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A Day in the Life of the Poston Family

May 12, 2000. As [ was preparing for the day ahead, I was celebrat-
ing the 2-week anniversary of our move to Lawrence from
Leavenworth, Kansas. We moved here for many reasons: to be closer
to work and my doctoral program, to be closer to friends, to have
more and better supports for my 13-year-old son AJ, who has
autism, and to leave behind some of the physical reminders of life
prior to my recent divorce. I knew that we would still have chal-
lenges here. A] would still have autism and all the joys and challenges
it brings, I would still be a single mother with two boys ages 11 and
13, and I would still have the duty to make a good life for myself and

my boys. But at least here I expected to have more supports.

In the 2 weeks since the move, I had interviewed case managers and -
selected one (in Kansas, a Medicaid recipient has a choice concern-
ing case management agencies) and checked out the local mental
health organization for counseling for my 11-year-old son, Jim. I
had also called several family practice physicians, only to find out
that none of the ones I called accepted my insurance coverage. No
matter whom I saw, I was going to have to pay more than I paid in
Leavenworth. In an effort to hire people who could assist AJ at
home and in our community, I had put flyers up all over the
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University of Kansas campus and telephoned student employment
services, the school district, and friends.

In those same 2 weeks, AJ had an escalating number of outbursts
and refused to leave the house except to go to school, an ice cream
store, church, and one special friend’s house where there is a
Nintendo. All he wanted to do was stay home and play Nintendo.
Jim was dying to make friends, and, although I reminded him that
it had been only 2 weeks, it was his opinion in his all-or-nothing 11-
year-old way of thinking that he would NEVER have friends again
as long as he lived. The staff at both Jim’s and AJ’s schools had been
wonderful about getting to know them, accepting them, and mak-
ing accommodations that they would need to facilitate learning at
school. AJ was spending more time with “typical” peers than he ever
had in the past. He had even brought home a real textbook with real

homework for the first time ever.

On that day when I was celebrating, AJ had another violent behav-
ior outburst—his third in four days. It started the same way that
about one-quarter of his outbursts start. He was being a litcle mis-
chievous, hassling his brother and messing around with a stuffed
animal. As he came outside to wait for the bus, he started throwing
his book bag—a sure sign that things were escalating. 1 went
through my normal routine of diversion and calming, but this time

he did not respond.

This is the sort of behavior that [ worry about. Fortunately, it does-
n't happen very often, only two or three times a week. But I must
be constantly on the alert, waiting for it all the time. I know that the
tension that accompanies this constant vigilance takes a toll on me.
It also takes its toll on Jim. During this particular incident, AJ’s vio-
lent reaction to my intervention resulted in him pinning me to the
ground by the bus stop, with his fist full of my hair. When I finally
broke free and returned to my newly rented home, just up the street
from the bus stop, I was able to call his teacher, who came right over
to help calm him down. Someone also called the police. So here we
were, 2 weeks in our new home, and we already had the police at
our door.

That incident was a harbinger of things to come. AJ had three
more of those violent outbursts later that day. The police were
called three more times—once to take AJ to the local hospital, once
to defuse the situation, and the last time to take him in handcuffs
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to the juvenile detention facility. Many of the details of what hap-
pened that day are blurry to me. [ was in a fog, physically hurting
from his blows and emotionally hurting from the pain of feeling
like a failure as a parent.

[ also felt that I had failed to protect AJ from himself and his dis-
ability. Furthermore, I had failed to protect Jim from the emotional
turmoil that accompanies each tantrum; Jim had been screaming at
AJ to “Stop it, AJ! Stop hurting Mom!” Luckily, a good friend took
Jim away from home early in the afternoon and kept him overnight,
thereby sparing him from witnessing most of the violence—the
police, the battering, the destruction.

I felt that I should have been able to handle the situation. After all,
I know A]J very well and I have closely analyzed what causes his out-
bursts and how to defuse them. But he is getting so big and strong
that [ was physically almost helpless. I could only dodge his blows—
not all of them, just some. A friend from work came over and was
also trying to restrain AJ, but could not. I could only sit and watch
and listen as my son destroyed our home. I know that money isnt
the most important thing in life, but, in my household every cent
counts, and I don’t have extra to replace broken doors or windows,
or to patch holes in the walls. None of the violence or destruction
would matter at all if he seriously hurt himself, or me, or anyone
else. The head of the local provider agency came over and helped us
explore some options for AJ. We knew he could not stay at home
alone with me. We also knew that he probably couldn’ stay at home
with anyone else either—the destroyed physical environment
seemed to be a catalyst for more outbursts.

So my friend, the agency director, and I started looking for a safe
place for AJ to stay. Our local hospital and mental health center said
they did not have the capacity to keep adolescents on an in-patient
basis. The head of the local agency was able to get him into the
nearby state hospital for people with developmental disabilities on
an emergency basis, but to admit him that night would mean a 2-
and-a-half-hour drive with a violent young man at an hour when we
were all exhausted—except the violent young man! The juvenile
intake coordinator at the police station looked for a “bed” closer to
us. She was very helpful, for she knew “the system” and coached me
to use the right words, those that would get the result we needed for
AJ—a short-term, emergency, in-patient facility where staff could
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stabilize him, keep him safe, and give me time to recover physically
and emotionally and to figure out what to do next.

To consider hospitalizing AJ, no matter how dire his and our need
at the time, was a huge step for me. I felt that no one could care for
AJ as I could—even though I felt that I wasnt doing such a great
job at the moment. I was afraid he would not be understood, that
he would be restrained indiscriminately, that he might be pumped
full of medication with potentially serious side effects, and that all
of this would cause him to have even more behavior outbursts. I
didn’t trust the mental and physxcal health care systems to know
how to care for him.

It took the kind and gentle, but persistent, urging of my friends to
help me finally understand that this was best not just for AJ, but
also for Jim and me as well. It is so difficult to decide when to “sac-
rifice” one family member’s well-being for the well-being of others.
In our case, both Jim and I had been sacrificing so long for AJ. I
guess now it was time for him to give a little so that we could put
our lives back together.

AJ has been in the hospital a little over a week, and I am just start-
ing to feel a little less guilty about having him there. I am using the
time to rest, plan for AJ’s return, do things with Jim, catch up on
work, and prioritize everything that I feel I have to do to keep my
life running smoothly.

This whole incident has me thinking. First of all, I want never to be
in the position again where things get so bad that the only solution
is out-of-home placement, even if that placement is short term.
Second, I need to have supports in place for AJ and a variety of pre-
ferred activities so that I don’t use the Nintendo as a babysitter. It
takes so much time and effort to keep him engaged in positive activ-
ities that I can’t do it alone. Either I have no time left for anything
else, or I become resentful at having to spend all my time outside of
work being support person, case manager, therapist, friendship
facilitator, and mom.

I had already tried to find assistants for A] I had flyers up all over
campus, sent an ad to the student employment office, and called
friends of colleagues, but so far | have come up empty. There are only
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a few more places I have to call. We have access to well-funded
home- and community-based services, yet I cannot find qualified—
or even unqualified, for that matter—people to hire as AJ’s assistants.
Once these assistants are in place and there are a variety of activities
for AJ, then I think things will not come to a crisis again.

We are having a Group Action Planning meeting tomorrow. Our
group consists of friends and professionals who meet on a regular
basis to set goals and figure out “next steps” to accomplish the goals.
The group did an excellent job getting me through the move to
Lawrence and helping AJ’s transition to the new school. But we did-
n't take care of the one thing I needed, which was to keep him safe
at home. So that is our task now: finding a way to support AJ at
home so that we all—A]J, Jim, and I-—have a good quality of life.
We have a lot to do at the meeting.

Denise Poston

Overview

This chapter provides an overview on policy, services, and research
related to the quality of life of families in the United States who have chil-
dren and youth with disabilities. It begins with an overview of the current
sociopolitical trends and the current service delivery system, as of the mid-
dle of the year 2000. It then describes the Beach Center’s research program
on enhancing family quality of life (also as of the middle of the year 2000)
and concludes by suggesting future directions for research, policy, and serv-
ices. Throughout, we integrate examples of the Poston family as a way of
grounding our concepts in the reality of family life, since it is our intention
and hope that families everywhere will benefit from family quality of life
research. Because we wrote this chapter in the beginning of the year 2000,
we add a postscript to comment briefly on developments since that time.

Current Sociopolitical Trends

Families of children and youth with disabilities are affected by both gen-
eral sociopolitical trends and by disability-specific trends.
General Trends

Two general trends of the 1990s have implications for family quality of

life: the effects of policies that have encouraged strong economic growth,
and the effects of changing views on the role of governments.

Demographics and Economics: A Mixed Picture
The United States has recently experienced greater overall economic
health than at any rime since the middle 1950s: the unemployment rate is
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lower; interest rates are generally lower; the paper wealth of investors has
increased remarkably; there is an increase in the number of first-time home
buyers and people trading up to larger houses; yearly, more households
become linked to the Internet; and fewer families remain on public support
(in part because of the economy and in part because of the welfare-reform
laws that discourage such support). One view of these trends is that they
help improve families” quality of life: a rising tide has lifted all boats.

The healthy national economy has also affected the field of disability.
Supported and competitive employment of individuals with disabilities is
higher than at any time since World War II (Braddock, Hemp, Parish, &
Rizzolo, 2000). In addition, the closure or down sizing of the state facilities
for people with disabilities, the creation of more home and communiry res-
idential placements, the down sizing (from 12 to 6 or fewer residents) of
community residential facilities, and increases in family support are pro-
ceeding unabated, fueled largely by a community-living ideology and by an
economy that makes the ideology affordable (Braddock et al., 2000).

At the same time, there are more families whose countries of origin are
not English speaking, more non-Caucasian families that are regarded as poor
or working poor, and more families affected by “welfare reform” than at any
time in the past half century (U.S. Census Bureau, 1996). The national
poverty rate is 28% for children with disabilities and 16% for children with-
out disabilities (Fuijiura & Yamaki, 2000). Indeed, the cooccurrence of

. poverty, single-parent families, cultural/linguistic/ethnic diversity, and dis-

ability is undeniable and has yet to be reversed (Forum on Child and Family
Statistics, 1998; Fuijiura & Yamaki, 1997, 2000; LaPlante, Carlson, Kaye,
& Bradsher, 1996; Newacheck & Halfon, 1998; Sherman, 1994; U.S.
Census Bureau, 1996).

Politics: Moderation and the New Federalism

In the 1990s the United States witnessed at least three very different
views on the role of government (H. Turnbull & A. Turnbull, 2000). The
first emphasized an increased role for the federal government. This view
was exemplified by efforts of the Clinton administration to establish a pol-
icy of universal, federally sponsored, and federally subsidized health care,
and the failure of these efforts appears to represent a failure of support for
the view that the federal government has a place in sponsoring large
national programs.

A second view on the role of government emphasized a marked decrease
in political intervention. This highly conservative view was evident in the
actions of the 1994 Congress (the so-called Gingrich Congress) that
involved efforts to enact a new “Contract With America,” under which the
federal government would abandon or significantly reduce its role in educa-
tion, health care, and habilitation and rehabilitation services. These efforts
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also failed, signifying an apparent lack of support for reducing the role of
government to such a degree.

The third view was more “moderate.” This view held that the federal
government has a legitimate role to play, but that it must “devolve” or trans-
fer a great deal more discretion to operate programs that meet local needs to
the states.

