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INTRODUCTION

"Full retirement at age 18 is not an aspiration many
people have or can afford, but for many graduates of
special education programs, it is the future. It is our
obligation to seta different course" (Judy Hegenauer,
California Advisory Commission on Special Educa-
tion, cited in Wingert, 1991).

Society has begun to set a new course for people with
severe disabilities. Today more than ever before,
family members, professionals, friends and neigh-
bors an: working collaboratively to support a better
quality life for individuals
within the community-those
whom, in the recent past, were
often denied the opportunity to
participate in the normal "round
of life."

This changing vision of people
with severe disabilities and
deaf-blindness has motivated a
new set of assumptions about
their rights, needs, and prefer-
ences. The new vision empha-
sizes individual strengths,
rather than deficits, and sup-
ports the belief that all people
have or can acquire the compe-
tencies they need to direct and
control many aspects of their
lives. Even further, it means
that all persons with severe dis-
abilities should expect to:

Increasingly, these expectations are being met for
many individuals, but efforts should be aimed at
transforming these visions and expectations into
reality for every person with a disability. To do so
may call for a re-evaluation of our present system of
services and support, including a thoughtful exami-
nation of how educational services can be fashioned
to ensure that these expectations are being met.

A variety of educational programs that support a
quality life for persons with severe disabilities and

deaf-blindness are being
implemented in many schools
across the country. Efforts
toward full inclusion in the
educational setting, the devel-
opment of functional curricula
and community-based instruc-
tion, and the current emphasis
on transition planning are
some of the impor-
tant ways in which
educators are sup-
porting the goal of
community partici-
pation. Yet, these programs
represent only a portion of the
educational programs and
practices implemented on a
daily basis for students with
severe disabilities. They do
not define a total curriculum
aimed at enhancing and sup-

porting a good life for these individuals.

Did You

Few students wi
from school to in
their communiti

Know?

th disabilities move
dependent living in

es.

Secondary special education pro-
grams may have minimal influence
on the adjustment of students to com-
munity life.

Few graduates o
programs or sery
employment.

f special education
ices find adequate

Edgar, E. (1987). Secondary programs in
special education: Are many of them jus-
tifiable? Fxreptiona1 Children. 53, 555-
561.

live and participate in the community
enjoy meaningful relationships with their
family and with people in the neighborhood,
at work, and in a variety of community
settings
participate in activities that are personally
rewarding
participate in activities that are valued by
others
make personal choices that affect their daily
lives and their future

Our challenge is to look beyond the implementa-
tion of specific programs to general educational
practices that have an impact on each student's
quality of life.

One way to examine the current service system is to
evaluate its "fit" with our new expectations for
people with severe disabilities. As we increase our
efforts to develop services that reflect our new
vision, we may also be adhering to some practices
that do not. Consider the following differences



between the new vision for people with severe dis-
abilities and some current educational practices.

Dichotomy: Vision vs. Practice

NEW VISION: Emphasize individual strengths and
abilities.

CURRENT PRACTICES: The educational system
emphasizes students' deficits. Educational goals,
objectives, and intervention strategies tend to focus
on students' inabilities, rather than their abilities.

Educational services are based on a time- and con-
text-limited view of the student: student goals and
related programs are developed within the frame-
work of the school year; intervention strategies focus
on the students' behaviors in the classroom or school
setting; and, professionals attend to specific behav-
iors or developmental patterns, rather than the total
child.

NEW VISTON: Ensure active participa-
tion in community life.

CURRENT PRACTICES: The traditional
educational approach assumes that stu-

dents with severe disabilities including deaf-blind-
ness are never "ready" to participate in the commu-
nity. We are always in the process of preparing
students for lifeteaching new skills and competen-
cieswhile de-emphasizing participation in current
life activities.

Community participation is often viewed as a futures
planning or transition issue. This means that prepa-
ration for community living may be delayed until the
student's adolescent years and not incorporated into
the daily activities and experiences important to the
student's ongoing development.

Expectations for community participation are guided
by service availability, rather than by the individual
needs of each student. Planning based on service
system options can limit our vision of what is pos-
sible for the student and lower our expectations for
community participation. Such limitations ignore
the person's abilities, needs and preferences, as well
as the resources available within the community to
support all three.

NEW VISION: Enhance and support personal con-
trol and the ability to make choices about immediate
and future needs.

CURRENT PRACTICES: Professionals who are
responsible for assessing student needs, setting goals,
and ensuring outcomes, define students' present
skills and determine what they will become in the
future. That is, the traditional approach supports a
professionally - dominated view of the child's present
and future quality of life. It ;laces the expert in a
position of authority regarding choices and deci-
sions that affect the students' lives, rather than
promoting personal control.

