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Educating Today’s DSPs

Training is Essential to Quality Services

The President’s Committee on
Mental Retardation (PCMR) is
committed to the improvement of
the lives and the stature of people
with mental retardation across the
country. There are many compo-
nents that need attention for this
to happen, but one of the most
critical is the role of the direct ser-
vice provider, because they stand
as the culmination of our efforts.
Ultimately, we must rely on their
intentions and their abilities in or-
der to see real, long-term advance-
ment in the area of supports to
people with mental retardation
and other disabilities.

We know that there are many
competent, caring, and dynamic
DSPs currently providing supports,
but we also know there are prob-
lems: high turnover, burnout, a
lack of qualified candidates to fill
open positions, and all of these ex-
acerbated by low status, lack of ca-
reer paths, and low-wages. Perhaps
one of the most discouraging pros-
pects is the fact that there are
people with good intentions and
great potential who are simply
lacking the skills and knowledge
to help them succeed in this type
of work. For this reason, educa-

tional and training opportunities
for direct support professionals
can't be overlooked or minimized
as an essential component in qual-
ity services.

This area will take on even
greater importance as we continue
to implement person-centered ap-
proaches to planning services. Pro-
viding person-centered supports
requires a more sophisticated level
of reasoning on the part of the DSP,
and because of its highly individu-
alized nature, it accelerates the de-
centralization of services. In short,
the direct support professional of
the future will have less direct su-
pervision and a higher and more
complex level of responsibility for
services. Without the opportunity
for advanced training, education
and professional development,
these direct support professionals
will be ill-equipped to meet the
challenges ahead.

Fortunately, there are many ex-
citing things happening in the area
of training and education for DSPs
around the nation. These various
initiatives have come from agen-
cies, counties, and collaborative
work groups or are part of states’

[Continued on page 8]
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Frontline Story

Sharing Knowledge

My Reward as a Direct Support Professional

| started working with people with
developmental and physical dis-
abilities in the summer of 1994. A
college friend had introduced me
to the direct support profession by
allowing me to volunteer at a
Community Integrated Living Ar-
rangement (CILA) home with Op-
tions, Inc. in Chicago. At the time,
| was a senior in college, pursuing
a double major in psychology and
social science.

After volunteering for about
three months, | started as a part-
time community support worker
with Options, Inc. and then be-
came a live-in at a CILA. | worked
ten hours per week helping the
full-time staff take the women liv-
ing there out to movies, grocery
stores, churches, and restaurants. |
found it rewarding to give of my
time, knowledge, and energy.

What | found most rewarding
was when | saw the women with
whom | worked gain more inde-
pendence in their daily lives,
financially, socially, and in the
community. Many things that I'd
taken for granted, such as grocery
shopping, buying a blouse, or eat-
ing at a restaurant with friends,
were activities that were greatly
enjoyed and appreciated by these
women. Their smiles were evi-
dence of their happiness, and these
were well worth my effort.

I now work in at the Shore
Training Center, a sheltered work-
shop and school for people with
disabilities, in Morton Grove, Illi-
nois. My responsibilities are a bit
different — more focused on job-
related social skills, hygiene, and
monetary familiarity. | run cur-
ricula ranging from arts and crafts
to story telling. Each day | enjoy

finding ways to bring out the best
from a variety of personalities. |
love the nine people I serve. | en-
joy that | have an effect on their
lives as | strive to give them every
opportunity to progress and live
more independently. Like a
teacher, I'm trying to acquaint
them with new ideas and concepts.

At times, | become frustrated
when there are more behavioral
challenges or people seem bored
and uninterested in working. Yet, |
know I'll have another opportunity
tomorrow to try to create new
paths to success. | work where 1 do
because | enjoy learning, teaching
and helping others. It's a great joy
when | work with a person toward
a goal and he or she learns some-
thing new. I like sharing my
knowledge and feel good when
they're able to learn and apply it.

Occasionally, when | took them
out to stores, or while walking
down the street, | noticed that
people were watching us. At times,
this could be annoying, but many
times | sensed that the women en-
joyed being the center of attention.
| took pride in this and in the fact
that I'd provided an understanding
and supportive environment for
them within the community as
well as at their home. | worked
with this residential program for
four and a half years, and it func-
tioned smoothly because each
member lent a positive, team-ori-
ented attitude to this environment.
| could tell that we'd made a differ-
ence for these women.