It seems clear at this writing that the moderate perspective has prevailed.
There is increasing devolution of government rights and duties from the fed-
eral to the state-local level. This “new federalism” holds that issues thar for
the past 50 years have been regarded as national are in fact better handled by
state and local governments. Accordingly, few new federal rights are being
created. Likewise, state and local governments have increased discretion in
administrating federally financed programs. One part of the key federal
antidiscrimination law (Americans With Disabilities Act, 1990) was suc-
cessfully challenged as unconstitutional in terms of Congress’ power to
enforce the equal protection provision of the 14th Amendment to the
Constitution (University of Alabama v. Garrert, 2001). Other federal laws are
being struck down as an unconstitutional exercise of federal power
(Alexander v. Sandoval, 2001). The Supreme Court leads the way in policy
making—a fact that is deeply disturbing, for its members are not subject to

the corrective political process; they have life-time tenure. The federal role in

disability policy is shrinking.
Disability-Specific Trends A

Four trends that primarily affect individuals with disabilities and their
families are the consolidation of rights, an emphasis on outcomes, the new

paradigm of disability, and the linkage of core concepts and quality of life

outcomes.

Consolidation of Rights

The 1970s was the “civil rights era,” a time when new rights to educa-
tion, habilitation, rehabilitation, and community access were first estab-
lished and when the emphasis was on access (removing barriers) and benefir
(assuring that an accessible society provides individualized benefits). But the
1980s and 1990s were an era of consolidation, a time when rights were reaf-
firmed or improved, thereby contributing to families’ quality of life. In 2000
and 2001, the Supreme Court began to vitiate the scope of antidiscrimina-
tion laws (Kimel v. Board of Regents, 2000; Alabama v. Garretr, 2001).

During the past two decades, both Congress and state legislatures have
consolidated the rights of individuals with disabilities and their families in a
number of ways. In the mid-1980s, Congress amended the federal special-
education statute, Individuals Wich Disabilities Education Act (IDEA), to

provide services to infants and children and to assure smooth transitions
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from school to the world of adulthood (H. Turnbull & A. Turnbull, 2000).
In 1997 Congress strengthened parents’ rights to share in school decision
making, students’ access to the general curriculum, students protection
against school discipline, and students’ rights to “state-of-the-art” technol-
ogy; called positive behavioral supports (H. Turnbull & A. Turnbull, 2000).
In Board v. Rowley (1982), in Irving Independent School District v. Tatro
(1984), and again in Cedar Rapids Com;hum'zy School District v. Garret F
(1999), the U.S. Supreme Court interpreted IDEA to sustain students
claims to an appropriate education and related services.

In 1988 Congress enacted antidiscrimination laws related to fair hous-
ing (Fair Housing Act Amendments). In 1990 it followed suit by enacting
the “disability civil rights act,” Americans With Disabilities Act (ADA), pro-
hibiting discrimination in state and local governmental activities, public-
and private-sector employment, transportation and telecommunications,
and privately operated public accommodations.

As we said above, however, the constitutionality of these laws is now in
doubt because of the Supreme Court’s decisions. The era of consolidation
may have been the last breath of liberalism in the United States.

Emphasis on Outcomes

The 1990s was a decade when Congress continued to emphasize process
rights but added an emphasis on outcome rights. For example, when
Congress first enacted the Individuals With Disabilities Education Act in
1975 (originally called the Education of the Handicapped Act), it empha-
sized how schools should transact their business with students with disabili-
ties; the legal maxim “fair procedures produce fair results” governed (H.

Turnbull & A. Turnbull, 2000). With the enactment of the Americans With -

Disabilities Act in 1990 and the reauthorization of the Individuals With
Disabilities Education Act in 1997, however, Congress made clear that there
are four outcome goals: full participation, equal opportunity, independent
living, and economic self-sufficiency. Now families quality of life is
improved or affected by how well government achieves those outcome goals,
not simply by how they process their services to families.

The New Paradigm of Disability

The old paradigm of disability characterizes disability as a deficit within
the individual that results in functional impairments associated with daily
activities (A. Turnbull, Turbiville, & Turnbull, 2000). Accordingly, it focuses
on “fixing” the individual’s functional impairments and “fixing” the individ-
ual’s parents (usually just mother) so that the person will be able to partici-
pate in the general societal experiences and settings. Figure 4.1 depicts the
old paradigm’s target of intervention.
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Figure 4.1 Old paradigm: emphasis on “Fixing” the individual. Shaded area
represents target of “change efforts.”

The Americans With Disabilities Act (1990) and a new paradigm char-
acterize disability as contextual and societal. A person has an impairment
that is not a disability if sufficient supports and accommodations are avail-
able from and within the macrosystem, the exosystem, the mesosystem, and
the microsystem, as illustrated in Figure 4.2. These environments either
limit or liberate individuals with disabilities and their families. This para-
digm then views disability as a social reaction to impairment. It emphasizes
changes from “fixing” the individual and the family to “fixing” the social,
policy, and physical environments, rather than “fixing” individuals (A.
Turnbull, Blue-Banning, Turbiville, & Park, 1999). “Fixing” all such envi-
ronments, it is believed, assures that adequate supports, services, accommo-
dations, and relationships are available so that people with disabilities may
accomplish the four outcomes goals.
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Figure 4.2 New paradigm: emphasis on “fixing” the system. Shaded area rep-
resents target of “change efforts.”

Linkage of Core Concepts and Quality of Life Outcomes

The new paradigm recognizes that policy is a critical aspect of the envi-
ronment in which people live. For this reason, it seeks to ground policy and
practice explicitly in disability core concepts, and to link these core concepts
to individual and family quality of life outcomes (H. Turnbull, Stowe, &
Beegle, 2001). For example, the Individuals With Disabilities Education Act
changed the policy and service-delivery environments (schools) by articulat-
ing the core concepts of disability policy and by authorizing services
grounded in these concepts and targeted at outcomes. Furthermore, as illus-
trated by IDEA, the new paradigm also changes the family environment by
strengthening families’ rights with respect to their children’s education. By
changing the policy and service environments, advancing core concepts of
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policy, and assuring that policy and services target designated outcomes, the
new paradigm addresses individual and family quality of life. We will discuss
core concepts and family quality of life outcomes in the section that focuses
on our current research agenda.

Current Service-Delivery Trends

The sociopolitical trends described above heavily influence current
trends in service delivery.

General Trends

Partnerships |

Traditionally, discrete laws and funding streams have sought to address
narrowly targeted problems. Thus there are separate laws and appropriations
for general education, special education, mental health, public health, social
services, and others. These create a system of “verticality”—narrowly tar-
geted problems and narrowly constructed policies, services, and funding
streams. Table 4.1 illustrates this verticality in terms of the Poston family.
The problem is that the Poston family does not fit into discrete vertical
niches. This family, and indeed all families, typically have “horizontal” needs
that are not sufficiently satisfied by verticality. Policies and services have dealt
with only segments of families and children’s lives; a wholistic approach has
been elusive.

The general trend at the present time, however, is toward horizontality:
cooperation, coordination, collaboration, integration, and transformation
through such techniques as school-linked services, community-linked serv-
ices, full-service schools, wrap-around services, and “bundling” (consolida-
tion) of funding from different streams (Adelman & Taylor, 1997; Amato,
1996; Briar-Lawson, Lawson, Collier, & Joseph, 1997; Calfee, Wittwer, &
Meredith, 1998; Coltoft, 1998; Comer, Haynes, Joyner, & Ben-Avie, 1996;
Doktor & Poertner, 1996; Dryfoos, 1996, 1997, 1998; Dupper & Poertner,
1997; Franklin & Streeter, 1995; Lawson & Briar-Lawson, 1997;
MacKenzie & Rogers, 1997; Raham, 1998; Sailor, in press; Skrtic & Sailor,
1996; U.S. Department of Education, 1999). We use the term partnerships
to describe the gestalt, the general tenor, of horizontal organization.

The trend toward partnerships cuts across such diverse human-service
fields as education, mental health, early childhood community development
services, welfare reform demonstrations, and other poverty-related programs.
Alchough some communities have achieved a degree of partnership, a cruly
service-integrated community, supporting families comprehensively, remains
an unrealized ideal (Kagan, Goffin, Golub, & Pritchard, 1995; Schorr,
1997), especially for families of children with disabilities.
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Table 4.1

Poston Family Needs in Three Service System Strands

Education

* Updated and
appropriate [EP for AJ
incorporating behavior
supports and goals

¢ 12-month school year
for AJ

» Updated and
appropriate IEP for
Jim that focuses on
supports that assist
him without calling
attention (from peers)
to his need for support

e Transportation to
school for both boys
that does not cause
conflicts in daily
schedule or childcare
routines

* Denise’s continuing
progress in her
doctoral program

Human and Social Services

New billing services for
the HCBS waiver
Keeping track of
upcoming changes in
the HCBS system that
affect the type and
amount of services to
which AJ is entitled
Coordination that allows
AJ’s participation with
supports in a variety of
community activities
such as parks and
recreation, equestrian
therapy, scouting and
the local youth sports
“club”

Jim’s participation in a
variety of community
activities such as
swimming lessons,
scouts, Big Brothers—Big
Sisters, and music lessons

* Supports for AJ so that

all family members can
actively participate in
their church

Follow-up with juvenile
justice regarding funding
that may be available as

a result of AJ’s detention
Sexuality education for AJ
Regular respite care for
Denise to have time

with Jim, alone, and
with friends

Finding and training AJ’s
personal assistants to
provide supports at home
and in the community

Health Care

* Psychopharmacologist
for AJ to prescribe
appropriate
medications that do not
have side effects
(drowsiness) that
impact his ability to
participate at school
and in community
activities

* Counseling for Jim
regarding his feclings
about AJ and about his
own diagnosis of ODD

* Counseling for Denise

* Keeping up to date on
status of private
medical insurance and
Medicaid claims

e Minimize drive time to
obtain low-cost (free)
medications (currently
requires 45- minute
one-way drive)

* Family practice doctor
to see the Poston
family for first-line
illness and injuries

*» Gynecologist for
Denise

¢ Dentist for the Poston
family, one who is
good with patients
with disabilities or
tactile sensitivities

Note. IEP = individualized education plan. ODD = oppositional defiant disorder.
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Emphasis on Outcomes

An emphasis on outcomes is a sociopolitical trend and also a service
delivery trend that has occurred simultaneously with the trend to service
integration (Schorr, 1997).

This trend toward outcomes affects the disability service delivery system.
For example, IDEA requires statewide or districtwide assessments of student
outcomes. These assessments hold schools accountable for improving the
outcomes for all students (Erlckson 1998; McLaughlin, 1998; H. Turnbull
et al., 2001). Although students with disabilities have typically been

excluded from state and national assessments, they are now included, and

schools are held accountable for their outcomes (Vanderwood, McGrew, &

Ysseldyke, 1998).
Disability-Specific Trends

The most significant trend for families has been away from the old par- |

adigm of emphasizing parent involvement as a way to “fix” individuals with
a disability to the new paradigm of family-centered services as a vehicle for
“fixing” multiple environments.

Parent Involvement

When IDEA was first enacted in 1975, it authorized shared educational
decision making by entitling parents to be members of their child’s individ-
ualized education program (IEP) team. Although the IEP process was
intended to provide a context for equal decision making among parents and
professionals, a professional-dominated approach is prevalent, and there is
scant evidence that the IEP process has empowering outcomes for students,
parents, or educators (Smith, 1990; National Council on Disability, 1995;
H. Turnbull et al., 2001). Moreover, the parents involved in educational
decision making have been primarily mothers who have had limited influ-
ences on the decisions that are made in IEP conferences, mediation, and due
process hearings (Able-Boone, 1993; Campbell, Strickland, & La Forme,
1992; H. Turnbull et al., 2001). This professionally dominated approach is

particularly problematic for families from culturally and linguistically diverse

‘backgrounds (Harry, Kalyanpur, & Day, 1999; Kalyanpur & Harry, 1999).

It appears to exacerbate differences between the bureaucratic special-educa-
tion culture and families from culturally and linguistically diverse back-
grounds that rely more on relationships than legal procedures.