Acting on our concern for enhancing the quality of
life of persons with severe disabilities/deaf-blind-
ness means that we must (a) continue to refine our
best practices, (b) create new programs and strate-
gies, and (c) revise or eliminate current practices
based on outmoded assumptions about what is pos-
sible for students with severe disabilities. We need
to step away from our daily activities and interac-
tions with students in order to think about each
student as a total person, their day-to-day lives, and
the ways in which we contribute to the quality of
each student's lifestyle. Some initial questions to
ask:

1. What is important to your overall quality of
life?

2. What do you believe are the important char-
acteristics of a good quality of life for all
people?

3. What are your expectations for persons with
severe disabilities/deaf-blindness?

4. How can families and professionals support
a better quality of life on a daily basis?

5. What can families and professionals do to
ensure a good quality of life for these stu-
dents in the future?

dye on the right course?



Setting a New Course: Defining Quality Lifestyles for Students
with Dual Sensory Loss

Parents want the same experiences for their children
with severe disabilities/deaf-blindness that most
people desire for themselves. The broad characteris-
tics of quality of life, noted above, describe some of
our most basic human needs. These are just some of
the characteristics that define what is most important
to our lives and what we should expect for ourselves
and people with severe dis-
abilities. Our efforts to en
hance the lives of others should
be guided by a broad set of
goals aimed at improving qual-
ity of life.

There are a variety of ways in
which people can define a good
quality of life. Some might
emphasize the importance of
monetary wealth; others are
concerned about a clean envi-
ronment for their children.
What is needed is a common
definition that will guide the
development of services and
supports for persons with se-
vere disabilities including deaf-
blindness. The following
framework describes some of
the important components of
quality of life that should be
considered as educational pro-
grams are planned and imple-
mented.

Basic Assumptions About
Qualax ofd

als, our efforts to improve the lifestyles of children
and adults with disabilities should emphasize the
presenttheir daily liveswhile planning for a bet-
ter future.

Quality is defined by the individual as they
live and perceive life.

Did You Kncw?

When asked what would constitute a qual-
ity life for their children with dual sensory
impairments, parents listed the following
major characteristics:

A safe, comfortable, and stable home
A social network of "people who
care"
Productive use of their time
Engagement in work (e.g. paid em-
ployment, volunteer work, continued
training, or leisure activities) that is
personally meaningful, that enhances
their self-image, and is valued by
society
Access to varied environments and
activities that promote a full and in-
teresting life
Good health
To be treated with dignity and worth

Giangreco, M. F., Cloninger, C. J.,
Mueller, P. H., Yuan, S., & Ashworth, S.
(1991). Perspectives of parents whose chil-
dren have dual sensory impairments. The
Journal of the Association for Persons
with Severe Handicaps, 14(1), 14-24.

The framework begins with a
list of the basic characteristics which describe the
term "quality of life."

A quality lifestyle exists in the present as
well as in the future.

A good life is not something we should merely hope
for, but something we should enjoy on moment-to-
moment basis. As family members and profession-

There are many ways in which
family members and profes-
sionals can enhance the lives of
persons with severe disabili-
ties. Yet, the individual is the
only one who can determine if
their life is good or satisfac-
tory.

The quality of a person's
life is the summation of the
individual's experiences across
a variety of settings.

It includes all aspects
of a person's life in
the present as well as
their aspirations and expecta-
tions for the future. A quality
of life perspective requires par-
mts and educators to extend
their focus beyond the school
or home setting to the commu-
nity at large. It asks us to think
about the child or adult as they
function in all settings and the
various people with whom they
interact.

A quality lifestyle consists of
a person's needs and wants.

There are many ways to describe the difference
between a person's needs and what they want or
desire. The difference between the two is best
described as those things that we believe to be
important to a quality life for all people (needs), and
those things that each individual would identify as
important to their own quality of life (wants).
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Defining Basic Needs

One method for identifying basic needs is described
by O'Brien (1987) as outcomes fora good quality of
life. These outcomes are basic expectations for the
lives of persons with severe disabilities:

Community presence: a sharing of the ordinary
places that define community life.

Choice: the experience of autonomy both in
small, everyday matters and in large, life-defin-
ing matters.

Comp :tense: the opportunity to perform func-
tional and meaningful activities with whatever
level or type of assistance that is required.

Respect: having a valued place among a network
of people and valued roles in community life.

Community participation: the experience of be-
ing part of a growing network of personal
relationships that includes close friends.
(pp. 177-178)

Although listed separately, these outcomes
are interrelated. For example, people can gain re-
spect by performing meaningful activities in the
community context. On the other hand, a person's
choice of employment might limit the ability to
expand personal networks. In total, these outcomes,
or basic needs, provide us with a broad set of goals
which can guide our day-to-day interactions with
persons with severe disabilities.

