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introduction

he National Center on

Outcomes Resources (NCOR),

a division of The Council on
Quality and Leadership, held a focus
group and conducted individual interviews
with persons living with traumatic brain
injury. The purpose of these meetings

was to learn from the real experts,

people with brain injury, the answers
to these questions on quality. The input
received reflects the diversity and
individuality of the participants. The
employed survivor voiced different per-

spectives with brain injury, to the recently

diagnosed young adults with traumatic
brain injury struggling with education
issues, to the seasoned advocate with
brain injury.

This booklet presents the views of
people with brain injury concerning the
definition of quality in services and
supports. It is critical to listen to what
people with brain injury expect from
quality services or supports. This will

also give the reader a glimpse of the

characteristics people with brain injury

deem important when receiving quality
services or supports.

Webster defines quality as a degree of
excellence. Let’s see what the experts in

brain injury have to say.



Participants expressed a strong desire for
services or supports that were tailored to
the needs of each individual. They want
to be sure that their dreams and vision
for the future are an essential component
of their plan for recovery and a life

beyond brain injury.

People change and traumatic brain
injury causes dramatic changes in the
lives of many people. Services need to
be customized to people’s changing life
patterns. That customization must be
culturally sensitive and relevant.

The service or support should be
delivered in a manner that respects
individuality and takes into account
the needs as well as the desires of that

person.

People want control over their service
delivery options. They want to have
input into the design of their plan for
supports.

In the restaurant business, presenta-

tion counts. People with brain injury

want quality services or supports
presented with a vision for the future.
They want customer service and respon-
siveness. They want professionals to
listen to them.

People want their voices to be heard.
They want multiple options for services
or supports. People want to be able to
make informed choices based upon
objective information presented in a

manner that they can understand.

A service that focuses on process is
generally not valued. People want to be
able to define satisfaction based upon
the accomplishment of outcomes that
are defined as important by the individual
with brain injury. Many people said that
it was important to evaluate how well
the person responds to service and deter-
mine whether or not they are benefiting
or making progress. The true value of a
service or support is how well it works.
These outcomes are best accomplished
with trained and competent professionals.
They told us that the more practical the
intervention, the more likely that it will
lead to independence. The proposed
outcomes need to be relevant to the

individual.



Support Groups

Many people with brain injury believe
that an important component of a quality
service or support includes support
groups. People expressed the need and
desire for peer support. People talked
about the importance of role models and

mentors to individuals with brain injury.

Flexible

Services or supports that are flexible
take into account that some people are
ready for employment supports and
others are not. Some people need resi-
dential services and others need in-home
supports. Many people need and want
support in the evenings. Others, because
of fatigue, want their supports available

in the morning.



People with brain injury first need to
accept their disability and then take
responsibility for moving forward. People
should recognize that they are survivors
and they need to be an integral part of
their own recovery.

We all have potential. Expectations and

outcomes should be based upon this fact.

People link their definition of quality
with their own experience of life and
place in the community before their
accident or before their fall or before
their injury. Brain injury is a journey to
a new place, a different place filled

with discoveries.

As people transition from the acute
phase of their injury to rehabilitation to
possibly long-term services, supports, or
adaptation, they often must redline their
goals and their definition of indepen-
dence. People indicated that services

should maximize autonomy and assist

people to live an independent and
productive life.

Independence is important but a high
quality service or support would
empower people to acquire skills that
would allow them to be interdependent.
None of us are totally independent. We
depend on families, friends, community,
as well as paid supports to be successful.
Sometimes people need help to reconnect
to their old circle or to connect with a
new circle or supports. Services and sup-
ports should not solely focus on “fixing
the person,” but rather, on teaching
adaptations, reconnecting the individual
to the community, and building capacity

for interdependence and sharing.

Let the dignity of the individual be your
guiding light. Everyone is capable of
leading a productive life. It is critical
that the staff believe that everyone has
something to offer.

