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| NTRODUCTI ON

The principle of normalization is a foundation for planning and
operating human services and a vantage point for judging service quality.
Thi s paper defines the principle of normalization and highlights program
features which influence the quality of life it supports for those it
serves.

VHAT | S NORMALI ZATI ON?

The nost useful general statenment of the normalization principle
is this one, offered by Wl f Wl fensberger (1977).

NORMALI ZATION | S. .

THE UTI LI ZATI ON OF CULTURALLY VALUED MEANS | N
ORDER TO ESTABLI SH AND/ OR MAI NTAI N PERSONAL
BEHAVI ORS, EXPERI ENCES, AND CHARACTERI STI CS
THAT ARE CULTURALLY NORMATI VE OR VALUED




This definition calls attention to two aspects of any hunman
servi ce program

1 VWHAT THE PROGRAM DOES ("neans"” in the definition).
The physical settings used in delivering the program

- The ways in which people are grouped for various
program pur poses.

The program s goal s.

The activities selected to neet program goals and the
way they are schedul ed.

- The people who provide the program s activities and
control the program s direction.

- The language used to describe the program its activi
ties, and the people it serves.

2. WHAT THE PROGRAM ACCOWPLI SHES FOR THOSE | T SERVES (" persona
behavi ors, experiences, and characteristics" in the definition).

- The social conpetencies people devel op.
The personal appearance of people in the program
The public inmage of the people in the program

- The quality and variety of the |ife options peoplf experience
over time. This includes choice? of living arrangenents,
educational opportunities, leisure time pursuits, productive
work roles, and other opportunities to participate in the
lives of natural families and comunities.

The principle of normalization, then, is concerned with where a programi.
going and how it is choosing to get there.

The definition requires a judgnent of how program practices would be
seen by typical representatives of a community. For illustration, consider
t hat any program practice or acconplishnment mght fall in one of the cate-
gori es suggested by this scale:*

* |f it seens to you that actually neasuring the extent to which a service
has i npl emented the principle of normalization is nmore conplicated than
this, you're right. Wl fensberger and G enn (1975) have devel oped PASS 3 to
eval uate services in terns of the normalization principle. They distinguish
34 aspects of normalization and provide instructions for measuring each

The scale following is only to teach the general concept involved in

under standi ng the definition.
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THE PRACTICE/ACCOMPLISHMENT WOULD LIKELY BE SEEN BY TYPICAL
COMMUNITY MEMBERS AS...
1
' |
A1 12 /3 P !5 1|
WEGCATIVELY VALUED WORMATIVE FOSITIVELY VALUED !
sgculiar: unfamiliar: familiar; tvpical: desirable; worthy; i
odd; undesirable expectable; com- consistent wich E
monly encountered high aspirations :
in the social main- |
SCream

In making these judgments, there are three inmportant rules of thunb.

1 Act as a sensitive interpreter of the larger culture. This
is not a judgment of what is "normal" according to some notion of
psychol ogi cal health, or a judgment of what is good or bad, noral
or immoral in an absolute sense. The "normal" in nornalization
suggests a range of famliar or socially valued possibilities,
not a single "right" answer.

2. Consider a practice/acconplishment in terms of a society's
standards for its valued citizens. Do not judge in terms of
what typically happens to society's handi capped menbers. The
principle of nornalization was devel oped to change habitual
patterns of dealing with many handi capped people. To nmeke this
judgment you need to identify with people who are deval ued and
see them as possessing the full rights of citizenship and a
genui ne possibility for devel opment. This will be nore diffi
cult the nmore different the people seem For instance, it wll
be hard for many people to see an adult who has never spoken
or sat upright as enough "like me" to make it possible to assess
the relative value of service practice and acconplishments.

3 The focus of evaluation is not the intentions of program
| eaders and staff, but the actual practice and acconplishments
of the programas they would be viewed by typical community
menbers. Evaluate "what is" for the people served rather than
"what ought to be" or "why things are not better".

Exerci se

To get a better understanding of the ideas underlying the normaliza-
tion principle, assign a position on the scale above to each of these prac-
tices/acconplishments. Remenber, you are judging fromthe point of view of
representative community menbers.
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Assign a "1" to practices/accomplishments that a substantial number
of tvpical community members would value negatively, a "3" to those which
would call little or no attention te themselves either way, a "53" to prac-
tices/accomplishments typical community members would value highly.

1. Living in a locked institution unit,
2. Living in one's own apartment with a roommate.

3. Being an emplover.

4. Beiny unemploved and supported by social serwvice
benefits.

5. GBSpending the dav doing arts and crafts without pay.
6. Going to a class in a public schoel building.

7. Going to a class that meets in a “special school"
for people whe are mentally retarded.

8. Being dirty and unkempt and wearing dirty, sloppy
clothes.

9. Being clean and neatly dresced.
10. Drooling continuouslv and slurring speech.
11. Using a wheelchair to assist moebilitv.
12. VWinning a competitive athletic event.
13. Being a church leader.
14. Being "severely mentally retarded'.
15. Having good friends who will help when vou need it.

16. Helping a friend.

Comment

You may find it a bit unconfortable to describe the response of
typical conmunity nmenbers to handi capping conditions. For nany people being
severely retarded is, itself, a negatively valued condition. Having diffi-
culty controlling nouth, tongue and facial nmuscles is, in itself, negatively
val ued. (Many peopl e do deval ue people with nmajor nmobility problems.) These
are social facts of handi capped people's |ives.



The normalization principle remnds us of two things as we deal with
these facts of life. First, just because a person has a negatively val ued
characteristic does not mean that we are justified in isolating himor her
fromconmunity life or offering life conditions which are not as good as
those available to typical citizens. Second, the services we offer should
attenpt to bal ance personal characteristics which are seen negatively with
ot hers which are seen positively. None of the characteristics in the
exercise that identify a person as handi capped keep a person from di spl ayi ng
the positively valued characteristics on the |ist.

A person | abelled "severely retarded" who has major nmobility and
speech problens (all characteristics which will change very slowy) presents
a positive imago if she is fashionably dressed, lives in an apartnent with a
roommate and a personal attendant, and is productively enployed wiring
el ectronic circuit boards at a wage of $6.00 per hour. The sane person will
be seen much less positively if she lives in a locked institution ward, is
dirty and unkenpt, and spends each day idle except for 30 m nutes of
"recreation therapy". Al of these characteristics - appearance,
activities, living place, occupation - can be substantially influenced by
the service system The principle of nornmalization expects a service agency
to increase people's positive characteristics.

wHY | S THE NORMALI ZATI ON PRI NCI PLE | MPORTANT?

The normalization principle nay be comopn sense, but it is not yet
comon practice. A study of 256 conmmunity and institutional services
establishes that the typical human service perforns at |ess than the nini-
mal |y acceptable |level on normalization related neasures of its practices
and acconplishnments (Flynn, 1979).

People with nental retardation and other significant handi caps
will benefit from application of the nornmalization principle because they
are personally at risk of being deval ued by our society. Devaluation
occurs when a person is seen as being different and the differences arc
socially significant and negatively valued. Though deval uation begins in
the eyes of others, social expectations can soon cause people to deval ue
t hensel ves and act accordingly.