Identifying Individual Preferences

The distinction between needs and preferences is
particularly important when making decisions that
will affect the lives of others. Within the broad
categories that define basic quality of life expecta-
tions for people with severe disabilities/deaf-blind-
ness are a variety of alternatives and opportunities,
nc. all of which will enhance the individual's lifestyle.

Although it is possible to create opportunities to
enhance quality of life, it is not possible to crate a
"good" life for another person without considering
their personal interests and desires. Even further, it
is not possible to determine if efforts to improve
quality of life are successful without the individual's
evaluation of his or her satisfaction or disappoint-
ment with various aspect of life.

What are the implications? First, people with severe
disabilities/deaf-blindness should be encouraged to
express their preferences and feelings, and such
expressions should be respected. Second, it is im-
portant for them to assess the outcomes of the choices
and decisions that they or others make that affects
their lives. Because quality of life changes as the
conditions of life change, such assessment should be
ongoing. Finally, families and professionals must
recognize that the lifestyle goals and expectations
they may have for persons with severe disabilities/
deaf-blindness may not be those that the individuals
have for themselves. It is important to anticipate and
accept these differences, and most of all, to guard
against impositions of values and preferences that
might enhance our own lives, but not theirs.

The Ouality of Life Annroack

These two basic components of quality of life
needs and wantsenable us to focus on the broad
characteristics that define our overall expectations
for people with severe disabilities/deaf-blindness.
At the same time, they acknowledge that people have
very different expectations for their own lives. To-
gether, they define a quality of life approach to
service provision that requires us to:

1. Take a holistic view of the child or adult.

2. Focus on today as well as tomorrow.

3. Develop services and provide opportunities that
will address students' need, preferences, and
expectations for a better lifestyle.



A Quality of Life Approach to Special Education

Ensuring a quality lifestyle for people with
severe disabilities/deaf-blindness is an ongoing
process that should begin at an early age and
continue across the life -pan of the individual.
Competence, choice, respect, and community
participation and presence are nurtured through-
out the developmental process for all children.
The home, school, and community settings
provide numerous opportunities that support this
ongoing development. All people within the
child's community provide the experiences
planned ornaturally occurring
that are essential to this devel-
opmental process.

These same opportunities are
equally important to the devel-
opmentquality of lifeof
children and adults with severe
disabilities. They, too, will ben-
efit from the planned and natu-
rally occuning experiences that
define community participation.
The role of educators and fami-
lies is to provide whatever sup-
ports are necessary for the stu-
dent to participate in and learn
from these experiences. In this
way, competence, choice, re-
spect, an#4, community partici-
pation and presence are built
into the developmental Focess.
They become a way of lire rather
than a future expectation. Ultimately, services
and supports are most helpful to children and
adults with severe disabilities when they pro-
mote a better quality of life.

elusion; futures planning; transitional services; com-
munity-based instruction; circ' e of friends; and,
transdisciplinary planning, as well as assuring that
basic needs such as accessible communication sys-
tems, sensory adaptations and orientation and mobil-
ity services are being met. Yet, it requires that quality
of life concerns be the guiding principle for all our
interventions with students. The key to this approach
is the identification of resources and the develop-
ment of practices that can be used to provide and plan
for a quality lifestyle regardless of the student's age,

developmental level, or
strengths and disabilities; re-
gardless of the availability of
ready-made programs and ser-
vices within the school and
community.

Did You Know?

People engage in meaningful work acmes
a variety of settingsat home, at school,
and in leisure and recreational activities
not just on the job.

Children develop attitudes, expectations,
interests, habits, and behaviors related to
work at a very early age. Beginning in the
early years, children need to learn abou
different career opportunities, observe role
models, develop attitudes about work hab-
its and behaviors, and fantasize about
what they can be in the future.

Brolin, D. E. (1989). J ife centered careeera
-e . es ono: -g II fa ILO I

(3rd ed.). Reston, VA: The Council for
Exceptional Children.

A quality of life approach does not provide a set
of activities or ready-made programs for educa
tors. It does, however, ask us to be creative in our
thinking about the student as well as the re-
sources that are available in the hr school,
and community. .., an approac coordi-
nates and builds on many of our current "best
practices," all of which can enhance quality of
life: individualized education programs; full in-

Although it is not a specific
intervention or planning pro-
gram, this approach
does provide a stan-
dard for evaluation
of current policies
and practices. Here
are some examples:

Are school activities de-
signed to support or main-
tain a network of friends
and other caring people
who are important to the
student's quality of life?

Do we help students learn hobbies or find ways
to enjoy their leisure time?

Do transitional plans provide the types of oppor-
tunities students will need to participate in a
variety of ace. vities within the community? Have
these plans considered all aspects of a quality
life?

Are students able to make decisions and solve
problemsskills important for competence and
choicethroughout the school day?



Do school or district policies and practices sup-
port community participation or full inclusion
for students ofell .ages?

