought neighbourhood friendships would naturally de-
velop. Philip would have ashared interest, a shared value and a shared
skill, and his connecting with other children would surely happen now.
But it did«’t.

Family activities such as swims, picnics, parades, cross-country
skiing, concerts, restaurant meals, continued. Most often some other
family or friends would go along with us. While his sisters had little
difficulty in making friends with the children involved with these
outings, Philip and the cther children remained mere acquaintances
and had difficulty getting beyond the politeness of a greeting.

When we moved to a new city, Philip was about ten years old.
While school was still a “TMR” class across town, there were some
attempts at integration with non-labelled students for abrief part of the
day. Perhaps this was the missiny link to building friendships. But it
wasn't.

On most days after school, Philip travelled by public bus to the
university to wait to drive home with me. While this denied him an
opportunity to oe in his own neighbourhood in after-school hours, we
were not concerned, as years of experience had taught us that these
were mainly lonely hours for Philip, without friends. As it happened,
the time at the university proved to be great fun for Philip.

Typically each afternoon many of the students, mostly men,
played a pick-up game of football in the courtyard. Philip's ability to

12
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quickly learn new ball skills earned him a charnce to enter the games.
More importantly, the students were willing to accommodate Philip’s
tremendous desire to participate with them. Philip was in ecstasy! He
found himseif in a group of dedicated football nuis. Not rain, nor hail,
nor sleet, nor snow interfereu with the game. They played every day
without fail.

Philip’s football skills improved remarkably. The young men
continued to challenge him to learn more refined skills and to accu-
rately follow the rules of the game. Philip cuatinued to successfully
meet these challenges. It was clear that Philip was becoming a very
competent young athlete.

But an uneasiness kept creeping in on the joy of seeing Philip so
happy and seemingly successful. Something was not quite right about
this. What was it? He was wonderfully happy. He was learning and
growing in a valued sport. He was well acc:pted by his teammates.
Teamraates! That was it! Philip’s teammates were not his peers! These
people weretenor more yearsolder than Philip. He had littlein common
with them other than the love of the gime. He was spending every
afternoon with them.

AsIthoughtabout hissisters’ :xperiences, Irealized thatI would
have been very concerned had they spent much of their spare time with
people ten years older. To be involved with people of varying age groups
is definitely healthy and beneficial for all concerned. But Philip’s
involvement was unbalanced and excessive. I f21t I would now have to
redouble my efforts to have him engage in moremeaningful contact with
mates who would be closer to his own age.

Afterlooking for community recreation programs that might fill
the bill on Saturdays, I enquired about the advertised “Integrated Gym
and Swim” programs. While the intent was to bring together children
with and without disabilitiesin a recreational setting, children without
disabilities almost never registered for these programs. This would
amount to one more segregated environment for Philip and would
defeat the purpose ofbuilding relationships with hisnon-labelled peers.

Next, we discovered the YMCA offered group instruction for
youngsters in raquet ball. Philip was interested and subsequently
enrolled. This proved to be less successful than other sports that he
played. The wait time involved when teaching the game to a group led
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to boredom and a general lack of cooperation. I had thought that
perhaps a sport played in pairs might facilitate the develnoment of a
friendship. But it didn’t. That summer Philip became a stronger
swimmer and was able to join the gang at the lake in swimming from
one cottage to the next. Frisbee, baseball, tetherball, badminton, and
soccer were enjoyed by all interested children of all ages. Philip finally
seemed to connect with other children, with lots of carry-over from one
activity to another and from day to day. Atlast Philip belonged, in much
the same way as his sisters.

In pondering the reasons for this success, two factors appeared
substantially different from those present during our previous efforts
tofacilitate relationships. First, the families whocame tothe lakein the
summer cr.me from all over. Very few of the families lived near each
other during the remainder of the year. Consequently, all children
airived at the lake on an cqual footing; none had a shared school or
neighbourhood experience; all had toestablish new relationships from
scratch. Secondly, the relatively stable population of families at the
lake throughout the summer, provided weeks in which a climate of -
acceptance and sense of community could develop.