From Parent Involvement to Family-Centered Services
Since the mid-1980s the trend has been to move from parent involve-
ment to family-centered services. We quote from a 1987 passage (A.

Turnbull & Summers):

The term parent involvement sums up the current (1987) perspec-
tive. It means we want parents involved with us. It means the service
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delivery system we helped create is at the center of the universe, and
families are revolving around it. It brings to mind an analogy about
the old Ptolemaic view of the universe with the earth at the center
... Copernicus came along and made a startling reversal—he put
the sun in the center of the universe rather than the Earth. His dec-
laration caused profound shock. The earth was not the epitome of
creation; it was a planet like all other planets. The successful chal-
lenge to the entire system of ancient authority required a complete
change in philosophical conception of the universe. This is rightly
termed the “Copernican Reyolution.” Let’s pause to consider what
would happen if we had a Copernican Revolution in the field of dis-
ability. Visualize the concept: The family is the center of the uni-
verse and the service delivery system is one of the many planets
revolving around it. Now visualize the service delivery system at the
center and the family in orbit around it. Do you see the difference?
Do you recognize the revolutionary change in perspective? We
would move from an emphasis on parent involvement (i.e., parents
participating in the program) to family support (i.e., programs pro-
viding a range of support services to families). This is not a seman-
tic exercise—such a revolution leads us to a new set of assumptions
and a new vista of options for service. (pp. 295-296)

The family-centered model is characterized by family choice, a family-
strengths perspective, and the family as the unit of support (Allen & Petr,
1996). First, the family-centered model encourages families to take the lead
in stating their priorities and having professionals respond to those priorities
(Dunst, Johnson, Trivette, & Hamby, 1991; McBride, Brotherson,
Joanning, Whiddon, & Demmit, 1993; A. Turnbull et al., 2000). Second,
the family-centered model abandoned a pathology orientation and adopted
a strengths orientation (Bailey & McWilliam, 1993; Dunst, Trivette, &
Deal, 1988; Saleeby, 1996). Third, the entire family is the unit of supporrt,
not just the child with a disability and the child’s mother (A. Turnbull & H.
Turnbull, 2001).

The trend toward family-centered services reflects the new paradigm,

emphasizing the family as an environment within and to which supports and
services need to be provided to mitigate the effects of disability.

Currently the family-centered model prevails in early intervention and
early childhood services for young children with disabilities (McWilliam,
Lang, Vandiviere, Angell, Collins, & Underdown, 1995; Murphy, Lee,
Turnbull, & Turbiville, 1995; A. Turnbull et al., 2000; Wehman, 1999).
Research indicates, however, that the family-centered philosophy is stronger
than its actual implementation (Katz & Scarpati, 1995; McBride etal., 1993;
Menke, 1991). Moreover, at the elementary-, middle-, and secondary-school
levels, the bridge from the old to the new paradigm is not as strong as it is




ENHANCING QUALITY OF LIFE IN THE UNITED STATES 65

luring the early years. The emphasis is still much more on parent involve-
nent in IEP conferences and parent attendance at school events than on a

amily-centered model and on an equalization of the power relationship
>etween families and professionals (A. Turnbull & H. Turnbull, 2001).

Family Quality of Life Research Program

In this section we show how our research on family quality of life is con-
sistent with the new paradigm trends we have just described. To make that
point, we first describe how we carry out our research for, with, and on
behalf of families: participatory action research. Then we describe the ana-
lytical framework for our research. Finally we describe the research agenda
that emanates from our analytical framework.

Participatory Action Research

The new paradigm acknowledges that research is itself an environment
that affects individuals with disabilities and their families. A means for
improving the research environment is participatory action research (PAR).
Under PAR, the ultimate beneficiaries of research (individuals and families)
are involved in all stages of the research (Santelli, Singer, DiVenere,
Ginsberg, & Powers, 1998; A. Turnbull, Friesen, & Ramirez, 1998; H.
Turnbull & A. Turnbull, 1989). Figure 4.3 illustrates six levels at which fam-
ilies and researchers can interact; three levels place researchers in the domi-
nant role (old paradigm) and three represent researcher-parent partnerships
(new paradigm). At the Beach Center, we work at Levels 4 through 6. Our
work has particularly been influenced by the perspectives of families from
culturally and linguistically diverse backgrounds that have not typically been
part of the research process (Markey, Santelli, & Turnbull, 1998).

Overview of Analytical Framework

Participatory action research is one way we have improved our research
environment to advance families” quality of life. Another way is assuring that
all research has a common basis. We call that basis our analytical framework.
Its role is to organize our research into a coherent and comprehensive whole.
In the old-paradigm research environment in social services, investigators
worked in relative isolation from each other, even when they were working
in the same research center. The result was that the benefits to the ultimarte
beneficiaries of the research (in our case, families of individuals with disabil-
ities) usually were not commensurate with the researchers’ efforts or the dol-
lars invested. To achieve outcomes that more positively affect families’
quality of life, we changed our own research environment by adopting an
analytical framework to assure that all of our research projects connect to
each other. The new paradigm demanded nothing less. Our analytical
framework has four major components (see Figure 4.4): core concepts and
overarching principles of disability policy, public policy, services, and family
quality of life outcomes.
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Level 6
Families as Research Leaders and Researchers as Ongoing Advisers

Level §
Resenrchers and Fomtlies ns Coresearchorns

Typically does
reflect Participatory
Agtion Research

Level 4
Researchers @ Leaders and Pamilies as
Oogoing Advisers

Lovel 3
Families as Occasional Reviewers
and Comsultams

Level 2
Families as Advisory
Board Members

Lovel )
Families as Research
\ Participants

Typleally does not

reflect Participatory
Action Research

Figure 4.3 Continuum of family participation in research. From “Participatory
action research,” by A. P. Turnbull, B. J. Friesen, and C. Ramirez, 1988. Journal
of the Association for Persons with Severe Handicaps, 23, pp. 178-188.
Copyright 1998 by The Association for Persons With Severe Handicaps.

Reprinted with permission.

The first component consists of research to identify the core concepts of
disability policy. A concept is an abstract or generic idea generalized from
particular instances; a concept is core if it is a central and often foundational
part of disability policy, and if it reflects fundamental values—values that
advance the quality of life for citizens with disabilities and their families and
that are widely recognized as necessary for life, liberty, and the pursuit of
happiness (Brakel, Parry, & Weiner, 1985; Levy & Rubenstein, 1996;
Minow, 1990; Silverstein, 2000; H. Turnbull & A. Turnbull, 2000; H.
Turnbull, Stowe, & Beegle, 2001).

The core concepts merge into principles that affect all families. A prin-
ciple by definition is a comprehensive and fundamental law or doctrine;
accordingly, core concepts of disability policy form into a taxonomy of prin-
ciples affecting all families. Thus whatever principles govern and advance the
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Figure 4.4 New paradigm analytical framework for enhancing family quality
of life.

quality of life of all families should also do the same for families affected by
disability. (Figure 4.2 places core concepts and generic principles at the
macrosystem level, because they pervade not only that system but the other
three systems as well.)

The second component of our analytical framework consists of research
on public policy. Our assumptions here—assumptions that are central to our
research agenda—are that core concepts and generic principles affect public
policy; that core concepts and generic principles should be infused into pol-
icy at federal, state, and local levels (vertical implementation); and that they
also should be infused across three service delivery strands: education,
human and social services, and health care (horizontal implementation).

The third component of the analytical framework consists of research on
service delivery systems. Because of the apparent benefits of partnerships
among individuals with disabilities, families, and services providers (Adelman
& Taylor, 1997; Burns & Goldman, 1999; Calfee et al., 1998; Dryfoos,
1997, 1998; Sailor, in press; Stroul, 1996), we are especially interested in the

factors that facilicate or impede partnerships. We are also interested in how
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policy reforms, consistent with the core concepts and generic principles, can
produce better outcomes through better service-delivery structures. In par-
ticular, we believe that partnerships that address interpersonal and structural
components at the family-service provider, intra-agency, and interagency lev-
els can empower families and professionals alike.

The fourth component of our analytical framework consists of research
into family quality of life. We define a quality family life as occurring when
the family’s needs are met, family members enjoy their life together as a fam-
ily, and family members have the opportunity to pursue and achieve out-
comes that are important to their happiness and fulfillment.

There appears to be general agreement that a positive family quality of
life should be an outcome of policies and services (Bailey et al., 1998;
Accreditation Council, 1995; A. Turnbull et al., 1999; H. Turnbull &
Brunk, 1997). Research in conceptualizing and measuring the quality of life
of individuals with disabilities has far exceeded comparable work focusing on
the family quality of life (Brown, Brown, & Bayer, 1994; Brown, 1997;
Cummins, 1997; Felce & Perry, 1997; Gardner & Nudler, 1999; Renwick,
Brown, & Nagler, 1996; Schalock, 1996, 1997, 2000). Researchers are just
beginning to conceptualize and develop a taxonomy and a corresponding
measurement system for family quality of life domains and indicators and
thus for policy and program outcomes.

Our theory of change related to family quality of life outcome is as
follows:

1. Core conceprs of disability policy and overarching generic principles
should shape policy (statutes, regulations, and court cases) at the
federal, state, and local levels, and across the three strands of educa-
tion, social services, and health care.

2. Dolicy shapes service delivery structures and processes at the federal,

state, and local governmental level and across the three strands of
education, human and social services, and health care.

3. Enhanced family quality of life results when policies and services are
infused with the core concepts and principles, provide for horizon-
tal implementation, and are delivered through partnerships.

4. Family quality of life domains or indicators should influence and be
integral to core concepts and principles, so that, in turn, the core
concepts’ and generic principles’ impact on policies and services will
advance family quality of life.

5. Accordingly, there should be an unbroken loop in the relationship
among core concepts and generic principles, policies, services, and
family quality of life outcomes.
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Our new research paradigm, then, relates to the outcomes of the new
paradigm. Fundamentally we seek to “fix” multiple environments (see Figure
4.2) through new-paradigm research, rather than to “fix” the child or fam-
ily, as was characteristic of old-paradigm research. We emphasize how
research can result in a transformed ecology within which families, includ-
ing children and youth with disabilities, can flourish as they interact with
professionals within a responsive policy and service-delivery context
(Garlow, Turnbull, & Schnase, 1991; Jones, Gatlow, Turnbull, & Barber,
1996; A. Turnbull et al., 1999; H. Turnbull, Garlow, & Barber, 1991).

The Analytical Framework as a Basis for Research Activities

Our analytical framework (Figure 4.4) is the basis for our research on
understanding and then enhancing family quality of life. Inherent in our
research are efforts to develop measurement tools and to use them to carry
out a research agenda that consists of policy analysis, explanatory research,
and program evaluation or quality enhancement.

Development of Measurement Tools

Overview. Perhaps the main reason that family quality of life research is
in its infancy is that very little work has occurred in conceptualizing it and
advancing a corresponding measurement system. Table 4.2 shows three stud-
ies we are carrying out, in which we have developed scales, indices, and
matrices that we will use in our research.

*  Scales have a validated factorial structure with domains and respec-
tive indicators. They will be used for explanatory research involving
structural equation modeling.

Indices are developed from the factorial structure of scales. They are
shorter than scales and will be used for policy analyses or enhance-
ment and program evaluation or enhancement.

e Mairices have been developed to assess the extent to which the core
concepts of disability policy and domains of family qualicy of life are

incorporated into federal and state statutes.

Table 4.2 gives a synopsis of our three research studies on developing
measurement tools. It identifies the purpose, key research questions, research
design, and current findings that have been or are being developed. To put
our work into context, we briefly highlight the findings from each of these
studies and then relate them to the Poston family.