Do students with deaf-blindness have communi-
cation systems that are readily accessible to him/
her and are usable by non-disabled peers?

Are sensory adaptations made as needed to allow
for maximum inclusion in the general education
classroom?

In addition, the quality of life approach can be used
for the development and implementation of pro-
grams. Some suggestions are listed below:

Think creatively about the student.

Here, the focus is on the "total person." In
most cases, professionals are not able to
observe the student across a variety of set-
tings which limits their perspective of the
student's overall quality of life. Family

members are the most important source of
information. In turn, they can suggest or
talk with others who can provide similar or
differing perspectives.

Build on the strengths and abilities of the
student

While continued skill development is im-
portant, students should not be expected to
"wait" until we believe they are ready to
participate in normal life activities. The
strengths approach allows for immediate
and ongoing participation in community life.
Students need a variety of opportunities to
use their abilities and to enjoy successful
experiences.

Develop programs and methods that "fit" the
needs and preferences of the student.

Begin with an assessment of what the stu-
dent requires for a better quality of life.
Work with family members, professionals,
and community individuals to identify po-
tential resources to meet these needs and
preferences. Once again, existing services

may not be sufficient to meet these needs.
The more people you can involve m this
process, the greater the number of ideas.
suggestions, and resources.

Enhance choice, competence, respect, and
community prtsence and participation in
everyday activities.

There are a variety of v. ays in which educa-
tors can provide opportunities for students to
make and act on their choices, develop
relationships with school peers, or engage in
recreational activities which they enjoy. In
addition, students should be encouraged to
describe their visions for the futurewhere
they will work or live and how they will
spend their leisure time. Less obvious, but
equally important to their quality of life, are
the types of opportunities that will increase
their feelings of self-worth and self-efficacy.
In many cases, educators can incorporate
new strategies into existing programs and
activities.

Begin the process of future planning regard-
less of the student's age.

Future planning should begin now and con-
tinue throughout the student's development.
This does not mean that decisions must be
made about the student's employment or
living environment. It does mean that deci-
sions that affect a student's quality of life
when they are young will ultimately affect
their lives as adults. For example, students
who develop a network of caring individuals
in the school and community throughout
their developmental years will expect and
enjoy these relationships as adults. Those
who are provided with ongoing opportuni-
ties to live, work, and recreate in the commu-
nity as children will have a natural place in
the community as adults.

Emphasize a team approach to service provi-
sion and planning.

Every person who knows and cares about the
student has important information to con-



tribute to the educational planning process.
Family members, who know their children
best, should work with other team members
to identify student strengths and preferences,
community resources, and opportunities that
will enhance their child's quality of life.
Friends, neighbors, and community service
providers are equally important to the pro-
cess.

Open discussions related to quality of life
are an important function of theeducational
team. Team members need to share their
individual perceptions of the student's
present quality of life and their expectations
for the future. In particular, family members
should be given opportunities to describe
their hopes and concerns about their child's
future as well as information about resources,
service options, and community opportuni-
ties that will support a better life for their
child. The purpose of the team is to create a
shared vision of their expectations for the
student and develop strategies that will lead
to the desired result.

Develop educational goals and objectives
that enhance a quality lifestyle.

Quality of life concerns can provide a frame-
work for the development of annual educa-
tional goals and objectives. Written goals

that build on strengths and preferences, con-
sider the student's day-day-lifestyle, and
promote choice, competence, respect, com-
munity presence and community participa-
tion, are those that will contribute to a better
life. A first step might be to review and
consider the student's current goals and
objectives.

Develop strategies that will ensure continu-
ity throughout the student's school career.

A student's school career is often marked by
constant changes and interruptions that can
adversely affect their progress. This is par-
ticularly true of staff changes and student
transitions from one class or school to the
next. At these times, careful planning is
needed to ensure that program and quality of
life goals are maintained. Because family
members are the constant in the child's life,
their active participation in transition plan-
ning is eKcential.

Where to Begin

The following chart (Table I) provides
suggestions for planning and promoting
quality of life for students with severe disabilities
throughout their school career. Listed are activities
for educators that can be implemented at the pre-
school, elementary, and secondary levels.



TABLE I
Suggested Activities for Educators

Working with Pi- eschool Students

Provide opportunities for the student to make choices
during work and play activities. This could include
the selection of free play activities, choosing partners
for a game, or picking a favorite song for singing or
listening.

Encourage students to learn, work, and play together.

Encourage students to use their free time produc-
tively.

Take note of the types of activities, foods, toys that
the child most enjoys.

Provide opportunities for the child to repeat success-
ful activities.

Plan outings for the students in the community such
as a day in the park or a trip to the zoo. rind activities
that will allow the children to meet and interact with
people in the community such as organized Easter
egg hunts.