Tonia Brock is a DSP at the Shore
Training Center in Bellwood,
Illinois. She may be reached at
847/581-0200.
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Alliance Update

The Alliance States Goals for DSP Credentialing

The Alliance has identified as one
of its goals to support developing
and implementing a national vol-
untary credentialing process for di-
rect support professionals. A work
group of Alliance members has de-
veloped a position statement and
definitions regarding a national
voluntary credentialing process.
This position statement will be re-
viewed and discussed by the full
Alliance membership at our spring
meeting. We are also very inter-
ested in your ideas and feedback
regarding the position statement
and definitions identified below.

National Voluntary
Credentialing Process

The Alliance supports the develop-
ment of a nationally recognized,
voluntary credentialing process for
DSPs. The credential is received
and held by direct support profes-
sionals and the process for obtain-
ing it would be voluntary and co-
ordinated at the agency, local, state
or regional level after receiving en-
dorsement from the Alliance (a na-
tional collaborative body consist-
ing of representatives from key
national industry organizations
and human service educators).
The Alliance is committed to creat-
ing access to this credential for
DSPs by promoting opportunities
to create a credentialing process at
agency or local, regional, and state
levels. Upon request, endorsement
of a nationally recognized creden-
tialing process will be given to
agencies, local collaboratives,
states, or regions based upon
strong evidence that the applicant
has developed and will implement
and coordinate a credentialing pro-
cess that includes the following
specified components of the na-
tional credential for direct support

professionals: 1) promotes con-
sumer and family choice and satis-
faction as in integral component of
direct service; 2) delivers training/
education based on specific knowI-
edge/skill sets; 3) includes an as-
sessment process which measures
knowledge/skill competencies; 4)
is guided and monitored by a local
partnership of stakeholders which
must include, but is not limited to,
people with disabilities or their
families and direct support profes-
sionals; and 5) includes work-
based learning and competency
demonstration components.

Definitions of Terms

The National Alliance for Direct
Support Professionals endorses the
following definitions regarding the
development of a national volun-
tary credentialing process:

< National - National in scope;

endorsed by a national collabo-
rative body within the industry
but coordinated and monitored
at the agency, local, state or re-
gional level, and is transport-
able from one endorsed entity
to another.

< Voluntary - Cannot be forced or
required of any person, agency,
or state.

e Credential - An industry award
which recognizes that a direct
support professional is excellent
at what they do; that they have
knowledge, skills, and experi-
ence above and beyond the
typical entry-level worker and
have achieved mastery of
specific knowledge and skill
sets. (The term credential was
chosen over certificate because
the latter often restricts entry
into a profession or can exclude
people from practice.)
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e Process - The steps an entity
must go through and the com-
ponents of a training/educa-
tional program an entity must
prove in order to gain endorse-
ment from the national body.

< Direct support professional -
The direct support professional
assists individuals and their
families in making choices; in
leading self-directed, self-deter-
mined, and empowered lives;
and in contributing to their
communities. The DSP also en-
courages attitudes and behav-
iors that enhance the inclusion
of individuals in communities.

e Local entity - A local entity is a
public or private organization
or educational institution that is
committed to direct support
professional development and
opportunity. A local entity
could also be a collaborative of
local industry stakeholders who
share a commitment to DSP de-
velopment and opportunity.

To share your ideas regarding a na-
tional voluntary credential, or for
more information about the Alli-
ance, contact one of the following
co-chairs:

Amy Hewitt

Institute on Community Integration
150 Pillsbury Drive SE, Room 107
Minneapolis, MN 55455
612/625-1098

Seth Krackauer

AHRC

446B 124th Street
Rockaway Park, NY 11694
718/474-4103

James Meadours

Self-Advocates Becoming Empowered
3321 Edenboren Avenue, Apt. 315
Metairie, LA 70001

504/779-7817



Frontline Research

The Community Support Skill Standards

Pathways to a Professional Identity

As a senior research associate for
the Human Services Research In-
stitute, I've had the opportunity to
work with many direct support
professionals from across the
country and have heard many of
their stories. The most personal of
them have come from my brother
Joe, who works with children in
Pennsylvania. He's shared many
stories that illustrate the multiple
facets of his job and affect my
emotions in ways that are some-
times disturbing, though often in-
spirational. His stories illustrate
that his role as a DSP bears enor-
mous responsibility, involving the
ability to teach, love, comfort, pro-
tect, and guide those in his care to-
ward a positive future.