I was dreading the end of this wonderful summer and a returnto
Philip’s more usual life of separation and loneliness, but a surprise was
in store. Philip’s educational status was reclassified to “educable
mentally handicapped” and he would be moving to a new special
education class that happened to be located in our neighbourhood
school. What a lucky coincidence! Not only that, but this school had a
definite emphasis on sports, particularly basketball, with courts both
indoors and outdoors. All the right ingredients for building friendships
were in place. Surely the success of summer would lead to successin the
school year. But it didn't.

The special education classes were located in a section of the
school largely separated from the remainder of the school, with the
nearest regular classes being for much younger students. The sports
activities were not available to the special education students either
during or after school hours. True, Philip did walk to and from school,
but since none of his school day was shared with other students in the
school, he was viewed as a stranger.

Early adolescence is complicated at the best of times. Philip's
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attempts to connect with young people in the school and neighbourhood
were sincere but imperfect, and were almost always rebuffed. His
attempts to engage with children younger than himself were largely
thwarted, dictated by fear in the minds of parents and teachers who
were operating on the basis of antiquated misinformation. Philip’s
frustration grew. He sent this message with his behaviour, and disci-
pline difficulties began to appear at school.

I was perplexed as I thought about this sad turn of events. His
sister had attended this school. Her years there had been relatively full
and happy, with many friendships established and maintained. Even
her mild interest in sports led her tv play on the scheol volleyball team
one year. Why was it so impossibly difficult for Philip?

The only possible rational explanation, despite my inability to
always think about it ra‘ionally, was that the separation of classrooms
and programs for the Iz belled students created insurmountable barri-
ers to the normal grow:h and devclopment of natural friendships. The
implications of this tt.ought were so enormous that I needed time to
digest it.

In the meantime, the priority continued to be to provide Philip
with opportunities to feel some sense of achievement and belonging. He
enjoyed after-school classes in water polo at the community pool and
mini-basketball at another school. While less optimistic than previ-
ously, I'still hoped that perhaps one small step toward making a friend
would occur, But it didn’t.

The community ball field, tet:nis courts, and playground located
across the street from our house afforded ample opportunities for
various sports and games. As in the past, Philip found himself well
accepted in neighbourhood games with the men who often played pick-
up on the week-ends. Interactions with his pee's, however, were
strained uniess mediated by a valued adult (real or imagined male
“ircks” meet the criteria, mothers usually do not). These interactions
vcased when the mediation ceased.

Sometimes Philip was allowed to invite himself to play with
children his age in a game of baseball or soccer already in progress. He
was allowed, I guess, because he was good; in fact he was often better
than many of the young people already playing. But having the skills
just did not seem to be enough to earn him aninvitation from the others
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to play the next time.

Over the ensuing months I tried to make sense of what was
happening to Philip. In early adolescence, he was a very accomplished
athlete in a number of sports; he was social and gregarious, and loved
tobe involved with people. He had a winning smile and a great sense of
humour; he was good at a number of card games and board games; he
was a very accepting and forgiving person, always ready to give the
otherasecond chance; and he always seemed ready tochallenge himself
to try again. Why could he not make meaningful contact with anyone?

In re-analyzingour past efforts on Philip’s behalf, certain truths,
not earlier apparent, began to emerge. First, in all the activities,
whether Sunday School, basketball, Cubs, or swimming, the children
rarely attended alor.e. They came in little groups of two or three or four.
Second, the most likely and mportant explanation for his is that
children typically show greater interest in doing things (or trying new
things) with a friend. Finally, each small group usually included
children of the same age, from the same neighbourhood, in the same
class in school, engaging in several other activities together.