One commmon consequence of social devaluation is discrimnation
Peopl e who are deval ued are apt to be treated unfairly and unjustly because
they represent a socially devalued group. Thus, handi capped people in our
society are likely:

to be poor because they are unenpl oyed or under-enpl oyed,
according to the 1970 U.S. Census, 64% of all Anericans with
substantial nmental and physical disabilities are unenpl oyed,
and 52% of people with disabilities have incones of |ess than
$2,000.00 a year. The national average wage for people with
ment al handi caps enployed in so-called "work activity centers”
is reported as 34 cents an hour (U.S. Departnent of Labor,
1977).

-5-



- to be excluded by rule or by customfrommny of the entitle
ments of citizenship. Before the 1978 inplenmentation of the
Education for Al Handi capped Children Act, nore than one
mllion children were entirely excluded from public schooling
on the basis of their handicap (Bi klen and Bogdan, 1976).

- to be institutionalized, often because of a l|ack of effective
and sufficiently resourced community services. |In 1977,
151, 000 people with nmental retardation were living in pub
licly operated institutions alone, at an annual cost exceeding
$2.4 billion (Scheerenberger, 1978).

VI Cl QUS Cl RCLES

The npost extreme exanple of devaluation for a person is what
soci ol ogists call a "deviancy career”. The way a person is seen as dif-
ferent becones synonynous with the person's identity. 1In a way, the
person's handi cap becones hi s/ her enforced occupation

The deviancy career is a vicious circle in which a person neets
wi dely held stereotypes and conmes to enmbody them Here is an exanpl e of
how the vicious circle works.

- A child experiences an inpairnment in ability to function which
is |labelled "severe nental retardation”

- He and his famly neet a service systemwhich they will cone
to depend upon for help. The service syster is designed
around the belief that people who are | abelled "severely
retarded" are, by nature, inconpetent.

- The service systemadvises the fanmily that their son wll
al ways "need" custodial care, which it offers.

- The child, deprived of the expectation that he can devel op
conpet ence and deprived of support and training experiences
required to assist himto do so, becones nore inconpetent
with every passing year when conpared to his age peers.

- The person's continuing i nconpetence justifies continued
pessim sm about his ability which | eads to continued depri
vation of |earning opportunities.

The nmpbst vicious circles are the ones that begin with what "every-
body knows". As far as people with handi caps are concerned, what everybody
knows is likely to be an unquestioned, limting assunption about their
growt h potential, about their right to enjoy opportunities, or about the
capacity of others to accept and respond positively to them and their needs.
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One of the strangest parts of the vicious circle is its effect on
what people see. For instance, "everybody knows that young children who
are severely retarded can't becone a part of early education progranms that
serve socially valued children.” When those who "know' this see children
with severe retardation who are, in fact, doing just what "everybody knows"
can't be, logic says that what "everybody knows" shoul d change. But vicious

circles aren't logical. What usually happens is that those who "know' deny
that which contradicts prejudiced beliefs. They say, "Those children nust
have been m sl abelled; they aren't severely retarded at all,” or "Well, the

severely retarded children we serve nust be a | ot nore severely retarded
than they are."” Progress only begins when someone questi ons what
"everybody knows" and turns it froma prediction that defines the future
into an undesirable situation to be changed.

The vicious circle has two bad effects. First, many people with
handi caps "live down" to | ow expectations and reduced opportunities. second,
negative stereotypes of people with handi caps are strengthened as people
observe the way sone socially sanctioned "hel pers" treat them and the
negative results of opportunity deprivation on their lives. The two
negative results work together to strengthen each other. Everybody | oses.
Peopl e with handi caps are bl ocked from potential growmth - a person's | abe
beconmes a |ife sentence. And society and its services fail to |learn nore
effective ways to support and teach. Left to itself, the vicious circle
becomes nore and nore powerful as it feeds on itself.

i INTITIAL
PERFORMANCE ——> pRrpjUDICED ' St .
DELAY BELIEFS \
EXPECTATIONS :
MOR VERE
DFLAYL \‘nh__ NEGATIVE OR DEFRIVATION
T DIMINISHED
i EXPERILEMCES
There is an inmportant use for vicious circles. |f we can under-
stand them we can work systematically to reverse their effects. [Ignoring

the vicious circle focuses attention to its nost obvious part, the handi-
capped person's assuned deficits. This over-attention |eaves only one tar-
get for the change - the person - and few ways to acconplish it. Wth few
effective tools for change, we are likely to beconme preoccupied with des-
cribing what is the matter with people at the expense of working to change
it. This breeds hopel essness.

Attending to the whole vicious circle gives us nore targets and
tools for change. W can work to change expectations: our own in the
short run; the larger society's in the long run. W can work to expand
the opportunities available for handi capped people. And, in the context of
expandi ng expectations and opportunities, we can work to change the person
who i s handi capped.
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Consider this exanple of reversing a vicious circle (described in
Gol d, 1976). Marc Gold, a University of Illinois researcher, designed a
training programto teach 22 long-terminstitution residents, 15 of whom
are | abell ed severely or profoundly nentally retarded*, and all of whom
are blind, or deaf and blind, to performa conplex industrial assenbly
task. All 22 people learned to performthe task effectively (in terns
of accuracy) and noderately efficiently (in terns of rate of production
per hour).

The success of this training effort rests on four assunptions
whi ch were sufficient to reverse the vicious circle.

1 The researchers selected a task that chall enged what "every
body knows" about severely handi capped people's vocationa
ability. Rather than a trivial task, they chose a task that
woul d require special training for any worker regardl ess of
intelligence (positive beliefs about people with handi caps).

2. Everyone was seen as a |earner. The teachers expected that
all 22 learners would successfully performthe task if they
were given adequately powerful instruction (well defined,
expanded expectations).

3. No one was excluded fromtraining and each | earner had as
much opportunity to |learn as was necessary (increased oppor
tunity) . **

4, The project staff recognized that the possibility of people
| earni ng depends on the teacher's ability to design instruc
tion and nodify teaching strategies when they did not work.
Gold states this in two principles:

- the nmore difficult it is for a person to acquire a
task, the nore a teacher nust know about the task; and

- the nore the designer of training knows about the task
the | ess prerequisites are needed by the | earner.

The consuner is always right; if a person is not |earning, the
teacher nust change hi s/ her approach. Under these conditions,
peopl e with handi caps teach their teachers how to teach nore
effectively (powerful teaching).

* 1 Q scores for the group range from 17-52

** |n fact, the learner who nmastered the task nost rapidly took 9 trials;
the |l earner who required the nost teaching to master the task took 194
trials. Interestingly, no significant correlation was found between
measured I Q and ability to learn this task.
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But change did not stop in the work situation. In a filminterview,
program staff document further reversal of the vicious circle. They note that
the training program denonstrated that the people trained did not "live down"
to living unit staff's expectations. Despite initial skepticism everyone
| earned. Once this became clear, it was no |longer possible for staff to hold
the sane di m ni shed expectations. They began to raise their expectations and
expand opportunities for learning in other areas. A "virtuous circle" - in
whi ch everybody wins - has been initiated.