A person’s dignity is tied to self-esteem.
Dignity and respect go together. A
quality program is respectful of the
dignity of each individual.



Access

Services and supports for adults with
brain injury are extremely limited in
most states. People are not aware that
services exist and they do not have

information on how to access these

services. The existence of community or
in-home supports is even more limited
than facility-based rehabilitation services
or supports.

Many people acquire their traumatic
brain injury as adults. This eliminates
their participation in many services or
supports. Many states define eligibility
for brain injury services if the traumatic
brain injury occurred while the individ-
ual was still a child. Many adults who
are injured and sustain a brain injury
after the age of 22 have little or no
access to public funded services.

People want to be able to easily
access services when they need them.
They also want to be able to discontinue
services when it is no longer needed or
no longer beneficial. They want access
to services and supports soon after their
injury and they want the option of an
array of services and supports that are

available long-term.



characteristics of quality

One Stop Shopping
People want a seamless system that does
not allow people to fall through the
cracks. People with brain injury want a
system of services and supports that is
easy to understand, simple to navigate,
and provides consistency in support.
People want services that are available,
accessible, and affordable.

Transition and continuity are essen-
tial components of a quality system
of service or support. As people move
from hospital care to a return to the
community, we need to make sure ser-

vices are available in the community.

Dreams are Important
Although it is important to be honest
and open with people with brain injury,
it is also critical that we do not take
away people’s ability to dream. People’s

ability to dream may alter as a result of

“] still have a vision for my future. Don’t
take that from me. Rather, help me make

it clearer.”

brain injury, but everyone has hopes and
dreams. A quality program would help
each individual to define or redefine his
or her own vision for the future. Dreams
include challenges and challenges define
alternate solutions. It is important for
professionals to be patient and under-
standing while continuing to challenge

each person to reach his or her potential.

Money

Services and supports for people with
brain injury have been non-funded or
significantly underfunded. Increased
government spending to create and
expand long-term services and supports
for people with brain injury is needed.
Defining quality is important but we
need a comprehensive scope of services
that are individually tailored. These ser-
vices and supports should be structured
to allow for maximum community

participation and inclusion.



“Invite me to the table where decisions are made about me. Welcome me and adapt my

environment so that | can function at my maximum potential.”

“What | think | have learned the most about quality is that one day | was sitting on the
“good” side of the desk, the professional side; talking to folks who had disabilities and
who had sustained brain injuries. And then a few days later, without really even knowing
how it happened, | was sitting on the “patient” side of the desk. There is a very big
difference between the two sides of the desk, and | have found that the professionals
that | feel the best about seem most to understand that something could happen to
them too and they could wind up on the patient side of the desk someday. It really
effects how they treat and talk to us “patients.”

The people I've felt show the least quality in their interactions seem to be
those who do not understand that it is only the grace of God or something like that
that is keeping them on the “good” side of the desk, and who lack awareness that they
are one unfortunate incident away from being a patient themselves someday. Not a
happy thought, really a scary one, but highly determining of how you talk to and think

about patients.”

“My own mission is educating people about TBI (Traumatic Brain Injury) and helping to
improve the quality of life for people with TBI and their families. | try to help them have

choices, options, challenges, and the opportunity to take risks if they so desire.”



“Quality of life is freedom and independence.”

“Quality of life is having the opportunity to wake up in the morning with a purpose and

the ability to pursue it.”

“Quality of life is having the opportunity and tools to achieve my goals.”




changing perspectives
of quality

People’s perspectives on quality change
over time. These perspectives change
when people become more knowledge-
able about different types of services and
supports. These perspectives change as
people age and have different needs.
These perspectives also vary based upon
the severity of an individual’s disability.

When a person is newly injured they
have a perspective about quality that is
naive and always evolving. For many
people the immediate response in the
transition from able bodied to disabled
is one of denial. The prognosis for brain
injury is ever changing based upon many
different variables. For many people it
takes time to accept the diagnosis and
the potential for long-term disability.
Some people are hoping for miracles.
Their focus is not quality services but
rather, recovery.