Again to compare Philip’s experience with that of his sisters, the
above pattern was truefor them. Virtually all of the their activities were
done with a couple of friends who were their classmates living in the
neighbourhood. They joined any new, larger group with an already es-
tablished sense of belonging. These young people had all sorts of shared
experiences to talk about — for example: what happened in school
today or yesterday; what will happen tomorrow; whose dog had pup-
pies; who is going to be the disc jockey at the dance next week: and so
on. There are many “important” topics of discussion in the locker rooms
orintransit to and from activities. In m~ny ways, the learning of a new
skill or sport is almost incidental t¢ the vital social learning that
constantly takes place amongst friends.

This definitely had not been Philip’s experience, nor could it be.
The full meaning of the negative impactof segregated special education
classes was becoming crystal clear. Philip was without membership in
his own community. And ail the created “integrated” opportunities
served no purpose other than to allow him to develop some good skills.
But good skills are of little use when you are always viewed by others
as an outsider or a stranger.
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Shortly after this revelation, circumstances allowed us to move
toatown where all students were fullyintegrated in the neighbourhood
school. A mixture of joy and fear filled my heart as Philip started off
boldly to his new school, They said all children belong here but Philip
had never known anything but segregated classes. Perhaps he would
behave badly. Perhaps his needs would be too great. Perhaps starting
in the junior high school would not be successful.

Some fears were realized, others were not. The first few weeks
Philip cid indeed behave very badly as he struggled to understand this
new environment and his place in it. The school lived up toits beliefthat
all childrenbelong and worked hard to help Philip become a full member
of the school community.

Tt e school philosophy placed heavy emphasis on physical educa-
tion and fitness for all students, as well as encouraging participation in
the after-school sports and recreation programs. This seemed tailor-
made for Philip’s interests and abilities and in many ways helped
smooth the transition into the real world for him.

Philip’s growth and development hecame much more balanced.
He increased his skill and strength in many sports and learned some
new ones. But he also learned to be a real teain member, to be a good
sport, to share in the gossip, to participate in locker room humour, to
do his homework, to help younger children, to be responsible for hisown
actions, and the list goes on.

During his three years there, Philip played one yearon the school
volleyball team, and two years on the school basketball team. Re-
creationally, he played soccer and badminton, and did cross-country
running and track. In the neighbourhood, ping-pong, air-hockey, bas-
ketball, football, soccer, and street hockey continue tobe the orderofthe
day. Downhill skiing is his newest challenge.

Philip no longer struggles so hard to belong. He has a presence
inhis community. He has a place to use hisskillsand have them valued,
and to learn new ones. He has friends, classm. ites, and teammates.

In June 1988, eighty-four students graduated from this Jjunior
high school. In September they enter the megacomplex of the regional
high school. The shared experience of the last three years, and the true
sense of belonging each of these students feels, provides the secure
founuation for the next stage in their educational development. How
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different this is from the typical movement of students in segregated
special education classes. How fortunate for Philip to be a part of that
established group!

Philip has Down Syndrome, has a hearing impairment, and
wears a hearing aid. He has A communication impairment, and a mild
cardiac problem. These facts used to dominate his life. They now have
very minor relevance.

Philip has been offered and k. .s accepted full membership in his
community. Without it, he has nothing. Without membership in a
community, being good at sports or anything else simply is not enough.



Conclusion: Connections

Judith McGill

Leisure is powerful. It can provide a context for friends to do things
together and to share common experiences. It can be the glue that keeps
relationshipstogether or the thing that brings people together for a first
time. It can provide the contcxt for being social, the context for
belonging. For these reasons, leisure can make a lot of connections for
people who have been labelled. For example, leisure can be the way in
which they connect up totheirco-workersor the way inwhich they share
experiences with fellow students. It can be what opens the door to new
experiences and networks of people. It can be one of the ways in which
people who are devalued can relate to people who have taken on an
advocacy role in their lives. Leisure can prov.de persons with a unique
identity that can influence how they come to define themselves and how
others define them. Leisure identities can help people to develop valued
social roles by becoming members of a particuli.r group.