To identify and define the core concepts of disability policy, we (a) ana-
lyzed the Constitution of the United States, Bill of Rights, and 58 cases from
the U.S. Supreme Court or other precedent-setting decisions of other courts
interpreting these documents; (b) analyzed neatly 45 Acts of Congress or
pending bills; (c) carried out a literature review; and (d) conducted focus
groups and individual interviews with policy leaders, senior-level program
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administrators, and family advocacy organization leaders at the federal and -
state-regional levels (H. Turnbull et al., 2001). Table 4.3 identifies and
briefly defines the 18 core concepts; Table 4.4 indicates how six core con-
cepts relate to family quality of life (as exemplified by the Poston family) and

how the core concepts can conflict with each other when applied.

Table 4.3

Core Concepts of Disability Policy

Disability Policy
Core Concepts
Principles
Antidiscrimination

Autonomy

Empowerment/
Participatory

Decision Making

Privacy &
Confidentiality

Liberty

Protection Against
Harm

Definition and Constitutional

Statutes, generally known as "civil rights acts,”
make it illegal to discriminate against a person with a
disability solely by reason of the person’s disability.

A person with a disability or the person’s family has
a right to consent, refuse to consent, withdraw consent,
or otherwise control or have choice over what happens
to him or her. Sometimes the concept of autonomy is
expressed as "independence,” "self-determination,” or
“full participation.”

These are the means by which a person or family
or a duly appointed surrogate secures what he or she
wants from a service provider system; the means is
through participation with the system in consenting
(see "autonomy") or otherwise participating in the
decision-making processes by which the services that
will be received are planned, developed, implemented,
and evaluated.

Privacy refers to protection against unwarranted
governmental interference in decision making that
affects private interests. Confidentiality refers to infor-
mation concerning one’ self or family; it includes the
person’s or family’s access to the information, rights of
correction and expungement, and control over access
to it by others.

A person has the right to be free from unwarranted
physical or other confinement by a government. Related
is a claim to be treated with respect and dignity.

A person has the right to be free from harm while
in state custody or in the care of such private individu-
als as family members or other caregivers.

(table continues)
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(table 4.3 continued)

Disability Policy Definition and Constitutional

Core Concepts

Principles

Individualized & These services are specially tailored to meet the
Appropriate needs and preferences of individuals with disabilities
Services and their families. |

Capacity-Based

Services

Classification

Productivity &
Contribution

Integration

Family Integrity &
Unicy

The evaluation of the unique strengths and needs
of a person with a disability or the person’s family is the
basis for capacity-based services. It includes a person-
or family-directed evaluation of their resources, priori-
ties, and concerns and their identification of the serv-
ices necessary to enhance their various capacities. The
term reflects the "strengths" perspective and rejects the
"pathology” perspective.

Classification includes the processes (ways) and the
standards (criteria) by which a person with a disability or
the person’s family qualifies (becomes eligible) to benefit
from certain laws (antidiscrimination or other rights or
entitlements). Sometimes eligibility is based on the sever-
ity of a person’s disability or the family’s extent of need.

Productivity refers to engagement in income-pro-
ducing work and contribution refers to unpaid work

‘that benefits a household or community. A synonym

for productivity is economic self-sufficiency.
A person with a disability has the right not to be
segregated, solely on the basis of disability, from people

who do not have disabilities and not to be barred from

_participation in services that serve people who do not

have disabilities. The prohibition against segregation
includes a mandate for integration into generic services
(as appropriate) and into the most typical environ-
ments (as appropriate).

Policy presumes in favor of preserving and
strengthening of the family as the core unit of society.
That policy is reflected in services that maintain the
family intact, assure responses to all family members,
and respond to the family based on its cultural, ethnic,
linguistic, or other socioeconomic traits and choices.
Related are the concepts of family centeredness and
cultural responsiveness.

(table continues)
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(table 4.3 continued)

Disability Policy Definition and Constitutional

Core Concepts

Principles

Family- These services respond to the needs of the entire

Centeredness to
Services to Whole
Family

Service
Coordination &
Collaboration

Cultural

Responsiveness

Accountability

Prevention

Capacity

family of a person with a disability. They (a) support
families to raise their children with disabilities in the
family home, (b) strengthen the role of the family as
the primary caregiver, (c) maintain the family’s intact-
ness and unity, and (d) reunite families with their chil-
dren who have been placed out of the family home.

Activities assist individuals with disabilities or their
families to access and then to benefit from services
from more than one provider system (interagency) or
within a single provider system (intra-agency).

 These services respond to the beliefs, values, inter-
personal styles, attitudes, cultural, ethnic, linguistic, or
other socioeconomic traits of the person or family and
therefore have the greatest likelihood of ensuring max-
imum participation of and benefit to the person or
family.

Accountability includes various methods of achiev-
ing the specified outcomes of services, especially proce-
dural safeguards (legal accountability via procedural
due process) and program-improvement measures.

Prevention services seek primary, secondary, and
tertiary prevention of disability.

A service delivery system should have the capacity
to implement any one or more core concepts, as appro-
priate for that system.

We have identified the following 18 core concepts of disability policy:

(a) antidiscrimination, (b) autonomy, (c) empowerment, (d) privacy and

confidentiality, (e) liberty (physical), (f) protection from harm, (g) indi-
vidualized and appropriate services, (h) capacity-based services, (i) classifi-
cation, (j) productivity, (k) integration, (I) family integrity, (m) family
centeredness, (n) coordination and collaboration, (o) cultural responsive-
ness, (p) accountability, (q) prevention, and (r) professional capacity.
Together these core concepts form the necessary components of policy that
we assume, theoretically, to advance the quality of life of individuals with
disabilities and their families.
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_ Table 4.4
Illustrative Core Concepts as They
Relate to the Poston’s Family Quality of Life

Service Coordination and Collaboration

Without service coordination, A] might not benefit from the many serv-
ices and supports that are available (productiviry domain), and Denise would
be very stressed trying to do it herself or feel guilty that she could not do it her-
self (emotional well-being domain). The specific tasks involved are to (a) find,
hire, and train assistants for AJ, (b) put together a schedule of activities and
goals at home and in the community that are coordinated with AJ’s educa-

tional activities and goals, and (c) manage, supervise, and coordinate and be

accountable to AJ, Denise, and the other support team members.

Protection From Harm
Family-Centeredness
Integration
Family Integrity

During AJ’s aggressive outbursts, he has the potential to harm himself
and other family members, especially Denise (physical environment
domain). Here there is a tension between the core concepts. By temporarily
admitcing him to the hospital, the Poston family chose to pardially limit AJ’s
integration into the family (family interaction domain) and community as
well as suspend family integrity so that (a) all family members can be safe,
(b) the Poston family can be strengthened through supports and services,
and (c) AJ can get a thorough psychopharmological evaluation.

Empowerment

The Poston family has chosen to convene a GAP (Group Action
Planning team, which is a form of person-centered planning) to bring
together friends and professionals from different service systems on an infor-
mal basis (advocacy domain and social well-being domain). The GAP serves
to (a) bring information and options to the group, (b) provide input and
support for Denise as she participates in the decision-making processes of
the service systems, and (c) assist with service coordination.

These 18 core concepts of disability policy reflect nine principles. The
first three principles—life, liberty, and equality—mirror the doctrines of our
federal (written) Constitution, are the fundamental law of the land, and
reflect our cultural, political, philosophical, and legal traditions. These are the
Constitutional principles. Three other principles—dignity, family as founda-
tion, and community—-reflect widely held societal ethics, values, beliefs, and
ideals. These are the ethical principles. The last three principles—capaciry,
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individualization, and accountabilitcy—incorporate the qualities (capacity),
foci (the individual beneficiaries), and procedures (legal and other accounta-
bility safeguards) that must be included in any policy to support its success-
ful implementation. These are the administrative principles.

In addition, we have identified from our respondents’ comments approx-
imately 200 factors that facilitate, impede, and in other ways affect the devel-
opment and meaning of core concepts and the translation of the core concepts
into practice (e.g., administrative changes, shortfall in budget). These influ-
encing factors affect policy development implementation, service delivery, and
systems change across all sectors of the human service system.

To help policy makers, program administrators, and policy advocates
apply our research on core concepts, we are developing three tools to meas-
ure core concepts: a matrix and two indices. The Disability Policy Core
Concepts Matrix for Policy Analysis performs two levels of analysis: (a) the
extent to which it is appropriate for a federal or state statute to reflect specific
disability policy core concepts, and (b) the extent to which the statute
reflects coberence with disability policy core concepts.

Because statutes have different purposes, it is not appropriate for every
disability policy core concept to be incorporated into every statute. For
example, it is arguably more appropriate for IDEA to reflect the concept of
productivity than it is for the Developmental Disabilities Assistance and Bill
of Rights Act (1995) to do so. This is so because IDEA has the explicit affir-
mative purpose of providing an appropriate education so the student will
secure employment after leaving school. By contrast, the Developmental
Disabilities Act creates statewide, systems-change opportunities, only some
of which are related to productivity. Thus a first task for policy analysis is to
establish a reliable rating of appropriateness.

An analysis is also needed of the extent to which statutes are coberent with
respect to core concepts. Coherence addresses the consistency with which
statutes incorporate the disability core concepts throughout all of their parts.
For example, the administrative provisions of the law can align closely or weakly
with the law’s basic provisions, thus strengthening or weakening its implemen-
tation of core concepts. Thus coherence recognizes both the incorporation of
the core concepts and internal consistency of adherence to the core concepts.

The two indices—Disability Policy Core Concepts Index for Families and
Disability Policy Core Concepts Index for Service Providers—enable families
and services providers, respectively, to assess the extent to which they believe
it is important to incorporate the appropriate core concepts into service
delivery and the extent to which they are satisfied that the appropriate core
concepts are being coberently incorporated.

Measurement Tools for Partnerships. We began the process of develop-
ing partnership measurement tools by thoroughly reviewing partnership-relared
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literature. Our review led us to conceptualize partnerships in the way that is
shown at the top of Figure 4.5. This original conceptualization depicts partner-
ships at three commonly accepted levels—family members or service provider,
intra-agency, and interagency. It also categorizes partnerships into interpersonal
or structural components. Finally it suggests that cooperation, coordination,
collaboration, and integration exist on a continuum from minimal to maximal
partnerships, and it reflects our assumptions that service integration represents
the most intensive level of partnership at the interagency level and that trans-
disciplinary teams are the most intensive partnerships at the intra-agency level.

Through our focus groups and individual interviews with family mem-
bers and professionals, we identified six partnership domains and indicators
associated with each domain. Table 4.5 reflects our analysis of the data from
the focus groups and interviews. It identifies each domain and the associated
indicators; it also exemnplifies (via the Poston family) how these domains and
indicators can impede or facilitate family quality of life. Figure 4.6 shows the
process we followed to develop the partnership scale.

Our data suggested that our original partnership conceptualization
(Figure 4.5) was inaccurate in terms of interpersonal partnerships at each of
the three levels. Originally we hypothesized that the interpersonal partner-
ships would be different at each level and would therefore require different
measurement tools. In our focus groups and interviews, however, family
members and professional participants alike spoke about communication,
trust, respect, commitment, equality, and skills or competence in very simi-
lar ways, whether they were talking about coworkers on the team, colleagues
on an interagency planning group, or parent-professional relationships. We
concluded that the characteristics of interpersonal partnerships may be uni-
versal across all levels of partnership—hence, our revision of the partnership
model as shown in the bottom of Figure 4.5.

We are designing two parallel scales. The Interpersonal Partnership Scale:
Family-Professional will be completed by families and will focus on family-
to-professional partnerships. The Interpersonal Partnership Scale: Professional-
Professional will focus on professional-to-professional partnerships and will
be applicable to both intra-agency and interagency relationships. We also are
developing a series of indices that will be helpful to families, agencies, and
professionals to assess their satisfaction with the partnerships in their organ-
izations and community and to identify areas for program enhancement.