Plan activities that will introduce children to a variety
of vocational roles through songs, stories, commu-
nity visits, or games.

If children are not nrolled in neighborhood day care
programs, initiate an effort to make this happen.
Begin by forming a group of interested individuals
who can assist in the development of a plan for
student inclusion into local day care programs.

Use a transdisciplinary team approach to develop a
holistic program that integrates communication,
physical therapy, and other activities.

Assure that each child has a communication system.

Working with Families of Preschool Students

Ask parents to describe the student's normal activi-
ties at home: things they enjoy doing, favorite people,
and how they spend their time.

Encourage parents to plan parties or outings that will
include other children and families.

Encourage parents to find age-appropriate commu-
nity activities for the child: the local pool, church or
synagogue activities, or community picnics. Ac-
knowledge any concerns that parents may have
about participation in community activities and help
them plan strategies for inclusion.

Discuss the importance of allowing the child to make
choices on a regular basis. Ask parents to suggest
ways in which they encourage choice at home, and
have them select 1-2 strategies that they can imple-
ment on a regular basis.

Begin talking with family members about elemen-
tary programs for the child. Describe your expecta-
tions for full inclusion: what it means, why it is
:mportant, how it might work at the el-
ementary level. Encourage families to
visit neighborhood schools in order to
discuss their expectations regarding in-
clusion and other facets of their child's
program with school staff members.
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Suggest that families attend kindergarten round-up
at their local school.

Begin talking with family members about the impor-
tance of planning the child's transition to the el-
ementary program several months prior to the actual
planniqg process. Allow them to express their
concerns about the new school or staff. Explain the
importance of family participation in the transition
process, ask them to describe their preferred roles in
the process, and inquire about how your program
can ease the transition for the child and family.

Encourage parents to meet families of other children
who have disabilities of all ages. Suggest that they
talk with families of children who are enrolled in the
elementary program their child will attend.

Invite family members to bring friends, profession-
als, or community people to school meetings. These

1 4.



people can provide family members with needed
support during IEP and otherplanning meetings, and
they can be a resource for new ideas on community

participation.

Support parental decision-making in all aspects of
the child's education and be willing to support these
decisions. Recognize that parents may have values,
expectations, and preferences which differ from
your own. These differing perspectives should be
acknowledged and discussed as decisions are made
about the child's education.

Encourage family members to advocate for their
child both at school and in the community. Provide
families with whatever resources they may need, e.g.
information, referrals, support, to represent their
child's best interests.

Share your future expectations for the child on a
regular basis. Limit your discussion to a few months
from now, next year, or when the child enrolls in

elementary school. Allow parents to share
similar expectations and any related con-
cerns.10
Help parents learn about their rights. Pro-

vide information about IDEA, ADA, and other leg-
islation that affects their child.

Be careful not to impose your views and expecta-
tions. Parents need time to learn about their child,
their rights, the service system, and different types of
programs, among others. You can be mosthelpful to
families when you provide them with information,
answer their questions, support their decisions, and
encourage their ongoing participation. Your pri-

mary role is to help parents become informed con-
sumers and advocates for their child.

lYstrlingaiikElcmcniaallacknia

Develop expectations for full inclusion. Introduce
the concept of a student planning team if one has not
been formed. This team should include family
members, general and special education personnel,
related service providers, and other individuals from
the community who can assist the core team. The
purpose of the team is to work collaboratively to-

ward the development of a plan which will provide a
quality educational program in an inclusive setting.

Provide opportunities for students to make choices,
learn problem-solving skills, develop independence,
and follow directions.

Talk with vocational counselors about the develop-
ment of goals that focus on vocational skills and in-
school jobs. Of equal importance is the development
of self-confidence along with the student's ability to
take pride in his or her work.

Continue with age-appropriate activitiesfield trips,
parent presentations, or filmsthat provide informa-
tion about different employment opportunities.

Continue to develop goals that focus on the child's
overall quality of life including those that address
leisure time activities, the development of social
networks, independence, and others.

Continue to build on the child's strengths and prefer-
ences. Provide opportunities that will promote self-
worth and self-efficacy.

Take dm( to think about the child's present quality of
life and ways in which you can promote a better
lifestyle.

Identify student preferences related to work and lei-
sure time.

Help students learn about different types of work
roles.

AREkingzithEamiliusaltmolacalusloll

Discuss the MAPS process and Circle of Friends
program with families.

Support parents in their efforts to advocate for ser-
vices and programs that facilitate full inclusion, pre-
pare the student for community participation, and
enhance the child's present and future quality of life.

Encourage parent-to-parent activities. Link parents
with other families of children with disabilities, in-
cluding families of older children.



Discuss ways in which parents can provide opportu-
nities for their child to develop skills that are impor-
tant for employment: teaming responsibility, learn-
ing to work cooperatively with others, increasing
their time on task, and others.