Attitudes about quality vary according

to people’s age, disability, and culture.

The perspective of quality is also influ-
enced in the lives of children and young
adults by their parents. People told us
that the important thing about defining

quality is to listen to your own heart.



People with brain injury need to learn
how to give feedback to professionals
and rehabilitation facilities. Survivors
and families are too nice. They feel like
they have to accept whatever is given to
them. People need to find their voice
and use it to give constructive feedback
to improve systems.

People need training. People with
brain injury told us about the impor-
tance of educating themselves and their
families about quality issues in the
disability service system.

People with brain injury need to
become watchdogs. They told us about
the need to monitor service providers
and “keep their feet to the face.” They
also made it clear that they believe that
it is critical to hold providers account-
able to quality for services.

The focus of all of our energies has
been on holding providers accountable
for facility-based services. It is important
to expand the focus on accountability
and quality to the schools. Many chil-
dren with brain injuries do not have
individualized education plans tailored
to their specific cognitive processing
needs. The schools have limited knowl-
edge or expertise about how to effectively

work with a child with brain injury.

Quality is not an issue. The lack of
supports and expertise to deliver services

is the issue in schools.

People with brain injury need to speak
out in the community about the need to
create and expand quality services and
supports. People need to channel their
voice using different media outlets such
as newspaper human-interest stories and
public awareness campaigns. The public
needs to be educated.

The Americans with Disabilities Act
affords all people with disability equal
access. People with brain injury need to
join cross disability coalitions to learn
about their rights and access issues. As
people become more aware of their
rights they will be better able to define
quality services and supports.

People with brain injury should listen
to their guts. They should follow their
intuition when it comes to defining
quality services.

Many individuals are content with
receiving a limited number of hours of
service from a certain provider. Their
focus may simply be access to ninety
minutes a day of speech therapy or
physical therapy in school, or five hours
of respite a week, or four hours of

personal care assistance a day. Other



individuals are more interested in what
kinds of outcomes the service provides.
Outcomes vary by the individual, as
does the definition of quality.

There are many young adults with
brain injury living in nursing homes and
other segregated institutions. It is impor-
tant to talk to those people about
defining quality. They are often forgotten
and left out. They went to the nursing
facility in the first place because there
were no other community options for
long-term care.

As people redefine quality and push
for the full implementation of the

Americans with Disabilities Act, it will

be important to work with cross disability
advocacy groups. People with brain
injury need to learn how to “be a player
at the table.”

Often there are varying levels of
acute care available to newly injured

people with brain injury. The problem

is that there are limited or no long-term
care services except nursing homes. The
issue is not quality; it is the lack of
availability of services and supports.

As people find their voice they
discover the importance of educating the
legislature at the state and federal levels.
Legislatures need to know that providers
using public funds should be held
accountable for outcome based quality

services and supports.

People with disabilities want to have a
voice. They want to be empowered to
make informed choices about their lives.
They want to be involved in the
improvement of their own services and
supports. They also want to be able to
affect systems change.

Advocates told us that they want to
have a strong voice, but some people
need help to grow and mature. We need
to work together across disabilities to
enforce the provisions of the Americans
with Disabilities Act.

Talk is one thing. People need to
know how to cause a change in action
to happen. People want to have training
so they can more effectively self-advocate.
Motivation and courage are important
but we need to know how to connect
with and work within the system to
make it better.

As people join together to speak out
in the community it is critical to have
common goals, a sense of purpose, and
a plan of action. In order to promote
services and supports of high quality we

need a strategy.