We are field testing each scale in eight states, including a range of
urban, suburban, and rural settings. We are asking each of 300 families to
identify the primary care provider (or a coprimary care provider if this role
is shared) who has the major interaction with professionals in services that
the child with the disability receives. The Interpersonal Partnership Scale:

Family-Professional asks respondents to rate the importance of items to
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them. To determine the factional validity of this scale, we are conducting
1 confirmatory factor analysis. The primary purpose of this confirmatory
factor analysis is to help us determine if the indicators that we conceptu-
alized as “fitting” in each domain are actually appropriately related to that
concept. In addition, we hope to be able to make comparisons about the
degree of importance parents place on these domains of interpersonal part-
nership at different child ages and on different types of services (health,
education, or social services). We also hope to be able to determine
whether families from different socioeconomic backgrounds, ethnic

groups, and geographical locations differ in the relative emphasis they give

to these domains of partnership.

Table 4.5
Domains and Indicators of Interpersonal Partnerships

Domains and Indicators Examplés of Positive and Negative Partnerships

Communication "AJ’s new teacher and I have a longstanding
relationship that started - before AJ started at
school there. | know he will really tell me like it

* Resource sharing

* Hon.esry is...it may take a while for him to find the best

* C_larlty way to say something, but he is always honest
* Listen . with me about what he thinks is best for AJ."

* Information "There is nothing worse than people not

coordination returning phone calls. When [ was trying to

* Positive choose a case manager for AJ, people I called from

communication  several agencies never returned my calls. I don’t

* Openness want to have to fight for such a simple thing as

* Frequency returning calls.”

Trust "Before we moved, A] had a behavior consult-

ant whom both he and I could count on. She would

* Reliability come over to the house if AJ were having an episode.

* Safety She always followed through on whart she said she

e Discretion was going to do—training staff, developing instruc-

tional materials, or just calling to check on us."
"When AJ was having some trouble in the
self-contained class, the special-education director

recommended a "distraction-free work area." This -

sounded like a good idea to me, . . . but when I
finally went to see it, what I saw was the time-out
booth they had built for him several years ago—a
padded 6-foot-square box that he spent most of
his day in. After that, I knew I had to question

everything this person said to me."
(table continues)
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(table 4.5 continued)

Domains and Indicators

Respect
¢ Child valuing

* Courtesy
+ Non-intrusion

* Nonjudgmenial

¢ Nondiscrimination

Examples of Positive and Negative Partnerships

When AJ was having a series of violent
tantrums and we had to call the police, T was so
afraid that, once we got involved in the law enforce-
ment system, both AJ and I would be lost in the
bureaucracy of a system that deals with people who
are not generally very nice people. I expected to feel
like we didn’t belong there. But they made me feel
very at ease, treated me with respect—I had
expected to be treated like a criminal, but I was
treated as a mom who was going through a rough
time with her son. Both the police officer and the
juvenile intake coordinator were very nice, seemed
caring, and understood that it was a difficult time
for both of us. I'm calling officer Matt’s supervisor
and to let him know how good officer Matt was
with AJ. This whole experience has really eased my
sense of dread concerning the police.”

"At AJ’s school in our old community, it was
clear to both AJ and me that his teacher did not
like him. She saw him only as a bundle of behav-
ior problems. All her notes to me were negative,
what bad behavior he had, what work he didn't
complete; she never saw him as having potential.
She didn't share at all in the vision I had for him.
That, more than anything else, contributed to my
feeling that I could never make positive things
happen for him as long as she was there.”

Commitment

* Commit

¢ Access

 More than job

* More than a case
* Encourage
 Consistent

« Flexible

e Sensitive

"When we were getting ready to move to the
new community, we were talking about how best
to prepare AJ for the transition. We all agreed that
he should come visit the new school iefore he
started, get to know some of the teachers and stu-
dents, and get to know his way around. I thought
thar task would fall to me. But the behavior con-
sultant, who really wanted AJ to succeed, volun-
teered to arrange her schedule to be with him for
a whole day. She even drove him over there in her
car. Since the move, we have kept in touch. She is
one of AJ’s ‘cheerleaders’.”

"When I was interviewing case managers after
the move, one let me know that she would not be
available for any evening meetings at all. It made
me feel like she really didn’t care about the fami-
lies she was working with."

(table continues)
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(table 4.5 continued)

Domains and Indicators

Equality

» Clout

* Validation

* Reciprocity

e Harmony

* Empowerment

* Options

» Advocate

e Place to the table
* Equal

Examples of Positive and Negative Partnerships

"I've always felt like an equal member of AJ’s
IEP team, but when Jim was evaluated for special
education, the staff, especially the school psycholo-
gist, counselor, and resource room teacher, really
made me feel part of the team. They made me feel
good about how I was doing as a parent. They also
respected my opinion concerning behavioral inter-
ventions that they set up for Jim. They didn’t look to
me as having all the answers, but we all felc that if we
worked together, we could figure something out.”

"There was one time that [ really felt like the
doctors almost went out of their way to make me
feel stupid. Thankfully, it wasn’t here. It was in
Germany, when AJ was 2 and he went in the hos-
pital for a brain stem auditory response test. ]
spoke good enough German, so I knew the prob-
lem was not a language barrier. They acted like I
didnt need to know any of the results because I
was just a mother—only educated and trained
doctors knew what all those charts meant. I really
had to push to get the least little bit of informa-
tion. We ended up having the test done again in
the American military hospital.”

Skills

* Action

- Special needs met
e Learn

* Expectations

* Holistic

"AJ’s new teacher is really good in many ways.
First of all is his experience with AJ and lots of other
kids. He plans and prepares for AJ’s success by devel-
oping a visual schedule that A] needs, by talking to
the kids on the bus about AJ, and by working with
each of his different teachers to help them understand
how to best work with AJ. I feel that if he didn’t do
this, A] would not be successful in school, and I
would worry constantly about how school is going."

"Sometimes I get so tired of hearing people say,
‘I' dor’t know’ and not offering to help find out.
One of AJ’s case managers told me one time, “Well,
I don’t know anything about that; when you find
out could you let me know? Well, I'm happy to
share information, but it would have been nice if she
would have said something like, “We all need to
know about that—Ilet me find our about it, and I'll
let my colleagues and you know as soon as I do.” But
[ fele that I had one more thing that I had to go do
now. 1 didn’t have the time or the energy at that
point, so it never got done.”
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Original Conceptuatization

Revised Coneepinalization

| Figure 4.5 Original and Revised Partnership Models
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Measurement Tools for Family Quality of Life Outcomes. We are fol-

lowing the same process to develop family quality of life tools as we are using

in the partnership study (see Table 4.2 and Figure 4.6). The Family Quality
of Life Scale for Families has comprised 10 domains—4 domains that are a
function of the family unit as a whole and 6 that primarily function at the
level of the impact of individual members on the family unit as a whole. The
domains at the level of family unit were family interaction, daily life, par-
enting, and financial well-being. The domains at the individual level were
emotional well-being, health, productivity, social well-being, physical envi-
ronment, and advocacy. Table 4.6 identifies and briefly defines the original
10 domains, identifies the major indicators associated with each domain,
and illustrates them via the Poston family.

Table 4.6

Family Quality of Life Domains, Indicators,
and Poston Family Examples |

Domains and Indicators Denise’s Perspectives

Family Interaction "We have dyads in our family, but limited inter-
* Relationships action among the three of us. AJ and Jim’s rela-
o Communication tionship consists of ignoring or teasing and
o Roles fighting. I would love to be able to do something
e Tnteractional asa famxl):' without the constant bickering back
environment and forth.
ny» . K
Daily Family Life I'm stressed a little about the afternoon after-

« Household chores School pick-up routine. The boys’ schools both
get out at the same time, and they are in differ-
ent locations. I have to pick Jim up and then
race home to make sure I am there when AJ’s bus
drops him off. If ’'m not there, he might not get
off the bus, or he would get upset because I'm
not there. I need to be able to be in two places at

* Providing care
* Daily routine

once."
Parenting "I try to stay consistent with expectations for the
« Teaching/guiding boys, but it’s difficult. Jim sees that the standard
« Supervising is different of him than for A]. We have chores,

allowance, bedtimes, and family rules. I think it
helps set the tone for how I expect them to be-
have. It’s difficult, being a single parent, to always
be consistent—they sure can wear me down!"

* Discipline

(table continues)

——

—
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(table 4.6 continued)

Domains and Indicators

Financial

Basic necessities
Health care, edu-
cation, & trans-
portation costs
Extras

Sources of income
Money manage-
ment/ financial
assistance

Denise’s Perspectives

"I wanted the kids to go to a specific school in
town, so I had to find a house to rent in that
area. It just happened to be a newer area and
much more expensive than other areas in town.
I found a place, but it is smaller than I
wanted—I had only so much to budget for rent
and had rto sacrifice space for location.”

Emotional Well-Being

Positive thinking
Identity

Personal harmony

* Adaptability

* Stress management

Control

"With AJ in the state hospital now (temporar-
ily), how am I to define my role as mother?
Although it was difficult to care for him some-
times, at least my role was clear—there was daily
caring and shepherding that took place. Now
I'm still confused about how to ‘be’. How do 1
be a woman, separate from my role as Mom?"

Health

Physical
Mental

» Access to health

care

Strategies to
promote health

"Thank goodness we are all fairly healthy physi-
cally. I don’t know how I could handle every-
thing that goes on if I were sick or had a chronic
illness. For us, finding doctors is an important
thing, but not critical. Our mental health is
another matter. We are doing okay, but I feel
that mental health services are critical to keeping
me able to go on. So now, I'm ‘shopping’ for a
counselor. No one I knew had anyone they
could recommend, so 'm calling different coun-
selors, asking first if they accept our insurance,
and then trying to figure out over the phone if
he or she would be a good counselor for me. I've
seen two different people. Although they were
good, I still feel like I need to keep looking."

Productivity

School
Work life

Leisure

 Personal

development

*» Accomplishment

"School is a challenge for Jim—he’s a smart kid,
but unless he has a teacher who is flexible and
has a sense of humor, he can get into trouble
real easily. How he does in school has a direct
relationship on his self-esteem. So we work hard
to do what we can to help him succeed."

(table continues)
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(table 4.6 continued)

Domains and Indicators

Social Well-Being
* Relationships
* Social belonging
* Social support

Denise’s Perspectives

"The biggest impact of our move on Jim was
losing his friends. We are still close enough thar
he can see them every once in a while—but it
takes a lot of effort to make that happen. He
only has one friend in the new town so far. But
I'm hoping he can make some friends in the
neighborhood, at scouts, in church, and at
school. For Jim, friendships are very important.
He is really a social animal.”

Physical Environment
(safety, space, &

comfort)
* Home
* School
* Work
* Neighborhood &

community
environment

"Our new home is much smaller than the one
from which we just moved. This could be good
news—once | get everything put away, it will be
much easier to keep clean. I miss the space
though. This house is bright and comfortable. 1
like it here and so do the kids. We were lucky to
find a place in the right neighborhood (for
schools), with a fenced yard for the dog, that is
pretty much affordable. Now I just need to keep
AJ from putting holes in the walls—during his
last tantrum he broke three doors. So now I'm
searching for a handyman to keep the things
repaired without going through the landlord."

Advocacy
o Skills
e School
e Health
* Human service

¢ Government
benefits

"Everything having to do with ‘the system’ is
always so difficult. I cringe when I think I'm
going to have to ask someone for something out
of the ordinary. I probably should do more work
with the system to improve things for AJ, but I
seem to have no energy to do this—what I do I
do out of absolute necessity or guilt. I wish
advocacy didn’t depend so much on me."
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PAR = participatory action research.