Normal i zation is inportant because it gives us a tool for identifying,
anal yzing, and reversing the vicious circles that trap people w th handi caps.
It guides understandi ng of how peopl e becone negatively val ued and creates
opportunities for themto be revalued. This results in:

the chall enge of higher expectations

- increasing opportunities for choice and support
- handi capped people acquiring nore socially valued characteristics.

Exerci se

Try following a few prejudiced beliefs through the vicious circle.
Here are three prejudices to start with; add at | east one of your own.

A. 1. "Everybody knows that no one will provide foster care or
be an adoptive famly for a severely handi capped
adol escent . "
2 "Everybody knows that people |labelled trainably nentally

retarded can't learn to read."

3. "Everybody knows that Tony won't ever be able to sit up
and eat solid food."

4, "Everybody knows...

B Now t hi nk through some ways to reverse each of the vicious
circles you' ve descri bed.

Cc For some real life descriptions of practices/acconplishnents
that chall enge these prejudiced beliefs, see:

For circle #1: Martha Di ckerson, OQur Four Boys:
Foster Parenting Retarded Teenagers.
Syracuse: University Press, 1978.

* "Try Another Way", Indianapolis, Indiana, 1976

-9-



For circle #2: Robert Meyers, Like Normal People.

For circle #3: Robert Perske, et. al., Mealtines for
the Severely and Profoundly Handi capped.
Baltimore: University Park Press, 1977

To read about 34 other ways in which vicious circles are being
unwound, see The President's Conmmittee on Mental Retardation, The Leading
Edge: Mental Retardation Prograns That Work, Washington, D.C., 1979.

| MPLEMENTATI ON OF THE NORMALI ZATI ON PRI NCI PLE

A good understandi ng of the normalization principle rests on a
description of its practical inplications. The next six sections des-
cri be program practices which inplement the principle of normalization.

I mpl ementation requires that a programwork to avoid deval ui ng
responses to people with handicaps. Three of the nmpost harnful habitua
responses are:

1 dehumani zation: treating people with handicaps as if they
were less than fully human;

2. age i nappropriateness: treating people with handi caps as
if they are, and always will be, children; and

3. i solation: segregating people with handi caps from val ued
communi ti es and val ued peopl e.

Under st andi ng each of these patterns of devaluation hel ps define positive
practices to insure that people with handi caps experience dignity and

i ndi vidual respect, age appropriate settings and practices, and as much
participation in the life of valued comunities as possible.

In considering each of these topics in turn, we will be concerned
with what a particular practice does to or for people with handi caps -
with what a practice signals about their status and identity.

The signals a program sends will have a powerful |ong-termeffect
on public attitudes toward deval ued people. |If the goal is to increase
the level of public acceptance of people who are seen as different, the
message sent by what we do is as inportant as what we acconplish.
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DI GNI TY AND | NDI VI DUAL RESPECT

CONDI TI ONS CONTRI BUTI NG TO DEHUMANI ZATI ON

Dehumani zi ng practices rob a person of individuality, rights and
dignity. They interpret people as | ess than human and deprive them of
the opportunity to | earn appropriate self-expression. Dehunmanizing con-
ditions are particularly oppressive in any setting where a person spends
24 hours a day. They are also a special concern in the place a person
makes hi s/ her home because honme is where we npbst expect to be valued for
ourselves and to be allowed roomto express our individuality.

Space and Settings. Dehumanizing interactions are fostered by
space arrangenents that make it difficult for people to experience per-
sonal space and privacy. For exanpl e:

- Sleeping arrangenents that permt no choice as to whether or
not one will share a roomor have one's own room

Toil eting and bat hing arrangenents that do not pronote
privacy.

- Living space which consists of |arge "dayrooms™ with nothing
but benches or chairs.

-  Food preparation and eating arrangenents that encourage
"mass feeding” with few choices of menu or options to cook
for oneself.

Lack of adequate space for personal possessions, including
| ack of space and opportunity to express one's preference
for furnishings and decor.

- Controls for lights, water temperature, television set,
stoves, etc. which cannot be easily operated.

Deval uation is signaled by features that suggest that the people in the
program are dangerous, or even subhuman. For exanpl e:

Security features such as bars, safety screens, wre nesh,
| ocked doors.

- Furniture, equipnment, floor and wall coverings which are
designed to be "indestructible" and "easy to cl ean"

- Walls and fences.
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- Use of dangerous, condemmed, or obviously dil api dated
bui I di ngs.

G oupi ngs and Practices. Dehumani zation is pronoted and signal ed
by a variety of "nmass managenent" practices, such as:

- A predom nance of large group activities.

Schedul i ng nost activity for people as nmenbers of a group with
little time and programmati c support to devel op individua
initiative or one-to-one relationships.

Groupi ng people for recreation and leisure tinme activities on the
basis of broad categories such as assuned "functioning |evel”
rather than on the basis of individual interests.

Regi mented practices such as walking in line, group bedtines,
group toileting, etc.

Pool s of clothing, shoes, toothbrushes, groom ng aids, etc.
rather than those the individual chooses and nmi ntains.

Formal or informal "uniforns".

A large nunber of rules, often justified by the fact that
"many people live here"

Excl usi on from decisi on-maki ng about activities or schedul es.

Language. Dehumani zation is created and signal ed by spoken and
written | anguage habits which either fail to pronote individuality or
equate people with I abels. For instance:

- A group of people, maybe even the place they live, is
characterized by a | abel, such as when a group is called
"non-anmbs", "behavior disorders", etc.

- An individual is characterized by a | abel, such as when he/she
is called a "TMR', a "CP", a "schizophrenic".

An individual or a group is referred to by an archaic term
i ke "mongol oi d*, "borderline", "high functioning" or "Iow
functioning".

Peopl e are not called by name, or are inappropriately called
only by first or last nane. .
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Style of communication can dehumanize too. For instance:

- Modst communication is addressed to a group.

- Most staff-client conmuni cati on consists of instructions
and conmmmands.

Most staff-client conmunication in a living place is
formal .

ENHANCI NG DI GNI TY AND | NDI VI DUAL RESPECT

The sinple absence of dehumani zi ng conditi ons does not guarantee a
person dignity and respect. All programelements should actively pronpte
the devel opnent of people's ability to choose, the expression of
individuality, and positive, personalized interactions.

I ndi vi dualization. One of the npbst dehunmani zing effects of insti-

tutional life is the unrelenting experience of self as a part of a mass.
In order to develop a sense of worth as an individual, a person needs
opportunities for self-expression and tine apart froma group. If this is

to happen, a staff needs to make extra effort to change its programto
meet changi ng individual circumstances instead of expecting people to
change to fit the program For exanple:

Space arrangenents and program practices encourage self-
expression in furniture choice and arrangenments and in
sel ection and display of decorations. There is adequate
space for people to use or display at |east sone persona
itenms of furniture and decorations, and there is adequate
st orage space for other possessions and furnishings.

- Space arrangenents not only permt privacy but also pro
note a cl ear sense of personal space. Staff do not violate
personal space without invitation or perm ssion.

All facilities are physically accessible to people with
mobility limtations.