All the articles in this book talk about these subtle and not so
subtle connections. In the past, leisure has been viewed as something
on its own, something that should be considered after everything else
hasbeen taken care of. Very few have appreciated the connections that
exist between leisure and relationships in all areas of a person’s life,
including work and school. Thisbook is about making those connections
clearer.
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Many of the articles written by parents focus on leisure as one of
the vehicles for either establishing or maintaining friendships. Marga-
ret Brown reminds us of the importance of paying attention to the way
in which friendships form and how difficult it is to try tv develop
relationships in only one aspect of yourlife. She reinforces the fact that
being good is not enough: relationships build over time and need to be
nurtured. She challenges us to think about how often we expect strong
long-term relationships to build when there is very little in the way of
common experience or regular contact to sustain them.

Relationships are strengthened when they carry over from one
setting to another — from the classrcom to the playground to the
climbing apparatus after school to the dance lessons on the weekend.
They are strengthened when they involve common interests and are
nurtured when individuals can make connections between leisure and
the other areas of their lives.

Judith Sandys and Diane Leaker talk about the impact that
working in the community has on a person’s leisure. It is apparent that
the relationship between work nd leisure is a mutually reinforcing
one. If there are conscious efforts made at developing social contacts at
work, they are likely to spill over into a person’s leisure.

Likewise, by working in the community, a person is more likely
tobecome involved invalued leisure opportunities. This can happen for
a number of reasons. In the community, the individual has access to
moreinformation abo' t what’s happening, whatis available, and about
what others are involved in. Through a real job in the community, a
pexson is also more likely to have the income needed for these experi-
ences.

Leisureis defined by Charles Sylvester as the freedom of self-ex-
pression, the freedom to choose self-determining activities for their
ownsake. To haveleisure, it is necessary to have some level of freedom.
This becomes problematic when we reflect on the extent to which
people who have been labelled are controlled by the services in their
lives and how by being kept out of the work force, they are kept poor.
Sylvester draws the connections for us between poverty and leisure,
poverty and social isolation, poverty and limited choices.

Rose Galati and Colette Savard call our attention to the connec-
tion between leisure and family life. In both articles, there is a sense
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that it was through their families’leisure time together that they began
to see the dreams they held for their children forming and taking shape.
The CGalatis began to see that it was possible to take both daughters to
family festivities and that, in fact, it wasn't the same without them.
Olivier is now for the first time taking part in the dream that Colette
has had for him and he has done this by taking more control of his
leisure.

The community vision that John McKnight talks about draws on
the wealth and richness of information organizations, many of which
are leisure related. These organizations canenhance a person’s connec-
tions with his or her community. Membership with:n these informal
organizations or associations create opportunities for people to expand
their personal networks and gain a sense of belonging. McKnight
advocates that this vision be a collective vision shared by many people
in the community, not just parents.

Patrick Worth urges us to understand that this vision of commu-
nity will happen “if someone like yourself would walk up and shake a
person’s hand and say, ‘I want to be your friend, I want to offer my
support, let's sit down and talk. I'll listen.”

If we think of one area of life that brings pleasure, where we are
social or in solitude, where we are free and unobligated, that makes life
worth living, we might call that area leisure. And if we are to assist
people with disabilities to become connected in their communities, we
might do well tolock at this area as a prime connecting agent. It is often
inleisure that all people rnake contacts, enrich their lives, get and stay
healthy, and gair a sense of belonging. Since leisure is s0 much con-
nected to relationships, education, work, and daily living, we must ask
what its connecting power might be — particularly for those who are
still lacking community involvement in these areas.

Leisure provides important opportunities for people to start lis-
tening. Only bylistening will we enable people with handicaps to make
connections and relationships in their lives and dare to dream about
their futures in the community.
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Appendix

Annotated Resource List

Adair, B., J. Gullick, and P. Hutchison, Community Integration Game,
Leisurability Publications, Toronto, 1982.

Play with the process. A learning tool. Available from Leisurability
Publications.

Canadian Parks and Recreation Association. Reaching Out...Joining
In. ed., Nanci Langford, 1983.