Figure 4.6. Steps in constructing family partnership and family quality of life

scales, indices, and matrices.
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We have field tested the scale with approximately 1,200 families of chil-
dren with disabilities. In conducting the confirmarory factor analyses, we ana-
lyzed separately for family roles (e.g., mothers, fathers, individuals with a
disability, and siblings). As a result of this field test, we reduced the number
of family quality of life domains from 10 to 5 (Park et al., 2003): family inter-
action, parenting, support for the family member with a disability, family
resources, and health and safety. In addition, we revised our family quality of
life survey so that we included 41 different items, and we simplified the lan-
guage that describes those items so that families can complete the survey more
easily. In an additional analysis, we are exploring the impact of socioeconomic
status, geographic location (urban, rural, suburban), lifespan stage, and pos-
sibly race or ethnicity. We also are examining different ways of aggregating the
individual family member scores to attain an overall family score. |

Figure 4.7. Structural model for explanatory research.

Once we develop the Family Quality of Life Scale for Families, we will
convert it to a Family Quality of Life Index for Families and a Family Quality
of Life Index for Professionals. Families and professionals will use these indices
to report their perceptions of importance and satisfaction with how family
quality of life domains are incorporated into service delivery.
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The final measurement tool related to family quality of life is a Family
Quality of Life Domain Matrix for Policy Analysis. This matrix will be used to
assess federal and state statutes in terms of the appropriateness of incorporat-
ing family quality of life domains in the statutes and the coberence with
which family quality of life domains are incorporated into the statutes. We
will construct and use this matrix in a way that is similar to the way we con-

struct and use the Disability Policy Core Concepts Matrix for Policy Analysis.

Overview of Programmaric Research Agenda

With the analytical framework guiding us and with these measurement tools
enabling us, we are carrying out a research agenda on three levels: policy analy-
sis, explanatory research, and program evaluation and quality enhancement.

Policy Analysis. As we explained earlier, we are developing tools for
analyzing policy and practice. With the two matrices, we are analyzing fed-
eral and state statutes o determine the degree to which they incorporate one
or more of the disability policy core concepts (see Table 4.3) and family qual-
ity of life domains (sec Table 4.6) (H. Turnbull, Beegle, & Stowe, 2001; H.
Turnbull & Stowe, 2001).

Based on that policy analysis, we are developing a Disability Policy Grade
Card. This card, developed for each statute that we analyze, describes the extent
to which the statute (i.e., formal policy) advances the disability policy core con-
cepts and family quality of life domains. More important, the grade card serves
as a basis for policy enhancement through the legislative route (e.g., amend-
ments to existing statutes and enactment of new laws) and/or the executive
agency route (e.g., amendments to existing regulations, promulgation of new
regulations, and adoption of guidelines governing the content of competitive
contracts, grants, and cooperative agreements). In providing technical assistance
to federal and state policy leaders, we give priority to statutes that are deemed
to be highly appropriate for incorporation of disability core concepts and fam-
ily quality of life domains but have low coberence.

Explanatory Research. Using the measurement tools, we can examine
statistically the relationships among the core concepts of disability policy,
service provision offered through partnership arrangements, and family qual-
ity of life outcomes. Based on the analytical framework, our hypothesized
structural model (see Figure 4.7) suggests that a family’s perceived quality of
life is positively related to the services the family receives, and that the
processes through which the services are delivered (incorporation of core con-
cepts through authorized policies and empowering partnerships at the family-
service provider, intra-agency, and interagency levels) will mediate the
relationship between the services and the family quality of life outcomes. We
are testing this structural model separately for each of the three service strands
of education, human and social services, and health. We are also testing it in
programs that are explicitly aimed at integrating services across strands.
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In addition to investigating the mediating factors of this structural
model, the relationship among the various factors can also be investigated in
light of the family’s structure (e.g., single-parent status), cultural and lin-
guistic diversity characteristics, and socioeconomic level. As we stated earlier,
these are the variables that have been found to place families of children with
disabilities at highest risk (Fuijiura & Yamaki, 1997, 2000; LaPlante et al.,
1996; Newacheck & Halfon, 1998).

Program Evaluation and Quality Enhancement. For policy analysis
and explanatory research to benefit families (including children and youth
with disabilities), we will be in a position to conduct thorough program eval-
uation and quality enhancement processes within strand-specific programs
and in programs that reflect service integration. The Council on Quality and
Leadership in Supports for People With Disabilities has taken a leadership
role in combining principles of total quality management, reengineering,
and disability state-of-art concepts (Gardner & Nudler, 1999). The Council
focuses on personal outcomes for adults with developmental disabilities. We
hope to extend the Council’s work by focusing on outcomes for families of
children and youth with disabilities, especially those families with single- -par-
ent status and lower socioeconomic status.

Research on an enhancement process should focus on increasing the
incorporation of disability core concepts and family quality of life domains
into services, infusing an empowering process into the family-service provider,
intra-agency, and interagency partnerships, and ultimately increasing family
quality of life outcomes. An appropriate methodology is a multiple- case-study
design that allows for the analysis of individual cases as subunits as well as
cross-case analyses designed to identify patterns (Yin, 1994). Case study
methodology is a valuable means for exploring the impact and process related

to quality enhancement (Campbell, 1994; Gardner & Nudler, 1999).

Implications of Our Research

In this section, we will discuss implications of our research for improv-
ing the sociopolitical context, enhancing interpersonal and organizational
partnerships, and shaping a future research agenda related to enhancing fam-
ily quality of life.

For Improving the Sociopolitical Context

It is axiomatic within the new paradigm that policy is an environment
that affects individuals with disabilities and their families. It is also axiomatic
that those who have knowledge too often are irrelevant to those who have
power. On the one hand, there are the generators and transmirters of knowl-
edge (collectively, researchers); on the other, there are politicians and legisla-
tors, bureaucrats, and advocates (collectively, policy makers). This suggests
two challenges: first, to connect the researchers and policy makers to each
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other and to answer the “so what?” question (now that we know something,
s0, what do we do with that knowledge?), and, second, to assure that research
is both disseminated and used. Beyond mere dissemination and utilization,
there is also the challenge of solidifying good policy and practice and then
assuring that what is solidified does not become fossilized. To these ends,

several strategies are apposite (H. Turnbull & A. Turnbull, 1996):

*  create model statutes, regulations, and practice protocols;

* create teaching and technical assistance modules that contain the
model statutes, regulations, and practice protocols and that are eas-
ily adaptable to multiple formats (e.g., print, voice, e-mail, and
Internet);

' secure the use of the models and modules by state and local gov-
ernmental policy leaders and their national and state associations
(e.g., National Governors Association, National Conference of State
Legislatures, National Association of State Directors of Special
Education);

* secure the use of the models and modules by institutions of higher
education as they carry out preservice and in-service (continuing)
education of professionals and consumers;

* secure the use of the models and modules by advocacy organiza-
tions; ‘

* persuade “insiders” to adopt the models, for it is always the case that
a few members of a legislature, of an executive cabinet, or of a staff
are the “play makers” in making or carrying out good policy.

For Improving the Service Delivery System

We have identified and measured the aspects of interpersonal relation-
ships among the partners working with a family—those aspects that foster
positive partnerships among members of the team and among professionals
and family members. Assuming that our measures are validated, we will
move both forward and backward in our analytical framework. That is, we
will address several questions:

_* What are the potential antecedents of positive partnerships? What
are the administrative decisions, organizational procedures, and
policies that nurture positive interpersonal partnerships among fam-
ilies, intra-agency and interagency team members? Our current
work is focusing on identifying structures that we may consider
“candidates” for having impacts on positive partnerships.

e Do these targeted structures and policies indeed have an impact on
interpersonal partnerships, as we are measuring it? This will require
a series of research studies, ranging perhaps from intervention
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research to identification and measurement of exemplary programs
across the country.
* Do positive partnerships also have a positive impact on family qual-

ity of life?

In general, our vision for the most direct application of this work is to
provide policy makers, administrators, professionals and families with the
ability to make targeted decisions and policy changes. We expect to develop
self-assessment tools that will enable agencies and communities to identify
strengths and challenges in the quality of their partnerships at all levels, use
the tools to diagnose or identify those structural aspects of their organiza-
tions that require modification to improve partnerships, and measure the
effectiveness of any innovations or changes made in their partnerships.

For a Future Research Agenda

One challenge in family quality of life research is to discover how to
aggregate data to address the family as the unit of analysis. Typically research
uses only mothers or, in far fewer cases, fathers as the unit of analysis when
purporting to measure family perspectives. When we analyze our field-test
data, we will investigate various ways to calculate a “family score” or a “fam-
ily profile” from the scales that are filled out by several family members.
Simple addition will not be the best representation of the family score,
because the nature and degree of different family members’ impact on the
overall family is not the same. Different cultures have alternative interpreta-
tions of appropriate roles and influence of various family members (Lynch
& Hanson, 1998); thus the aggregation of family scores must be highly cul-
turally sensitive. Our challenge is to evaluate the potential benefits and draw-
backs of analyzing scores separately for each individual family member
compared to analyzing scores that aggregate family data.

Regardless of whether scores are individually reported or are aggregated,
our participatory action research partners have consistently warned us that
they fear that our scale might be misused by agencies to judge families as-
pathological or used as the basis of withholding services and supports from
families. Thus we are committed to ensuring that this scale and others will
not be used to harm families in any way. Instead, we will stress that our fam-
ily quality of life tools can be used to measure the extent to which services
meet the expectations of families; this is consistent with a new paradigm of
“fixing” multiple environments. The old paradigm only assesses families and
then uses scores to determine how they might be “fixed.”

Future research can also create a database that accumulates and aggregates
the scale results from diverse families. Policy makers can use this database to
gain information about the impact of policies on the quality of life of fami-
lies of children with disabilities according to various family characteristics
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(e.g., socioeconomic status, ethnicity, geography, or the severity and type of
the family member’s disability). Furthermore, this large database will enable
researchers to establish patterns of family responses thar are impossible to
establish with smaller, localized samples. Jim Gardner at the Council on
Quality and Leadership in Supports for People With Developmental
Disabilities has created a model of such a database related to quality of life
outcomes for individuals with developmental disabilities.!

In the future, researchers will be able to use the Family Quality of Life
Scale for Families to measure families’ satisfaction with their quality of life.
This scale can be used in several ways:

* as a planning tool to establish individually railored service or sup-
ports plans for families by determining the family quality of life
indicators that are important to them and the extent of their satis-
faction on those indicators;

* as a strengths assessment by identifying a family’s individual, collec-
tive, and environmental assets, which will establish the direction
and means of supports and services;

* as a longitudinal evaluation of service delivery and policy reform,
since the ultimate outcome of changes in service delivery and policy

would be enhanced family quality of life.
Before the Family Quality of Life Scale for Families is used as a planning

tool, we need to explicate the issues that families may want to consider
related to each of the domains. We envision having a supplemental checklist
for each domain. The checklist will enable families to engage in individual
and family reflection about priorities, possibilities, and the nature of the
services and supports that would be most helpful to them. The development
of these domain-specific checklists is one of our major research agendas.

A Year Later: A Future Day in the Life of the Poston Family

AJ has learned to wake on his own with help from an alarm clock.’
Our GAP group recommended the clock as a way to help AJ be
more independent and make things run more smoothly in the
mornings. One of his personal assistants started coming at 6:30
A.M. to help him learn to get up with the alarm. Now I don’t have

to cajole him out of bed in the morning.

Both boys are doing well in school. Jim has a lot of homework, but
we don’t argue about it as much anymore. I think the counseling has

1. See the website of Council on Quality and Leadership in Supports for People With
Developmental Disabilities, National Center on Outcomes Resources: htep://www.the-
council.org
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really helped him learn to communicate his feelings and take more
responsibility for his own actions. We finally got Jim matched with
a “Big Brother.” Having a male role model in his life has been good
for him. He has so many friends at school, scouts, and church thar
[ can hardly keep up with his schedule. It has made my role as taxi
mom harder, but he is so happy.