- There are active efforts to make program space, especially
living space, not just physically confortable but pleasing
and even beautiful.

- Each individual program plan is based on personal know edge

of the client and has at |east sone inportant features that
respond to hinm her uniquely.
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Peopl e can choose their conpanions for |leisure tine activity
and have a say in choosing whether or not they will have a
roommat e and who their roommte(s) wll be.

There are age-appropriate cel ebrations or personally signi-
ficant events such as birthdays and special acconplishnents.

Particularly for people with significant difficulties in
comuni cation, staff work to interpret individual preferences
and to respect them There is a priority on assisting such
people to develop alternative ways to express choice. For

i nstance, people are not only taught symbols or signs to

si gnal basic needs but are also assisted to communicate

pref erences as soon as possible.

- Special equipnent to assist posture, mobility, communication or
control is highly individualized. Appliances and equi pnent are
confortable, well fitting, and designed and applied to nmnin ze
stigmati zi ng appear ances.

Devel opi ng Choice. People with handi caps, especially those who have
been institutionalized for |ong periods, often need systematic assistance to
devel op their ability to choose. This can be indirect - as when a conse-
guential decision is left up to a person or a group - or direct - as when a
person with extrenmely limted self-expression is taught to signal a
preference between one type of food and another. For exanpl e:

The physical setting offers the wi dest possible variety of
opportunity for choice and individual and collaborative

deci si on-maki ng. For instance, controls for water tenperature
lights, radios, stereos, television, cooking and snack
preparation equi pnent, etc., are accessible. People who do not
know how to use them are systematically trained to do so.

Peopl e have free tine with access to a variety of different

| ei sure and recreational activities and equi pnment and are
expected to choose anong different activities for thensel ves.
This includes the option to choose no activity. A person who
apparently expresses no choice is either taught to do so, or
effort is made to understand the person's unconventional nethods
of conmmuni cati ng.

There are a mnimum of inposed rules in people's home setting.
| ssues effecting group life are decided by the affected group
whenever possible. Group decisions cannot violate others' rights.

- Program practices are designed to challenge people to take
appropriate risks.
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The person's human and | egal rights are not just the subject of
notification. People are systematically taught to under stand
their rights and the nmeans of protecting them All those who
are interested have access to training in the skills of

deci si on- maki ng and active citizenship as a part of their
program

Except perhaps for very young children, people are present at
al | individual program planning neetings and revi ews which
involve them A person's inability to be present and
participate in individual program planning is actively
addressed in his/her individual program plan.

Peopl e are encouraged to exercise the rights and entitlenments
of citizenship, including voting, free comrunication, freedom
of nmovement, etc.

All restrictions of freedom of movenment, freedom of conmuni -
cation, and other rights should be done on an individualized
basis by conpetent authority and for just cause. Their
reversal should be considered as potential targets for

i ndi vi dual i zed programns.

Positive Interactions. Positive staff-client interaction has dif-
ferent characteristics in different settings. However, in all situations
staff interactions can be described as open, direct and sincere. People
are not "tal ked down" to either by choice of words or tone of voice.

In a work or structured learning situation, the level of formality
is appropriate to the activity and the ages of the participants.

In the home or residential setting, at |east some staff inter-
actions can be described as warm and personal. Staff genuinely
share some of their life space and personal tinme with residents.
There are few, if any, age inappropriate distinctions between
"staff" and "residents" - such as "off |linmts" areas, staff

bat hroonms, uniforms, etc. Children are treated with persona
affection by at |east sonme staff who spontaneously play with
them Young children are physically hel d.

People of all ages live in a heterosexual world. Children see
a range of positive nmale-female interactions in their
residential settings. Young adults have increasing choice of

i ndi vidual relationships with menmbers of the opposite sex.

Adul ts have opportunities to experience personal relationships,
i ncluding the choice of intimate rel ati onships, with people of
the opposite sex.
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People interact with one another in a variety of ways,

whet her on a person-to-person basis, in small groups, or in
| arger groups. |In each setting the tone of interaction is
positive whether it is formal or informal

AGE- APPRCPRI ATENES S

CONDI TI ONS CONTRI BUTI NG TO AGE- | NAPPPOPRI ATENESS

For nmost of us, social expectations, opportunities and experience of
sel f change as we get older. Few of us have to grow up all at once; the
typical patterns of our culture wisely challenge us to develop a step at a
tinme. The rhythnms of our day, week, and year change as increasing age brings
hi gher expectations for productive, responsi bl e behavior and nmore choi ces of
where, how, and to what extent those expectations will be net. There are
social m|estones which clearly signal the occasion of change: the first day
of school, the first job for pay, religious confirmation, the driver's permt,
the voter registration card, the first (legal) drink. There are also nore
gradual changes, |ess notable but equally significant in marking changing
expectations and status. The gradual exchange of |ess conplex for nore
conmpl ex toys, and of toys for tools, signals increasing maturity. Clothing
styl es change, often subtly, to reflect increasing age.

Peopl e whose devel opnment is remarkably slower have difficulty
respondi ng to changes in expectations at a typical rate. For exanple, child-
ren with mental retardation may be very slow to develop the skills required to
play with conplex toys. Their continuing use of toys and activities
appropriate to a nuch younger age becones a sign of their being "behind".
Service practices can exaggerate this by providing cues and social rein-
forcenment for age-inappropriate appearances and behavior. Programs should
provi de extra support to assist people to meet the large and small m | estones
of change, which reflect increasing age.

Age-i nappropriate practices treat handi capped people as if they are,
and always will be, children. It is not unconmon for people to explain
anot her's continui ng dependence by conparing himher to a child, although it
is inaccurate and deval uing. Thus, an elderly person who easily becomes
confused is seen as being in a "second chil dhood" and a person with nental
retardation may be described in a book titled The Child Who Never Grew. This
conpari son can becone the basis for a vicious circle in which adults who are
seen as children are treated |ike children and continue to behave in ways
that reinforce their inmage as children

Further confusion on this point arises froma convention of intel-

|igence testing: reporting the nunber of itens a person accurately com
pl etes on a standardi zed test with a summary nunber called "nental age".
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A 25-year old person who has not done well on such a set of tasks night be

| abel l ed as having a "nmental age of two". Fromthis, it is easy to nmake a
leap to the illogical and unjustified conclusion that this person "has the
m nd of a two-year old". This error |eads nmany people to resist efforts to

provi de nore age-appropriate activities and expectations because it seens
unfair to treat sonmeone who is "really only two years old" as if they were
25. However well intentioned, this m x-up of test scores and persona
identity is damagi ng to people wth handi caps.

Space and Settings. Age-inappropriate expectations can be communi -
cated to people with handi caps and the public by building features. Here
are sonme exanpl es.

- Adults spend their days in a building constructed as a school
for young children.

Furni shings are appropriate to younger people.

- Decorations and color schenes in adult areas suggest child
hood.

- The physical environnment does not nmke age-appropriate demands
for good judgment, adaptation, and increasingly conpl ex
behavi or.

Groupi ngs and Practices. Age-inappropriate groupings make it hard
for progranms not to treat at |east some participants age-inappropriately.
For exanpl e, when

- Children and adults live together in a situation where both
are subject to the sanme people in authority.'