It was interesting to note the variety
of characteristics put forth to define a
quality provider. People with brain
injury believe that a quality provider
must have:

¢ Commitment and Passion

s Positive Attitude/Give People Hope
o Honest Communication

o Respect

Services for people with brain injury
are very limited in many communities.
Many young adults with brain injury are
misplaced in segregated facilities. Many
adults with traumatic brain injury are in
prison, state mental health facilities,
intermediate care facilities for the devel-
opmentally disabled, and in shelters.
Traditionally, they have been misdiag-
nosed or have gone undiagnosed.
Long-term care services and supports
are non-existent in many places.

Medicaid waiver services for people
with brain injury have only been devel-

oped in recent years. As of 1999, only

21 states had traumatic brain injury
waivers providing home and community-
based services. Waivers were originally
intended to redirect individuals from

institutional settings to community

settings. Many people do not qualify for
waiver funded services or the scope of
the service is very limited.

Brain injury often is thought of in
terms of the medical model and acute
care. The focus is on restoring bodily
functions to maximum health. Providing
functional rehabilitation and long-term
supports is a relatively new field.
Knowledge about effective interventions
is still growing and evolving.

In a medical model, the control is
vested with the physician. The source of
power is within the medical team and
the “patient” or person with the brain
injury is not always an integral part of
the team. This is changing as people

with brain injury are finding their voice.

Staff need to be committed to providing
support rather than attempting to be in
control. Providers need to have a com-
mitment for quality and excellence. The
definition for quality needs to come
from the customer. Outcomes rather
than process should be the orientation
for all staff.

This commitment and passion should
be reflected in teams of caring profes-
sionals. Staff must be professional
clinicians who are knowledgeable about

best practices and current scientific



applied research related to rehabilitation
and recovery. Staff have to have passion
and love what they do.

Teams of staff should include the per-
son with a disability as an integral part
of the team. The purpose of the team
should be guided by input of the needs
and wants of the individual. There needs
to be a commitment toward reintegration
into the community. This can only be
accomplished if the provider is culturally
competent and understanding of the

variety of needs of different families.

Positive Attitude

A quality provider has a vision of an
enhanced tomorrow for each person and
their family. Supports should be offered
to each individual with the expectation

that progress is possible.

There is no good evidence about
prognosis regarding brain injury and
coma. Individual prognosis for people in
a coma varies, so it is very important
that staff have a positive attitude. People
need hope. People need to be encouraged.
People need to be able to dream. People
need to be motivated.

Adaptation is also important.
Technology is opening new avenues to
independence. Hand held computers
could be adapted for short-term memory
loss. Global positioning devices can fill
in for people who have lost their mapping
capacity. Simple hand held tape
recorders can serve as quick and easy
reminders. The loss of some brain func-
tion can be relearned by other parts of
the brain or can be substituted with
available and affordable technology. It
takes a creative provider to make a

difference in someone’s life.

Honest Communication
Communication is essential. A quality
provider always keeps the person
informed. They need to look at the
person, not the disability. Some people
with brain injury have been in a coma
for some time. Communication is vital
for people in a coma. Talk to them.
Motivate them. Treat them as viable
living human beings with vast potential.
That’s who they are.

Quality providers will take the time
to communicate. They will use strategies
for open and interactive communication.
Alternative forms of communication will

be encouraged. Communication that is



appropriate to the individual’s neurolog-
ical processing differences will always
be a priority. Conversations will not be
pressured or rushed. Summaries will

be offered to assure that everyone is

tracking at a similar pace.

Respect
A quality provider will include the

person in all decisions about that person.

They do not issue false hopes and
promises. Honesty drives the conversa-
tions and priorities and services are
negotiated with the person. Technical
assistance and adaptations are offered
to help the person reach his or her full
potential.

A quality provider will take the time
to learn about the person behind the
disability and will recognize the person
as a special and unique individual with

valid dreams and goals.

Summary

What do people expect from quality
services? They want services to provide
choices, be accessible, and offer
customized options to meet their specific
needs. A quality service promotes inde-
pendence and encourages people to
dream and achieve their goals. People
want to be listened to and be treated as
unique individuals deserving of dignity

and respect.
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