AJ is also blossoming at school. He goes to five different classes. The
school staff has done an excellent job of modifying the curriculum
so that he is learning the same subject matter as the other kids, but
geared to his level and learning style. He is participating in a lot of
after- school extracurricular activities with the support of his teacher
and personal assistants. His teacher was instrumental in training the
people whom AJ’s case manager recruited. They all work together
now, applying the same behavioral supports. The new medication
helps take the edge off his impulsiveness. We haven’t seen any side
effects either, which is what I was so worried about. We have also
been concentrating on how to deescalate the aggression once it
starts.

[ feel that life is really moving along smoothly. I finally completed

my studies and received my doctorate. It sure feels good to have
reached that goal in my life. AJ’s service coordinator has taken a
huge role in coordinating and monitoring the various services and
supports for AJ. I am still very much involved, but now I'm able to
focus more time on Jim and myself. I feel much less stressed, so 1
am a much more pleasant person to be around. With the supports
that AJ has, we have actually been able to do things as a family now.
We went to a movie last night and plan to go to the church picnic
this Sunday. One of AJ’s personal assistants joins in whatever we are
doing; I guess our family has grown a litdle! That’s okay, because
they are all nice people and fit in really well with the three of us.

The new HCBS Medicaid funding policy took effect a few months
ago. The proposed policy could have been disastrous for us because
of the way the funds were to be allocated. But a group from
Lawrence—people with disabilities, family members, and service
- providers—got together with people from other communities and
mounted a campaign at the state level that forced a change in the
proposed policy. We had to cut back a litde on the amount we
receive, but not as much as it would have been if we had not been
advocates. The whole experience was good for me. I met some new
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people and feel like T really helped make a difference, not just for

our family, but also for many other families.

The Lawrence group that worked on the HCBS funding issue has
gotten back together and focused on a new project. We are trying to
start a one-stop family support coalition. If we had had something
like this when our family first moved to Lawrence, our transition
would have been so much easier. We are talking to families through-
out the community about what they think would be beneficial to
their families. It seems that most people want neighborhood-based,
family-centered and family-directed “centers” that are independent
of the existing provider systems but know about all the available
services and supports in our community. We hope to make that
happen within the next 6 months.

Denise Poston

Epilogue

One must never underestimate the power of an idea whose time has
come, the power of inertia, and the complexities of the policy environ-
ment. Family quality of life enhancement will inevitably be met by resist-
ance to change. For that reason, researchers must embrace the
complexities of all environments, understanding them and participating
in them as participatory researchers. As the Chorus in Shakespeare’s
Henry V foretold in advance of Henry engaging in the Battle of
Agincourt, combatants must “assume the port of Mars.” Here lies an apt
analogy: It is not enough to be a researcher, one must also be a warrior in
diligent pursuit of making a difference. Knowledge is power only if the
knowledgeable act powerfully.

Finally, because what we think we know changes as we conduct research,
the challenge is to solidify policy and service delivery based on what we think

“we know now and then to critically assess innovations, lest they—and our

research and knowledge—become fossilized. Winning the Battle of
Agincourt was only the first of Henry’s challenges; winning the peace there-
after was his second, and hence his marriage to Catherine of Aragon—truly
an international metaphor for an international book such as this on family

quality of life research.

Postscript: February 2002
Under the heading “General Trends,” there have been a few changes. The

text under “Demographics and Economics” should be changed to reflect the
fact that a national recession is in progress, having begun in the fall of 2000.
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The recession drastically increased the number of un- and underemployed
individuals, and it is likely that among those who are now in those categories
are many with disabilities. Likewise, the recession seriously impaired state
governments’ abilities to fund human and social service programs.

Also, the “9/11” incidents—the terrorists’ destruction of the two World
Trade Center buildings, the partial destruction of the Pentagon, and the
failed attempt to further destroy symbols of American dominion—have
skewed the federal and state governments’ budgets to such a degree that the
country’s fiscal priorities no longer accommodate human services except in
response to the “9/11” priorities. '

Under the heading “Politics: Moderation and the New Federalism,” it
should be noted that the Supreme Court continues to eviscerate federal dis-
ability policy; Congress is being guided by a powerful right wing-ultracon-
servative leadership in the House of Representatives; and the omens for
disability issues are dark.

Under the heading “Disability Trends,” the consolidation of rights is still
a priority, especially considering the attack on Individuals With Disabilities
Education Act thar has been launched by conservatives who seem to know
little abourt disability (see Finn, Rotherham, & Hokanson, 2001).

Finally, for a complete review (as of fall 2001) of the Beach Center’s
work on core concepts and disability policy, see the series of articles pub-
lished in Journal of Disability Policy Studies 12(3) (H. Turnbull, Beegle, &
Stowe, 2001; H. Turnbull & Stowe, 2001).




P

ENHANCING QUALITY OF LIFE 94

References

Able-Boone, H. (1993). Family participation in the IFSP process: Family or
professional driven? Infant-Toddler Intervention, 3(1), 63~71.

Adelman, H. S., & Taylor, L. (1997). Addressing barriers to learning;
Beyond school-linked services and full-service schools. American Journal
of Orthopsychiatry, 67(3), 408—419.

Alexander v. Sandoval, No. 99-1908, siip op. (U.S. April 24, 2001).

Allen, R. I., & Petr, C. G. (1996). Toward developing standards and meas-
urements for family-centered practice in family support programs. In G.
H. S. Singer, L. E. Powers, & A. L. Olson (Eds.), Redefining family sup-
port: Innovations in public-private partnerships (pp. 57-86). Baltimore:
Paul H. Brookes.

Amato, C. (1996). Freedom elementary school and its community: An
approach to school-linked service integration. Remedial ¢ Special
Education, 17(5), 303-309.

Americans With Disabilities Act of 1990. 42 U.S.C. § 12101 et seg.

Bailey, D. B., & McWilliam, P. J. (1993). The search for quality indicators.
In P, J. McWilliam & D. B. Bailey (Eds.), Working together with children
and families (pp. 3—20). Baltimore: Paul H. Brookes.

Bailey, D. B., McWilliam, R. A., Darkes, L. A., Hebbeler, K., Simeonsson,
R.]J., Spiker, D., & Wagner, M. (1998). Family outcomes in early inter-
vention: A framework for program evaluation and efficacy research.
Exceptional Children, 64, 313-328.

Board of Education v. Rowley, 458 U.S. 176 (1982).

Braddock, D., Hemp, R., Parish, S., & Rizzolo, M. C. (2000). The state of
the states in developmental disabilities: 2000 study summary. Chicago:
University of Illinois at Chicago, Department of Disability and Human.
Development.

Brakel, S. J., Parry, J., & Weiner, B. A. (1985). The mentally disabled and the
law. Chicago: American Bar Association.

Briar-Lawson, K., Lawson, H. A., Collier, C., & Joseph, A. (1997). School-
linked comprehensive services: Promising beginnings, lessons learned,
and future challenges. Social Work in Education, 19(3), 136-145.

Brown, R. L. (Ed.). (1997). Quality of life for people with disabilities: Model,
research, and practice. Cheltenham, UK: Stanley Thornes.

Brown, R. 1., Brown, P. M., & Bayer, M. B. (1994). A quality of life model:
New challenges arising from a six year study. In D. A. Goode (Ed.),
Quality of life for persons with disabilities: International perspectives and
issues (pp. 39~56). Cambridge, MA: Brookline.

Burns, B. J., & Goldman, S. K. (Eds.). (1999). Systems of care: Promising
practices in childrens mental health. Washington, DC: American
Institutes for Research, Center for Effective Collaboration and Practice.




95 FAMILIES AND PEOPLE WITH MENTAL RETARDATION AND QUALITY OF LiFE

Calfee, C., Wittwer, E, 8 Meredith, M. (1998). Why build a full-service
school? In C. Calfee, F Wittwer, & M. Meredith (Eds.), Building a full-
service school (pp. 6-24). San Francisco: Jossey-Bass.

Campbell, D. T. (1994). Foreword. In R. K. Yin, Case study research: Design
and methods (2nd ed., pp. ix—xii). Thousand Oaks, CA: Sage.

Campbell, P. H., Strickland, B., & La Forme, C. (1992). Enhancing parent
participation in the individualized family service plan. Topics in Early
Childhood Special Education, 11(4), 112—124.

Cedar Rapids Community School District v. Garret F,, 526 U.S. 66 (1999).

Colroft, P. (1998). Community schools: Education reform and partnership with
our nations social service agencies. Washington, DC: Child Welfare
League of America.

Comer, J. P, Haynes, N. M., Joyner, E. T., & Ben-Avie, M. (Ed.). (1996).
Rallying the whole village. New York: Teachers College Press.

Cummins, R. A. (1997). Assessing quality of life. In R. I. Brown (Ed.),
Quality of life for people with disabilities: Model, research, and practice (pp.
116-150). Cheltenham, UK: Stanley Thornes.

Dokror, J. E., & Poertner, J. (1996). Kentucky’s family resource centers.
Remedial and Special Education, 17(5), 293-302.

Dryfoos, J. G. (1996). Full-service schools. Educational Leadership, 53(7),
18-23.

Dryfoos, J. G. (1997). Adolescents at risk: Shaping programs to fit the need.
Journal of Negro Education, 65(1), 5-18.

Dryfoos, J. G. (1998). Safe passage: Making it through adolescence in a risky
society. New York: Oxford University Press.

Dunst, C. J., Johnson, D., Trivette, C. M., & Hamby, D. (1991). Family-
oriented early intervention policies and practices: Family-centered or

- not? Exceptional Children, 58(2), 115-126.

Dunst, C. ], Trivette, C., & Deal, A. (1988). Enabling & empowering fam-
ilies: Principles and guidelines for practice. Cambridge, MA: Brookline.

Dupper, D. R., & Poertner, J. (1997). Public schools and the revitalization
of impoverished communities: School-linked, family resource centers.
Social Work, 42(5), 415—422.

Erickson, R. (1998). Accountability, standards, and assessment. Washington,
DC: Federal Resource Center, Academy for Educational Development.

Felce, D., & Perry, J. (1997). Quality of life: The scope of the term and its
breadth of measurement. In R. I. Brown (Ed.), Quality of life for people
with disabilities: Models, research, and practice (2nd ed., pp. 56-71).
Cheltenham, UK: Stanley Thornes.

Finn, C., Rotherham, A. J., & Hokanson, C. R. (2001). Rethinking special
education for a new century. Washington, DC: Thomas B. Fordham
Foundation and Progressive Policy Institute.




ENHANCING QUALITY OF LIFE 96

~ Forum on Child and Family Statistics. (1998). Americas children: Key

national indicators of well-being. [On-line]. Available: htep:/fwww.child-
stats.gov/ac1998/highlite.htm

Franklin, C., & Streeter, C. L. (1995). School reform: Linking public
schools with human services. Social Work, 40(6), 773-782.

Fuijiura, G. T., & Yamaki, K. (1997). Analysis of ethnic variations in devel-
opmental disability prevalence and household economic status. Menzal
Retardation, 35(4), 286-294.

Fuijiura, G. T., & Yamaki, K. (2000). Trends in demography of childhood
poverty and disability. Exceptional Children, 66(2), 187-200.

Gardner, J. E, & Nudler, S. (Eds.). (1999). Quality performance in human
services: Leadership, values, and vision. Baltimore: Paul H. Brookes.
Garlow, J. E., Turnbull, H.'R., & Schnase, D. (1991). Model disability and

family support act of 1991. Kansas Law Review, 39(3), 783-816.