- Children of very different ages or children and adults are
grouped together for major role-defining activities, such as
wor k or educati on.

Children of very different ages or children and adults are
grouped together as participants in formal recreation activi -
ties. (This is different froma situation in which ol der
children or adults take appropriate roles in play with smaller
children.)

Age-i nappropriate practices hold back individual devel opment and signa
devaluation to the public. For exanple:

- Tinme is schedul ed age-i nappropriately, as when school-aged
children are deprived of six full hours of schooling or
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adults are deprived of at |east eight hours a day of
activity the public would see as productive (worKking,
|l earning, or a mx).

A di sproportionate anount of time is spent in recreational/
leisure activities relative to age.

Recreation and | eisure activities happen at age-inappro-
priate tinmes, as when adults spend tine designated for
work or vocational training in recreational activity.

Daytime activities are age-inappropriate. O der children spend
school rime engaged in activities which would be appropriate for
early education or primary grades. Adults do not have the
option of meaningful, paid work and may be exposed to approaches
to |l earning which are nost appropriate for younger people.

There is miniml concern with the quality of performance or
productivity. The expectation is "it's enough for themjust to
try". This disregards the status a person can earn for
excellence in at |east one area of activity.

- There is minimal concern with the future inmpact of activity.
For instance, adults involved in vocational training are
taught to performtrivial jobs which have little or no
chance of being a way for themto earn a |iving wage

- Activities selected for teaching are age-i nappropri ate.

For exanple, an adult may need to learn how to pour. |If
this is taught in a sandbox with pails and shovels, it loudly
signal s deval uation. The same skill can be devel oped nore

age-appropriately in other ways, for instance, through
cooking or potting plants.

Progranms use age-inappropriate materials and equipnent. A
person of nore than primary school age need not |earn counting
with preschool toys; he/she can be taught in the context of an
age-appropriate activity such as setting the table, or on the

j ob.

Peopl e are furnished clothing which is age-inappropriate
or limts choices to one or two styles for all

Language. Age-inappropriate perceptions are created and reinforced
by | anguage habits such as:

- Referring to adults as "children" or "kids".

- Labelling people or programs in terms of assuned "nenta
age" or "devel opmental age".
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Program or setting names that suggest childhood, though
adults are served

Paternalistic tone and patterns of speech. (Talking |ike
the stereotype of a kindergarten teacher.)

ENHANCI NG AGE- APPROPRI ATENESS

Mai ntaining age-appropriateness requires special effort. It must
be a conscious focus in the design of program schedules and activities and
an important factor in the devel opment of individual program plans.

Program Scheduling. Scheduling refers to the balance of activities
that are potentially available to people in a program An individua
schedule of activities may be very different fromthe options available
depending on individual need and choice. However, the program should
arrange itself overall so that age-appropriate choices are not limted by
resource patterns.

- Young children have the option of a balance of early education,
smal | group, and individual play.

- School -aged children and adol escents have the option of six
hours of school, with appropriate vacations, including
opportunities for travel and a variety of leisure tine
activities.

- Adults have the option of an eight hour productive work day
wi th conpensatory education avail able either instead of
tinme at work or after work time. Adults have appropriate
days off and annual vacation periods with opportunities for
travel.

- Daily routines of waking, nealtines, and bedtinmes are not
regul ated to deny people age-appropriate ranges of choice;
i.e., as people get older they have nore choice of bedtine
and, at |east on days off fromwork or school, nore choice
of rising tinmes and neal tinmes.

Activity Selection. Age-appropriateness is a consciously applied
criterion in the selection of teaching and living activities and materials
This poses challenges to programs serving adults with very limted abili -
ties.

Activities are designed to teach skills by age-appropriate
processes and at appropriate times. For instance, a person
who needs training in self-care skills receives it
individually at appropriate times (on waking or before bed)
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in appropriate places (his/her owm bedroom or bathroom
rather than, for instance, in a classroomgroup at m dday.

- Materials are selected to reinforce an accurate perception
of a person's chronol ogi cal age. This often nmeans shopping
for adult materials in a hardware store or a grocery store
rather than ordering themfroma catal og of child-imged
"Devel oprmental Material s".

- A programthat supplies residents with clothing, grooning
ai ds, and perhaps even gifts, insures that the range of
sel ection offered is age- appropriate.

- When an activity relies on systematic arrangenent of con
sequences, age-appropriate reinforcers are selected.

I ndi vi dual Program Plans. A person's individual program plan (IPP)
reflects a concern for age-appropriateness. For exanple:

- |IPP' s identify age-inappropriate behaviors, appearances,
and possessions as potential targets for change.

- |IPP' s systematically support age-appropriate appearances.
Especially when a person requires substantial assistance
in dressing and groom ng, the |IPP does not just note need
for assistance, but specifies that the person should be
dressed and groomed in a fashion appropriate to chronol og
cal age.

I PP's identify devel opmental challenges which will elicit
i ncreasi ngly age-appropriate behavior.

- IPP's set criterion for successful skill attainment not just
at sinple performance, but at the achi evenent of the highest
i ndi vidual |y possi bl e degree of age-appropriate style and
grace. For exanple, a person is not only taught to keep her
hair clean and neat, she is also helped to select a style
that is individually flattering and fashionable in terns of
her age.

- | PP s balance work, formal education, and leisure time in a
way that is age typical. |[If an individual's need requires
an age-i nappropriate balance of activity, there is a plan
di rected at supporting or teaching the person skills which
will eventually permit a nore age-appropriate bal ance of
activities.

Note. Many handi capped peopl e have experienced near life-Iong
deprivation of age-appropriate opportunities and expectations. This may
show up in a preference for age-inappropriate activity - as when an adult
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prefers to sing and listen to nursery rhyme songs, - or an attachment to an
age-i nappropri ate possession, such as a child' s toy or a teddy bear. 1In
this situation, there is a tension between the need to support individua
choi ce and sel f-expression and the stigmatizing effect of age-inappropriate-
ness. The principle of normalization does not offer a sinple, "right"
answer |like "take the teddy bear away". Instead, it directs attention to
aspects of the situation that are under program staff's i mrediate control,
such as the number of nore age- appropriate choices of activities and
possessions the program actively offers the person, the effects over time
of social reinforcement of nore age- appropriate choices, and the effects
over time of guidance, teaching, and interactions with val ued age-peer
nodel s.
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PARTI Cl PATI ON

CONDI TI ONS CONTRI BUTI NG TO | SOLATI ON

Many service arrangenents have noved people with handi caps away from
val ued age-peers, others nove them away fromtheir home communities, and
sone even isolate people fromfriends, relatives, and imediate famly nmem
bers. Progranms exist to help people neet their individual needs in socially
acceptable ways. |If people with handicaps are to learn to neet their needs
in the least restrictive possible relationship to their comrunity, they nust
experience that conmunity as an essential part of their |earning. There are
two di mensions of community |ife a person needs to experience:

1 the physical world of places and things; and

2. the social world of people and typical human groups.

On a technical level, there is good evidence that the nore severely handi -
capped a person is, the more necessary it is that teaching be comunity
referenced. This nmeans that an instructional goal is not considered net
until a person is able to performthe task in an acceptable way in a natura
conmunity setting (Brown, 1976).