Discuss ways in which parents can promote choice
and decision-making on a daily basis.

Work with families to identify community activities
that are appropriate for the child.

Talk with families about how the child can use their
time productively at home, such as helping with
household tasks or developing hobbies.

Discuss your future expectations for the child. De-
scribe school activities that are preparing their child
for community participation. Encourage parents to
talk about their expectations and concerns.

Working with Secondary Students

Develop educational goals that focus on the student's
preparation for community living. Continue to in-
clude goals that will enhance the student's current as
well as future quality of life.

Work with the vocational counselor to identify pro-
grams and activities that can be implemented in the
classroom. Discuss the types of skills the student
will need for employment or other productive work.
Be sure to provide information to the vocational team
about the student's strengths and preferences.

Develop programs and individual goals for commu-
nity-based instruction.

Continue to support full inclusion.

Talk with the transition planning counselor when the
student is first enrolled in the secondary program.
Ask for suggestions about how you can prepare the
student for transition. Ask for ways in which you can
involve the family in preparing for transition.

Working with Families of Secondary Students

Discuss the transition planning process with the
family during the student's first year in the secondary
program. Provide them with written information
about the program.

Describe the futures planning process and encourage
families to work through some or all of the program.
Provide written information for their review.

Ask family members to discuss their quality of life
goals and ncems related to their child's future.
Ask them to identify what is most important for their
child's future quality of life. Begin to talk about
ways in which the school, family, and community
individuals can work together to meet the family's
expectations for their child.

Talk with families about specific ideas regarding
future work opportunities, community-living: op-
tions, and other issues related to community partici-
pation. Be creative in helping families
identify options. Discuss the types of com-
munity experiences the student would en-
joy or dislike. Consider the student's
strengths and special skills. Consider
student's health issues, behaviors or other issues that
would affect their community participation and think
of types of supports he or she will need to benefit
from work or leisure activities.
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Be sure to keep future planning on the agenda for
family meetings. Be sensitive to the fact that some
families may not be prepared to discuss these issues.
Describe why it is important to begin addressing
these issues, and explain the steps you and other staff
members are taking to prepare the student for com-
munity living. Suggest some possible ways in which
family members can help with the process. Let them
determine their own point of readiness to discuss
these issues. At a minimum, keep them informed
until they are ready to participate in the planning
process.

ac



Family Participation in Quality of Life Planning

Family members of adults with severe disabilities
often talk about the limited opportunities that exist for
their son and daughter after graduation. Many par-
ents assumed that the same array of services and
supports provided during the school years would be
available for the adult in the community. Parents note
that there are few service options or that existing
services do not meet the adult's nor the family's
needs.

Although professionals and parents are working to-
gether to build a better system
of services for adults with se-
vere disabilities/deaf-blind-
ness, many children and fami-
lies cannot wait. Even where
a variety of services exist, par-
ents often recognize that ser-
vices alone cannot provide
everything thatthe adult needs
or wants. Reliance on the
service system alone limits
the individual's opportunities
to participate in the normal
day-to-day activities that most
people enjoy in their commu-
nities. If we ask what the
service system has to offer,
we might be missing out on
many othe: life-enhancing
experiences.

ports have not kept pace with our new expectations
for people with severe disabilities including dual
sensory loss. Although we have set a new course, we
have not yet developed all of the supports that are
needed to ensure a quality lifestyle for people with
disabilities.

I

All families desire a good quality of life for their
children, both now and in the future. Unfortunately,
families have had little opportunity to voice or act on
these visions. In the past, these broad quality of life

concerns did not seem to "fit"
the typical goals, objectives, and

Did You Know?

Sometimes I look at Cassandra and won-
der if she's truly happy with her lifei
we're doing everything we can for her. I
can't even count the number of profes-
sionals who have worked with her since
she was born. I know she's getting better,
but is this what she needs to make her life
happy? Will any of this make any differ-
ence when she grows up? Tom and I have
talked about her life when she gets older
and ours. Sometimes I'm really hopeful;
mostly I'm pretty scared. We don't talk
about it too much anymore. We just need
to wait and see what happens.