Harry, B., Kalyanpur, M., & Day, M. (1999). Building cultural reciprocity
with families. Balrimore: Paul H. Brookes.

Individuals With Disabilities Education Act of 1990, 20 U.S.C. § 1400 ez
seq. :

Irving Independent School District v. Tatro, 468 U.S. 883 (1984).

Jones, T. M., Garlow, ]. A., Turnbull, H. R., & Barber, P. A. (1996). Family
empowerment in a family support program. In G. H. S. Singer, L. E.
Powers, & A. L. Olson (Eds.), Redefining family support innovations:
Innovations in public-private partnerships (pp. 87—114). Baltimore: Paul
H. Brookes.

Kagan, S. L., Goffin, S. G., Golub, S. A., & Pritchard, E, (1995). Toward
systemic reform: Service integration for young children and their families.
Falls Church, VA: National Center for Service Integration.

Kalyanpur, M., & Harry, B. (1999). Culture in special education. Baltimore:
Paul H. Brookes.

Katz, L., & Scarpati, S. (1995). A cultural interpretation of eatly interven-
tion teams and the IFSP: Parent and professional perceptions of roles
and responsibilities. Infant-Toddler Intervention, 5(2), 177-192.

Kimel v. Board of Regents, 528 U.S. 62 (2000).

LaPlante, M. P, Carlson, D., Kaye, H. S., & Bradsher, J. E. (1996). Families
with disabilities in the United States (Disability Statistics Report No. 8).
Washington, DC: U.S. Department of Education, National Institute on
Disability and Rehabilitation Research.

Lawson, H., & Briar-Lawson, K. (1997). Connecting the dots: Progress toward
the integration of school reform, school-linked services, parent involvement,
and community schools. Unpublished manuscript, Miami University, The

. Danforth Foundation and the Institute for Educational Renewal,

Oxford, OH.




97 FAMILIES AND PEOPLE WITH MENTAL RETARDATION AND QUALITY OF LIFE

Levy, R. M., & Rubenstein, L. S. (1996). The rights of people with mental dis-
abilities: The authoritative ACLU guide to the rights of people with mental
illness and mental retardation (rev. ed.). Carbondale: Southern Illinois
University Press.

Lynch, E. W., & Hanson, M. (Eds.). (1998). Developing cross-cultural com-
petence: A guide for working with young children and their families (2nd
ed.). Baltimore: Paul H. Brookes.

MacKenzie, D., & Rogers, V. (1997). The full service school: A management
and organizational structure for 2lst-century schools. Community
Education Journal, 25(3—4), 9—-11.

Markey, U., Santelli, B., & Turnbull, A. P (1998). Participatory action
research involving families from underserved communities and
researchers: Respecting cultural and linguistic diversity. In B. A. Ford
(Ed.), Compendium: Writings on effective practice for culturally and lin-
guistically diverse exceptional learners. Reston, VA: Council for
Exceptional Children, Division for Culturally and Linguistically and
Diverse Exceptional Learners. |

McBride, S. L., Brotherson, M. ]J., Joanning, H., Whiddon, D., & Demmit,
A. (1993). Implementation of family-centered services: Perceptions of
families and professionals. Journal of Early Intervention, 17, 414—430.

McLaughlin, M. L. (1998). Special education in an era of school reform: An
overview. Washington, DC: Federal Resource Center, Academy for
Educational Development.

McWilliam, R. A., Lang, L., Vandiviere, P, Angell, R., Collins, L., &
Underdown, G. (1995). Satisfaction and struggles: Family perceptions
of early intervention services. Journal of Early Intervention, 19(1),
43-60.

Menke, K. (1991). The development of individualized family service plans
in three early intervention programs: A data-based construction.
Dissertation Abstracts International, 52 (06), 2077A. (UMI No.
9134817) , |

Minow, M. (1990). Making all the difference: Inclusion, exclusion, and
American law. Ithaca, NY: Cornell University Press.

Murphy, C. L., Lee, I. M., Turnbull, A. P, & Turbiville, V. (1995). The fam-
ily-centered program rating scale: An instrument for program evaluation
and change. journal of Early Intervention, 19(1), 24—42.

National Council on Disability. (1995). Improving the implementation of the
Individuals With Disabilities Education Act: Making schools work for all of
Americas children. Washington, DC: Author.

Newacheck, P W., & Halfon, N. (1998). Prevalence and impact of disabling
chronic conditions in childhood. American Journal of Public Health, 88,
610-617.




ENHANCING QUALITY OF LIFE 98

Osher, T. W. (1998). Outcomes and accountability from a family perspec-
tive. Journal of Behavioral Health Services ¢ Research, 25(2), 230~232.

Park, J., Hoffman, L., Marquis, J., Turnbull, A. P, Poston, D., Mannan, H.,
Wang, M., & Nelson, L. L. (2003). Toward assessing family outcomes
of service delivery: Validation of a family quality of life survey. Journal
of Intellectual Disability Research, 47(4-5), 367-384.

Raham, H. (1998). Full-service schools. Schoo! & Business Affairs, 64(6),
24-28.

Renwick, R., Brown, 1., & Nagler, M. (Eds.). (1996). Quality of life in health
promotion and rebabilitation: Conceptual approaches, issues, and applica-
tions. Thousand Oaks, CA: Sage.

Sailor, W. (in press). Devolution, school/community/family partnerships,
and inclusive education. In W. S. Sailor (Ed.), Inclusive education and
schoollcommunity partnership. New York: Teachers College Press.

Saleeby, D. (1996). The strengths perspective in social work practice:
Extensions and cautions. Social Work, 41(3), 296-306.

Santelli, B., Singer, G. H. S., DiVenere, N., Ginsberg, C., & Powers, L.
(1998). Participatory action research: Reflections on critical incidents in
a PAR project. Journal of the Association for Persons With Severe
Handicaps, 23(3), 211-222.

Schalock, R. L. (1996). Quality of life and quality assurance. In R. Renwick,
I. Brown, & M. Nagler (Eds.), Quality of life in health promotion and
rebabilitation: Conceptual approaches, issues, and applications (pp.
104-118). Thousand Oaks, CA: Sage.

Schalock, R. L. (1997). Can the concept of quality of life make a difference?
In R. L. Schalock (Ed.), Quality of life: Vol. 2. Application to persons with
disabilities (pp. 245-267). Washington, DC: American Association on
Mental Retardation.

Schalock, R. L. (2000). Three decades of quality of life: Mental retardation
in the 21st century. In M. L. Wehmeyer & J. R. Patton (Eds.), Mental
retardation in the year 2000. Austin, TX: Pro-Ed.

Schorr, L. B. (1997). Common purpose. New York: Anchor Books,
Doubleday.

Sherman, A. (1994). Wasting America’s future: The Children’s Defense Fund
report on the costs of child poverty. Boston: Beacon Press.

Silverstein, R. (2000). An overview of the federal disability policy framework
and general questions for analyzing the extent to which disability-specific
and generic programs and policies reflect the federal disability policy frame-
work. Unpublished monograph, George Washingron University,
Washington, DC.

Skrtic, T. M., & Sailor, W. (1996). School-linked services integration.
Remedial & Special Education, 17(5), 271-283.




99 FAMILIES AND PEOPLE WITH MENTAL RETARDATION AND QUALITY OF LIFE

Smith, S. W. (1990, September). Individualized education programs (IEPs)
in special education: From intent to acquiescence. Exceptional Children,
57, 6-14.

Stroul, B. A. (1996). Childrens mental health: Creating systems of care in a
changing society. Baltimore: Paul H. Brookes.

Turnbull, A. P, Blue-Banning, M., Turbiville, V., & Park, J. (1999). From
parent education to partnership education: A call for a transformed
focus. Topics in Early Childhood Special Education, 19(3), 164-171.

Turnbull, A. P, Friesen, B. J., & Ramirez, C. (1998). Participatory action
research as a model for conducting family research. Journal of the
Association for Persons With Severe Handicaps, 23(3), 178-188.

Turnbull, A. P, & Summers, J. A. (1987). From parent involvement to fam-
ily support: Evolution to revolution. In S. M. Puescel, C. Tingey, J. W.
Rynders, A. C. Crocker, & D. M. Crutcher (Eds.), New perspectives on
Down syndrome (pp. 289-3006). Baltimore: Paul H. Brookes.

Turnbull, A. P, Turbiville, V., & Turnbull, H. R. (2000). Evolution of fam-
ily-professional partnership models: Collective empowerment as the
model for the early 21st century. In J. P. Shonkoff & S. L. Meisels (Eds.),
The handbook of early childhood intervention (2nd ed.). New York:
Cambridge University Press.

Turnbull, A. P, & Turnbull, H. R. (2001). Families, professionals, and excep-
tionality: Collaborating for empowerment (4th ed.). Upper Saddle River,
NJ: Merrill/Prentice Hall.

Turnbull, H. R., Beegle, G., & Stowe, M. ]J. (2001). The core concepts of
disability policy affecting families who have children with disabilities.
Journal of Disability Policy Studlies, 12(3), 133—143.

Turnbull, H. R., & Brunk, G. L. (1997). Quality of life and public policy.
In R. L. Schalock (Ed.), Quality of life: Vol. 2. Application for persons with
disabilities (pp. 201-210). Washington, DC: American Association on
Mental Retardation. ’

Turnbull, H. R., Garlow, J., & Barber, P. (1991). A policy analysis of family
support for families with members with disabilities. University of Kansas
Law Review, 39, 739-782.

Turnbull, H. R., & Stowe, M. J. (2001). Five models for thinking about dis-
ability: Implications for policy. Journal of Disability Policy Studies, 12(3),
198-205.

Turnbull, H. R., Stowe, M., & Beegle, G. (2001). Portraying the core concepts
of disability policy: A taxonomy framework for disability policy.
Unpublished monograph, Beach Center on Families and Disability,

Lawrence, KS.



it
[t

ENHANCING QUALITY OF LIFE IN THE UNITED STATES 100

Turnbull, H. R., & Turnbull, A. P. (1989). Reporz on consensus conference on
principles of family research. Lawrence, KS: Beach Center on Families and
Disability.

Turnbull, H. R., & Turnbull, A. P. (1996). The synchrony of stakeholders:
Lessons from the disabilities rights movement. In S. L. Kagan & N. E.
Cohen (Eds.), Reinventing early care and education: A vision for a quality
system (pp. 290-305). San Francisco: Jossey-Bass.

Turnbull, H. R., & Turnbull, A. P. (2000). Free appropriate public education:
The law and children with disabilities (6th ed.). Denver: Love.

University of Alabama v. Garrett, 531 U.S. 356 (2001).

U.S. Census Bureau. (1996). Almost half of the nation’s chromc poor are
children. Census and You, 31(9), 1.

U.S. Department of Education. (1999). 1o assure the free appropriate educa-
tion of all children with disabilities. Annual Report to Congress on the
Implementation of the Individuals With Disabilities Education Act,
U.S.C., §§ 1400-1485 (Supp. 1996). Washington, DC: Author.

Vanderwood, M., McGrew, K. S., & Ysseldyke, J. E. (1998). Why we cant
say much about students with disabilities during education reform.
Exceptional Children, 64(3), 359-370.

Wehman, T. (1999). A functional model of self-determination: Factors con-
tributing to increased parent involvement and participation. Focus on
Autism & Other Developmenml Disabilities, 13(2), 80-86.

Yin, R. K. (1994). Case study resmrc/y Design and methods (2nd ed.).
Thousand Oaks, CA: Sage.

This research was supported by a grant from the National Institute on Disability and Rehabilitation Research to the
Beach Center on Disability, Grant #H133B980050.



lois
Text Box
This research was supported by a grant from the National Institute on Disability and Rehabilitation Research to the Beach Center on Disability, Grant #H133B980050.