But there is nore to it even than this. Above all, the physical and
synbolic isolation of people with handicaps fromconmunity |ife creates a
sense of strangeness ampng typical comrunity menbers. This can breed sus-
picion, and often outright rejection. |If services are to be, in fact, |east
restrictive, a significant number of community nembers must support their
devel opment in natural conmmunities. As long as isolation persists, social
accept ance cannot devel op.

Space and Settings. Many residential services for handi capped
peopl e were founded and grew when isol ati on was consi dered the "treatnent of
choice". For a time, isolation was justified by a belief that handi capped
peopl e need protection fromthe problenms and dangers of community life.
This soon turned to a belief that the comrunity needs protection from costs
and dangers all egedly posed by people with handi caps. The effects of such
isolation are especially acute in services where people spend 24 hours a
day. Programs which have inherited facilities devel oped on the |ogic of
i sol ation nust work agai nst the wei ght of such physical features as:

- A location and pattern of travel which places many people
a great distance fromtheir fanmly and comunity of origin
For exanple, a program which nostly serves people from an
urban conmunity is located in a small village mles away.

- Alocation which makes it difficult to get to and nake appro
priate and regular use of comrunity resources, including
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churches, shopping places, entertainnent and eating pl aces,
public schools, comunity health care providers, etc. One
programis | ocated outside of town, about a mle and a half from
the |l ast stop on the bus line. This can lead to the creation of
such resources within a facility which further reduces
opportunity to experience natural community settings.

A facility size which congregates nore socially deval ued peopl e
in a single place than can easily be absorbed by the surroundi ng
natural community. It is not uncommon for several hundred

handi capped people to live in or near a village with a

popul ation only a little |arger.

Location of facilities for people with different handi cappi ng or
ot her socially devalued conditions next to or near one another.
This strains the ability of the natural community to assinmlate
program menbers into at | east some aspects of their everyday
life. 1In an extreme case, a residential programfor 300 people
shares a small city with facilities for 3,000 other people with
mental disabilities and 6,000 prison innmates.

Groupi ngs and Practices. People are isolated by practices which
restrict their choice of relationships to other deval ued people and the
staff who serve them Such practices deprive themof a wi de variety of
| earni ng experiences, the support of valued peer nmodels, many opportuni -
ties to exercise choice, the chance to beconme a part of a natural socia
network, and the challenge of contributing to community life. They
i ncl ude:

- Scheduling tinme so that people never |eave the grounds of a
residential facility.

- Designing activities so that people's only contact with
natural comunity settings is in rather |arge groups (four
or nore peopl e)

- Working actively or passively to weaken the contact between
a person and his famly and relatives. For instance, a
residence limts visiting hours and does not actively arrange
home visits. The relationship between the programand famly
menmbers nekes a family feel unable to or unresponsible for
relating actively to its handi capped nenber.

-  Gouping people in such a way that they share facilities or
progranms with other deval ued people who have very different
speci al needs. One nursing hone groups together young people
with nmental retardation with elderly people who require sone
personal assistance and people who are physically disabl ed.
This group of people shares little besides a socially deval ued
status and isolation fromval ued rel ationshi ps.
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PARTI Cl PATI ON

If people with handi caps are to be accepted as participating citizens
and offered the opportunity to lead culturally valued lives, a program nust
work systematically to overcome physical and social isolation. It nmust safe-
guard peopl e agai nst being unnecessarily isolated fromtheir famlies, their
relatives, their home comunities, and their honme regions.

Physi cal Presence. Before people can participate in the social
interactions of a natural community, they must be physically present and
involved init. For some programs this is relatively easy; others, whose
very locations are isolating, nust be particularly creative. Sone efforts to
i nsure physical presence are listed here.

- The programis |located in a place which nmakes it easy for
people to get to and use a wide variety of valued resources.

The programis |located so that it is easy for a person to
mai ntain contact with his/her famly and honme comunity.

There are imagi native efforts to give people access to val ued
pl aces. For instance, there is extensive provision for trans-
portation and residences aggressively encouragi ng home visits,
i ncludi ng finding valued hones to accept frequent visits from
peopl e who have no fanmily contact.

Prograns are kept nunerically small and do not thensel ves con-
gregate so many people as to nake it inpractical for those
served to nmake frequent use of community resources. As well,
programs are | ocated far enough from other services congre-
gating deval ued people to mnimze strain on a comunity's
ability to integrate them

Soci al Participation. Full comunity menbership requires that people
be active participants in a variety of individual and group rel ationships.
Even peopl e whose capacity for comrunication and mobility is very limted can
and need to be part of a network of personal relationships with val ued
people. Sone program supports for social participation include:

Programtime is arranged to all ow people opportunities for
i ndi vidual and small (two-three persons) group participa-
tion in conmmunity events and activities such as church ser-
vices, entertainment, civic neetings, etc.

- People do not spend their days in the same area that they
call home, and, except when individual needs are tenporarily
so substantial as to nmake it inmpossible, they participate in
work or schooling in community settings. Children attend
classes provided in the community by the public school; adults
make use of conmmunity opportunities for productive enpl oynent
and educati on.
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- People learn to use generic health care and other service
agenci es and prograns provide the m ni num anount of services
within their walls which is consistent with individual needs.

- I ndividual program plans include specific objectives to
i ncrease social participation in valued settings. Skills are
devel oped to nmake a person an appropriate participant.

- The program makes sonme social participation a reality for
everyone, regardl ess of his/her current ability. Social
participation is not seen as an all or none possibility
only for those who finally earn their way to it.

- The program has a wi de variety of ways to devel op and
mai ntain a person's active involvement with famly and rela
tives. \When a person appears cut off fromfamly and rela
tives, the individual program plan includes a strategy for
attenpting to revitalize famly contact or involve the person
with val ued community menbers who can, to some extent, stand
in place of the famly.

PRI NCI PLES | NTO PRACTI CE

Many institutional progranms are operating in buildings that were built
at a tinme when the basic service philosophy was to isolate as many handi capped
peopl e as possible in one place and keep them as cheaply as possible. Most
of the people who grew up in these buildings had little in the way of
i ndi vidualized training relevant to community |living and few had contact with
typi cal people and community settings. Putting the nornmalization principle
into practice is difficult in any setting, but working against the history of
many institutional settings and their effects on residents is a mjor
challenge. It requires careful planning based on a good understandi ng of the
way Vi cious circles work.

Exanpl e:

I mpl ementing the principle of normalization includes accordi ng people
the dignity of risk. This nmeans avoiding attitudes and practices based on
the expectation that handi capped people woul d be endangered by the chal |l enges

of living and should be insulated from potential risks. Such overprotection
becones a self-fulfilling prophecy. People who are restricted to protect
themfromthe world learn little about it. It is nearly inpossible for anyone

to devel op effective problemsolving skills without taking risks and naking

m stakes. Overprotection can provide an excuse for unjustly depriving people
of opportunities. For exanple, a person may be kept from comunity

experi ences because of a staff feeling that he/she is "not quite ready".