( A mother of a child with severe disabili-
ties)

The notion of planning for a child's future can appear
to be an overwhelming task, particularly when the
daily tasks of living leave parents and professionals
with little energy in reserve to devote to "futures
planning." The outcome is that planning may not
occur until the child is ready for the transition to
community life. Parents have noted some additional
reasons for delaying their discussions of the child's
future. First, some parents find it difficult, or even if
impossible, to deal with the unknown. Too often,
families are given little information about what they
can or should expect. Second, families are often
presented with limited options. The reality that
families often hear about is based on what is avail-
able, rather than possible. Finally, community sup-

activities that affected the child's
day-to-day existence. The
family's holistic view of the
child has ofte-i been reduced to
issues of speech, motor, or so-
cial development. Although
these developmental issues are
very important tor
families, so are those
related to quality of
life.
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Families can play a key role in
bridging the gap between tradi-
tional educational issues and
quality of life concerns. They
are the ultimate decision-mak-
ers regarding services and sup-
ports for their children, and they

can work with professionals to ensure that their child
or adult with severe disabilities is provided with
opportunities that will contribute to a better life.
Family members can begin by thinking about their
child's current lifestyle and those things they would
desire for their child in the future. It might be helpful
to think about the five quality of life outcomes:
choice, competence, respect, community presence,
and community participation. As family members
work through this process, they should remember
that desired quality of life outcomes may be different
for each family or even for members within a family.
In addition, family concerns about quality of life may
change over time. Additional suggestions can be
found in Table II.
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The quality of life approach does not require a special
processor carefully planned meetings. Family mem-
bers can begin discussing these issues with educators
and other professionals at informal, IEP or transition
planning meetings. They can request information
about full inclusion, community-based instruction,
or other programs aimed at normalization and com-
munity participation. Of course, family members
need to discuss these issues with each other, and they

14

might find it particularly helpful to consider quality
of life concerns when important decisions need to be
made about the child or adult.

Above all, families need to envision what they desire
and expect for their children throughout life, share
this vision with others who are concerned about the
child, and find the support they need to turn these
expectations into reality.



TABLE II
Suggested Activities for Parents

preschool Students

Observe those things that your child does wellhis
or her strengths. Find opportunities for your child to
use these skills in a variety of activities and settings.

Think about those thing that your child most enjoys
as well as those they dislike. Encourage them to
participate in activities that they most enjoy during
their free time. Continue to introduce new activities
and observe their likes and dislikes. The goal is to
help your child find ways to use their free time
productively and to provide special times during the
day which they can look forward to.

Provide opportunities for your child to make choices
on a regular basis. Begin with one or two activities
mealtime or at playwhen choices can be provided.
Continue to expand into other activities. Once you
get in the habit of providing opportunities for choice,
it will begun a part of your interactions with your
child.

Find or create opportunities for your child to meet
new children and adults.

Find or create opportunities for your child to play
with children who do not have disabilities as well as
those who do. Show these children how to commu-
nicate with your child, and encourage them to engage
in activities that your child enjoys or does well.

Find or create opportunities for your child to partici-
pate in community activities such as picnics, visiting
the local zoo, or organized activities for preschoolers.

Plan for success. Children need to develop good
feelings about themselves and their accomplish-
ments. Repeat and build on activities and experi-
ences that will enhance their self-concept and feel-
ings of accomplishment.

Get to know your child's educational team. Inform
them about your child's needs and preferences. Re-
member that you know your child best. Participate
in decisions about your child's education throughout
the school year as well as during IEP meetings.

Begin thinking about your child's transition to the
elementary school. Ask about classroom options;
things you should consider when making decisions
about programs or schools. Take time to discuss your
concerns with the child's current educational team.
Talk with other families of elementary children and
visit the local programs. Think about aspects ofyour
child's program that you would like to continue in the
new zlassroom.

Learn about your child's educational rights, national,
state, and local programs that can provide support,
resources and information. Information can be ob-
tained from your local school district, the Kansas
State Board of Education, parent organizations, or
through national disse urination networks.

Elementary Students

Begin by attending kindergarten round-
up with your child. This will allow you
and your child to meet new children, fami-
lies, and school staff.

Spend time talking with members of your child'snew
educational team. Discuss the types of programs and
activities that you would like them to continue from
the preschool program. Help them to get to know
your child.

Discuss your perspectives on full inclusion with the
new team. Describe the types of activities you would
like your child to participate in at school.

Continue to provide opportunities for your child to
make choices at home. Children should also be
learning how to solve problems and take on respon-
sibilities in the home.

Explore new opportunities for your child's participa-
tion in the community: recreational activities and
ways to meet new people.

Expand your own network of families of children
with disabilities including those who have older
children. Families who have older children with
disabilities can provide ,oncrete information about



the issues of futures planning, including helpful
resources and "how-to" information.

Begin to think about your child's present quality of
life and those things that will be important to your
child's life next year and five or ten years from now.
In what ways would you like to improve your child's
life at this time? Talk with other family members,
friends, and the educational team about how you
might accomplish these quality of life goals.

Develop annual goals that address your child's cur-
rent quality of life needs and preferences as well as
those that will begin to prepare your child for the
future. If possible, share these goals with the educa-
tional team before the IEP meeting.

Talk with or observe your child in order to learn
about his or her interests and preferences related to
work, friendships, and community activities.

Stay informed about changes in legislation and other
policies that affect your child's current
and future services.

Provide opportunities for your child to
meet adults with disabilities. They can be

vet), special role models and companions for your
child and an important resource for your family.