Contains reports on programs for people with disabilities, from
across the country. Many are not integrated, but more related to
providing opportunities for participation of people with handicaps
in segregated groups.

Canadian Parks and Recreation Association and Fitness Canada.
Curriculum Guidelines for Canadian Colleges and Universities:
Leisure and Disabled Persons. Government of Canada, 1983.

A report on a national study designed to better understand and
change curriculum in Cunadian colleges and universities.

Hutchison, P. and J. Lord, Recreation Integration. Toronto: Leisurabil-
ity Publications, 1979.

This book has been a resource to many educators, students, and
human service workers for the past ten years. Leisurability is in
the process of producing a more current text to replace this one.
Meanwhile, this is the only comprehensive book on the topic in
Nortn America, probably in the world. Available in English and
French.

Journal of Leisurability. Toronto: ~eisurability Publications, Inc., 36
Bessemer Court, Unit 3, Concc ¢d, Ont. L4K 2T1.

A Journal that has made a commitment to publishing Canadian
articles on leisure, disability, community, advocacy, and social
change.
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Lord, J. Participation: Expanding Community and Leisure Experiences
for People with Severe Handicaps. Toronto: The G. Allan Roehe
Institute, 1981.

This resource outlines how to ficilitate community participation
through the use of one-to-one support persons. It is out of print but
may be available through public or private librairies.

Manitoba Department of Culture, Heritage and Recreation. Integrated
Camping.

Marlett, N J., R. Gall, and A. Wight-Felske, Dialogue on Disability: A
Canadian Perspective. Calgary: University of Calgary Press, 1984.

Contains resources on disability. Topics include: early interven-
tion, special education, community housing, employment advo-
cacy, and recreation.

McClements, J. and J. Belyk, Integration ’84, Final Report. College of
Physical Education, University of Saskatchewan, 1984.

This book documents a cooperative integrated sport project for
people with mental handicaps. Available from the above organiza-
tion.

McGill, J., Play for Play’s Sake: Co-operative Games as a Strategy for
Integration. Torontc: The G. Allan Roeher Institute, 1984,

This book provides an alternative approach to structuring
chidren’s play environments in integrated settings by using coop-
erative games. It outlines the phiiosophy of cooperative games as
a strategy for integration and describes how they can be used to
integrate all children into regular play environments. Included
are examples of games and lists of resources.

Victorian Advisory Council on Recreation for People with Disabilities,
P.0.Box 120, Brighton, Victoria, Australia 3186. Integration Notes.

A resource book to which inserts are added every so often.
Program ideas and integration strategies.
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The G. Allan Roeher Institute

entourage is a quarterly bilingual magazine that looks at how people
with mentai handicaps can be supported by the community to live,
learn, work, and have fun in the community. entourage includes the
most current information on issues and upcoming events, and provides
the most comprehensive way of keeping in touch with what’s happen-
ing in the lives of individuals with a mental handicap.
Subscriptiong: $16 Canadian $18 foreign (1 year)
$30 Canadian $34 foreign (2 years)

Literacy and Labels: A look at literacy and people with mental handi-
caps, 1990.
Price available on request.

Take Action — Stand up for your rights: Self-advocates and the British.
Columbia Human Rights Code, 1990.
$6.00.

No Place Like Home: Disability-Related Residential and Support
Services, 1989.
$16.00.

The Power of Positive Linking: How families can empower people who
are mentally handicapped through mutual support groups, 1989.
$12.50.

Hugs All Around! — How Nicholas McCullough Came Home, 1989.
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Righting Wrongs: Disability, Your Ombudsman and You, 1989.
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Leisure Connections: Helping people with a disability lead richer lives
in the community, 1989.
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The Language of Pain: Perspectives on Behaviour Management, 1988,
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Keith Edward’s Different Day, Karin Melberg Schwier, 1988.
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Vulnerable: Sexual Abuse and People with an Intellectual Handicap,
1988,
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Service Brokerage: Individual Empowerment and Social Service
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