But taking sensible action is not always sinple. Many handi capped
peopl e have significant difficulty figuring out some of the problens of
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everyday life. People who have grown up without facing and | earning from
one small risk at a time have little opportunity to devel op good judgment.
Wi | e poor judgnent itself is not a legal reason for restricting a per
son's activities without due process of law, it does pose a significant
problemfor an interdisciplinary team There are two approaches to this
problemthat will not help

1 Overprotection can continue, keeping people |ess able.

2 Protection can be withdrawn without planning for support,
abandoni ng people to sink or swimon their own.

Both of these approaches provide nore justification for the vicious circle
of overprotection.

A constructive response requires the ability to individualize
pl anning, training, and support. Blanket overprotection can be withdrawn
when a program can cooperate with a person and his/her famly to deliver
training and assistance to help prepare for chall enges and work through
their consequences.

PUTTI NG I T TOGETHER

To think about programquality fromthe point of view of the nor-
mal i zation principle, answer these questions for yourself after you have
observed the daily experience of participants and reviewed descriptions of
the program Remenber, the test of programquality is not the conpl eteness
of plans or records in themselves but the way in which plans actually
change the experience of participants.

1. What devel opnental challenges do participants experience?
Ask yourself: \Wat do the people here learn fromthe -
variety and chall enges of...

t he physical environment;
the equi pment and materials they use;
- the use of transportation
the type of activities provided and the attention,
stamina, judgnent, and standard of quality expected

of program participants;

- the responsibility participants are expected to assume
for defining and pronoting their own interests;

- the responsibility participants are expected to assune
for contributing to their programand to the conmunity;
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2

- the people participants relate to;

- the participant's opportunity to experience conmunity
settings and use community resources?

Is the program a participant actually experiences sufficiently
i ntense and specifically tailored to individual differences so
as to be likely to increase ability to neet and grow from
devel opment al chal | enges?
How nuch tine do participants spend..

outside the facility;

in typical conmunity settings;

- relating to typical citizens?

If a person has linted access to the comrunity and its peopl e,
how does the program plan to increase comunity interaction..

- by individualized training;
- by providing in-comrunity activities;
- by working to reduce social barriers?

As a participant's conpetencies increase, how do his/her

experiences, options, and surroundi ngs change? Does success-
ful conpletion of IPP goals result in real change?

Are participants' appearances and behaviors positive in terns
of the values of the |larger society? Ask yourself: Wat
supports does the program offer to pronpte positive appearances,
i ncl udi ng:
- personal guidance and assi stance;

training;
- systematic exposure to positive nodels;

- aids, equipnment, supplies, appliances;

speci al enphasis on groom ng or dress to conpensate for
negatively val ued characteristics?

Are program activities appropriate to the chronol ogi cal age
of participants? Ask yourself: Would socially val ued people
of this age..

- be doing these things;
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in these settings; . Y
- at these tines of day or week.

If activities seeminappropriate, what is the justification?
Does the program actually offer the choice of different
activities which are nore age-appropriate?

7. How individualized is each participant's experience?

Do different people in the program actually experience
different schedules, activities, and supports based on
a deci si on about individual needs?

Do participants thenmselves actively participate in
deci ding on goals, procedures, and practices which
af fect then?
How many different kinds of individualized aids, appli-
ances, and conpetency extending tools and gadgets do
partici pants possess and use?

- How do participants personalize the space they live in..

- with personal possessions and furnishings;

by participating in decorating, painting and arranging
space?

"BUT, AREN T THERE SOVME CONTRADI CTI ONS?"

The principle of normalization has its critics. Sone wonder whether
or not it responds to what is real for people with nental retardation

especially those | abelled "severely or profoundly retarded". These people
see three possible contradictions in the principle; discussing these con-
tradictions will further clarify our understanding.

Contradiction #1: Making Peopl e Nornal

"The principle of normalization says people with handi caps should be
socially accepted and valued. But, isn't it devaluing to handi capped people
to try to make them normal ?"

This criticismrightly points to the fact that people w th handi caps
are often significantly different from other people and then questions the
normalization principle in calling for socially valued outcomes. This
criticismis based on two assunptions that conflict with today's realities.
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1 Di fferences in appearance and behavi ors cannot be substan
tially reduced; and

2. The only target of change is the handi capped person's
defici enci es.

Two arguments can be raised about these assunptions.

First, recent technical progress reverses a long history of dimnishing
expectations for devel opnental progress. Disciplined application of teaching
technol ogi es and individualized design of supports for nobility, posture,
conmmuni cati on, and control make it possible for many handi capped people to
increase their conpetence and inprove their appearance to a degree that few
could have predicted. Developnents in applied research nmake it inpossible to
predi ct how many nore handi capped people will benefit, and in what ways.

Because the extent to which a person can develop culturally nornma-
tive or culturally valued skills and appearances cannot be predicted, the
normalization principle is stated as a clear and distinct challenge to

expectations. It is up to non-handi capped people working in partnership
wi th handi capped people to set the limt on how normative or val ued the
results of hard and creative work will be. [Inplementing the principle of

normal i zation | eads staff to seek the npst val ued possi bl e appearances and
behavi ors for each individual program participant.

Second, the normalization principle is built on the belief that the
quality of life for people with handi caps depends as nmuch on the signals
our services send about the identity of people with handi caps as on individual
changes in behavi or or appearance. This means that the inmediate intent is to
change the ideas and actions of people who plan, provide, and eval uate ser
vices . v,

Val ues are shaped by program signals, and technical progress itself
depends on changi ng values. Before nmuch can happen, researchers, teachers,
and ot her devel opnental specialists have to decide that handi capped peopl e
are worthy of individualized attention. They also have to free thensel ves

of the confusion introduced by the idea of "cure". |In the history of ser-
vices to deval ued people, "cure" has had an all or nothing quality to it.
One was either "curable"™ or "incurable". This justifies neglect, or, at

best, "humane" custodial care. Progress began with the realization that
conpet ency has many aspects which can only be defined and devel oped by
seeing past an identity defining label - like "nmental retardation" - to the
many si ngul ar conpetencies that an individual can devel op.

Normal i zation, then, is not sonething that is done to a person. It
is a principle for designing and delivering the services a person needs.
Servi ces designed on the normalization principle are likely to result in
i ncreasi ng conmpetence and social participation for individual handi capped
peopl e and in increasing social acceptance for handi capped people as a

group.
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Contradiction if 2: Denying People Special Help

"The principle of nornmalization says services should use culturally
val ued neans, but if we treat people with handi caps the same as anyone el se,
they won't be able to devel op."

Those who identify this contradiction are concerned with the cal
for culturally valued nmeans. They point to the undeniable fact that people
need a variety of help to develop. But, as defined, the principle of nor-
mal i zati on does not deny the need for assistance. It only raises questions
for those who design and deliver it.

Peopl e who are unable to mamintain an upright position on their own
need assi stance. Sone of that assistance may require appliances and equip

nment that are anything but typical in appearance. |In this situation
est abl i shing an appearance which is as normati ve as possi ble assists the
devel opnent of other valued behaviors. It also requires neans that are

unusual , such as a positioning chair or a prone board. There is a trade
of f between two good things.