Discuss your child's transition to the secondary
program at least one year before your child is en-
rolled. Consider the issues related to transition that
are described in the preschool section, above.

Secondary Students

Begin to prepare for your child's transition to com-
munity living. Talk with the educational team about
the transition planning process. Ask about the pur-
pose of the process, what it entails, and expected
outcomes. It is never too early to discuss transition
planning at the secondary level.

Learn about community-based instruction. Work
with your child's educational team to identify com-
munity sites and activities in order to ensure that
community participation is a regular cart of your
child's program.

Continue the MAPS process and Circle of Friends
program in your child's new school or work with
other families and the educational team to develop
these programs.

Continue to advocate for full inclusion. Work with
the educational team to expand the number and types
of opportunities your child will have for community
participation.

Talk with vocational counselors about their expecta-
tions related to your child's future work. Discuss the
types of skills your child will need to engage in
productive work activities. Learn about activities or
opportunities that you can provide at home or in the
community that will enhance the development of
work-related skills.

Take the time to talk with all family members about
expectations for your child's future. Begin by iden-
tifying those things that will be most important to
your child's quality of life in the future. Next, think
about your child's personal desires and preferences.
These wants and needs can be used to guide further
discussions about specific issues such as employ-
ment, place of residence, leisure time activities, com-
munity participation, and other issues related to the
child's future.

Ask for information about the futures planning pro-
cess. There are a variety of books and other resources
describing this process. Even if you decide not to use
it in its entirety, family members can use portions of
the process to think about the child's future employ-
ment, his or her strengths and preferences, the types
of supports your child will need in the community,
and many other important aspects related to your
child's quality of life.

Begin to think about community resources that will
support your child after graduation. Don't limit your
list to formal services. Include all resources includ-
ing people, recreational activities, businesses and
services that might have employment opportunities,
volunteer possibilities, and transportation for your
adult son or daughter within the community.

Talk with the school staff about your child's partici-
pation in graduation activities.



Talk with parents of adolescents about ways in which
they are preparing for their child's graduation as well
as parents of young adults who are presently in the
community. Here, it is important to talk with a
variety of families in order to gain different perspec-

tives. Don't limit your discussions to families who
live in your community. Because services and
supports differ from one community to the next, it is
helpful to learn about services that do not exist in
your community which could be developed locally.
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New Directions for Kansas Education: A Quality Life for All Citizens

Kansas is taking important steps toward improving
educational quality and equity. At the heart of
school improvement initiatives in our state is the
underlying belief that all children can learn and all
schools can improve. The result will be improved
educational "outcomes" and the promotion of a
better quality of life for students with disabilities
including dual sensory loss.

All Children Can Leant

The educational vision for Kansas emphasizes skills
that support full societal participation along with the
traditional basic skills pro-
vided by our schools. The
overall goal is to provide ev-
ery citizen with the living,
learning, and working skills
needed to participate in our
competitive, global society.

Students will be prepared for
lifelong learning and contin-
ued career development; busi-
ness, communities, and
schools will promote produc-
tive employment for all citi-
zens including persons with
disabilities and others who
may require a supportive work
environment.

All Schools Can Improve

1. Greater efforts to integrate special education
and general education instructional pro-
grams.

2. Movement away from educational services
based on type of student disability to cur-
ricula that focus on the specific educational
needs of the student

3. Emphasis on increased community and pa-
rental involvement in education.

Did You Know?

Kansas 2000 reflects a nationwide cern -
mitment to the improvement of education
for all studeks:

"The goal of KANSAS 2000 is to make
sure that each Kansas citizen will have the
skills and values necessary to contribute to
our community and to our nation by the
year 2000...We believe that it is the com-
bined effort of family, school, and commu-
nity that makes possible excellence in edu-
cation and the high quality of life in our
state" Joan Finney, Governor.

One strategy for educational change is the Kansas
Quality Performance Accreditation System which
addresses school improvement and accountability
for teaching and learning at the local school level.
By 1995, all Kansas districts will participate in the
process of planning improvements that will better
prepare all students for societal participation.

Better Outcomes for Students with Disabilities

Families, students, and educators can look for sev-
eral initiatives that will affect the quality of educa-
tion for students with disabilities:

4. School responsibility to
ensure equitable indi-
vidualized learning op-
portunities for all stu-
dents.

5. School accountability for
student suc-
cess.

6. Programs that
address the
academic, physical, so-
cial, cultural, and emo-
tional needs of all stu-
dents.

7. Emphasis on accommo-
dating the needs of all
students.

8. School improvement that addresses the needs
of all students.

Family members, students, educators, friends, and
community citizens can play an active role in advo-
cating for beneficial changes in educational pro-
grams for students with disabilities and setting a new
course for educational excellence.
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