Peopl e who cannot vocalize need assistance, perhaps in the form of
sign or synmbol systenms, to communicate their intentions. Here, again, there
is a trade-off. Those who plan services agree with the handi capped person
or his/her famly that the acconplishment of being able to comuni cate
i ntention outweighs the unusual ness of the neans.

Peopl e whose behavior is unusually disturbing may need assistance in
the formof carefully arranged cues and consequences to increase their self-

control. This kind of help m ght be negatively valued by many natura
communi ty menbers. However, if unchanged behavi or woul d be even nore nega-
tively valued, it will nmake sense to make the trade-off in favor of a less

fam |iar neans.

In deciding whether it is worth trading a |ess valued neans for an
accompl i shment, there are three things to keep in mnd. First, there are a
wi de range of ways to provide a person with npst kinds of assistance.
Program desi gners should work to select, or create, the |east stigmatizing,
most culturally val ued possible means. For instance, behavior analysts have
di scovered lots of alternatives to popping bits of food into the nmouths of
peopl e who can benefit from systematically engi neered consequences. The
rule of thunmb should be: start with the nost valued or famliar form of
assistance that is likely to achieve valued objectives, and only nmove to a
|l ess valued form of assistance if adequate effort does not achieve the
obj ective. Decisions regarding an unusual or stigmatizing neans ought to
i nvol ve the person to be served, and/or his representative

Second, all of us need sone assistance in our devel opnent, at |east
fromtime to time. As nuch as possible, assistance should happen at tinmes
and pl aces where valued community menmbers are served. As well, as much as
possi bl e, the sanme people should provide assistance to handi capped peopl e as
serve val ued people. The need for separate "special" equipment, activities,
staff, and facilities should be creatively challenged, and the chal | enge
shoul d be nore vigorous the further away from a val ued practice we
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nove. That is, it may be that a person needs a special piece of equipnment -
say a wheelchair. This does not necessarily mean that he/she needs specia
activities, or staff, and it should never nean he/she nust use a speci al
facility - though obviously the buildings he/she uses nust nmeet the |awfu
standards of accessibility. Even a person who needs special equipnent*

i ndi vidual |y designed activities, and uniquely qualified staff, seldom needs
a special building. For instance, many nultiply handi capped children now
attend highly specialized classes in their neighborhood schools.

Third, there is no necessary connection between the right to nost
opportunities and the achievenent of sone sort of conpetency. For exanple,
all children, regardless of the degree or severity of their handicaps are
entitled, by federal law, to a free and appropriate public education. This
right is not qualified by the attainment of a test score or the ability to
toil et oneself. People who are |abelled profoundly handi capped or severely
behavi or disordered can live in (adapted) typical apartments in comunity
nei ghbor hoods and develop the skills that they need there. They should not
have to earn their way to a nmore normative setting (see McGee and Hitzing,
1976) .

Qur society, and our services, tend to underestimte the capacity of
peopl e with handi caps to respond to culturally valued situations. Services
that have chosen nore normative neans have found that there are positive
responses to the choice of a new setting - perhaps a snaller residence which
can honestly be called a person's hone.

Thus, the principle of normalization influences a programto sel ect
the nost val ued possible means fromthe range of avail abl e options.

Contradiction #3: Exposing People to Rejection

"There is nothing 'normal' about being handi capped. Mst ' normal
peopl e’ and nost 'normal’' comunities do devalue and reject people with
handi caps. It doesn't make sense to base a principle on a wish that other
peopl e woul d be nore accepting than they are.”

Peopl e who identify this contradiction have |lots of evidence to back
themup. Wthin this century, people with mental retardation have been bl amed
for "spreading degeneracy", including crinme, poverty, dependency, and di sease;
they have been abandoned, negl ected, and abused in segregating institutions;
and they have been systematically excluded from al nbst every opportunity to
participate in community life. But this does not necessarily contradict the
normalization principle. |In fact, it makes a foundation for it. Let's
examne this idea in two ways.

First, community acceptance is not an all or none affair. Nobody is
accepted by everybody, or needs to be. Everybody does need to be val ued and
supported by an interdependent network of people to whom in turn, he/ she can
| end some support and positive action. Once a person belongs to such a socia
network he/she has a better claimon the resources - at |east the tol erance -
of the larger community. This provides a |lever for change. |If we inplenent
the normalization principle by working to make nmore and nore
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handi capped people participants in the lives of a variety of comunity mem

bers, they will begin to grow a network of relationships which not only pro-
vi des support, but also changes the status of the person and the group he/
she represents in the eyes of others. Over the long run, this will reduce

the | evel of devaluation of people w th handi caps.

Second, "nental retardation" need not be an all or nothing thing.
Whet her a person is accepted and val ued only depends on a single fact about
the person - such as a very slowrate of learning - if the person has
devel oped no conpetencies to bal ance obvious differences and he/she is
treated in ways that signal difference. The antidote to deval uation has two
parts: work hard to identify and renove stigmatizing practices and synbol s,
and work just as hard to find ways of devel oping positive characteristics and
of fering status building experiences and settings.

BUT IS I'T PRACTI CAL?

Many peopl e accept the logic of the principle of normalization but
see it as inpractical. They feel that there are already too many probl ens
in the existing service system and they believe that it is unreasonable for
service providers and evaluators to becone concerned with "ideal" conditions.

The principle of normalization is in tension with nuch of past and

current reality. It questions many conmon practices. |In this sense, it is
an inmportant tool for problemdefinition and priority setting. The tension
can be creative: if we choose to nmake it so

The principle of normalization is as practical as we are willing to
work to make it. It sets a direction; it does not provide a highly detailed
road map. It calls for increasing the probability that, over tinme, handi-
capped people will more and nore live with us as val ued nei ghbors rather

than as deval ued clients.

LEARNI NG MORE ABOUT NORMALI ZATI ON

- The basic discussion of the principle of normalization is:
Wol f Wol fensberger (1972). The Principle of Normalization
in Himan Services. Toronto: National Institute on Menta
Ret ardati on. *

* These books, and information about PASS 3 training, are available from
the Training Institute on Human Service Planning, Syracuse University,
805 S. Crouse Avenue, Syracuse, New York 13210.
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The historical perspective on services to nentally retarded
peopl e that provides one of the cornerstones of normaliza-
tion theory is described in: WIlf WIfensberger (1975). The
Origin and Nature of Qur Instituti onal Mddels. Syracuse
Human Policy Press.*

- The principle of normalization is operationalized for pur
poses of program eval uati on and pl anning in:
Wol f Wol fensberger and Linda G enn (1975). PASS
3. Toront o: Nat i onal Institute on Ment a
Retardation. (Volunes 1 and 2).*

- An alternative definition of normalization, enphasizing the
use of culturally normative nmeans, is found in:
Bengt Nirje (1976). "The Normalization Principle" in R
Kuget and A. Shearer. Changing Patterns in Residential
Services for the Mentally Retarded. (Revised Edition).
Washi ngton: PCMR, pp. 231-240

* These books, and information about PASS 3 training, are available from
the Training Institute on Human Service Planning, Syracuse University,
805 S. Crouse Avenue, Syracuse, New York 13210.
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