He once described how staff
were given rancid butter to use for
the children’s meal. Because my
brother objected, good butter was
provided — but with opposition
from program administrators. This
story reminded me of the vulner-
ability of many of the people who
depend on human services for
support and the importance of the
direct service practitioner in deliv-
ering good supports. Knowing
how difficult it can be for DSPs to
speak up in these kinds of situa-
tions, this story left me concerned
about how direct support profes-
sionals could be empowered.

In recent years, through the
Community Support Skill Stan-
dards Project (CSSS), I've worked
with direct support workers and
others to move toward a public
and collaborative search for ways
to strengthen and support the di-
rect service workers in performing
their many roles, including advo-
cacy. One outcome of this search

has been the creation of the CSSS.

The Community Support Skill
Standards are a body of practice
standards that describe the knowl-
edge, work practices, and philo-
sophic basis of the direct service
role in a concrete and comprehen-
sive way. This is especially impor-
tant given that the direct service
work force isn't currently identi-
fied or counted correctly by the
Department of Labor — nor is the
role visible or well understood by
the general public. By describing
what direct support practitioners
know and do, the Community
Support Skill Standards have
defined a valid title and role that
can be recognized and valued
within a professional context.

DSPs have collaborated to con-
struct the content and the vision of
the CSSS. Direct support workers
serving various populations con-
verged for a series of two-day
workshops. Using a prescribed
methodology, a DACUM (develop-
ing a curriculum) analysis, facilita-
tors led these practitioners in dis-
cussions of many aspects about
their day-to-day activities as well
as exercises designed to identify
industry trends and values which
were then distilled into a the fol-
lowing definition:

The Community-Based Human
Service Practitioner assists the
participant to lead a self-directed
life and contribute to his or her
community, and encourages
attitudes and behaviors that
enhance inclusion in his or her
community.

Data from these workshops
were synthesized and then vali-
dated through a survey of stake-
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holders and used by expert panels
that included consumers, educa-
tors, workers, and employers to
write the standards. The formula-
tion of these standards bridges the
gap between anecdote and prac-
tice. These are a just few examples
of how people are using them:

« Tyngsborough, Massachusetts’
high school uses the CSSS to
introduce students to human
service and to build career ex-
ploration activities involving
work-based learning in human
service environments.

< Nekton, Inc., of Minneapolis
used the standards to assess or-
ganizational training needs,
devise competency-based
worker self-appraisal systems,
and design pre- and in-service
training content specifications.

e City University of New York
used the standards to stren-
gthen curriculum in four-year
degree programs.

e The technical colleges of New
Hampshire used the CSSS to
strengthen curriculum, enhance
faculty development, and create
virtual workplaces for students.

While stories like my brother’s
provide an important means of
understanding the direct support
role, the CSSS marks the first at-
tempt to use a systematic and na-
tional approach to defining this
role and communicating it to a
wide spectrum of people.

Marianne Taylor is senior research
associate at the Human Services
Research Institute in Cambridge,
Massachusetts. She may be reached
at 617/876-0426.



Organizational Perspective
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Continuous Learning in Mississippi

Competent, well-trained direct ser-
vice workers and supervisors are
essential to providing the best pos-
sible services to people with dis-
abilities. As a regional service pro-
vider, the South Mississippi
Regional Center (SMRC) offers in-
dividualized programs and sup-
ports to about six hundred citizens
and families each year. One way
the SMRC has sought to improve
its services has been through a
new writing curriculum especially
for DSPs with supervisory duties,
because they must have a sound
working knowledge of policies and
regulations and be skilled in writ-
ten and verbal communication,
management, and leadership.

With the provision of the Mis-

Education-Training Initiative

sissippi Workforce Education Act,
the SMRC designed a technical
writing module to sharpen basic
reading and writing skills among
DSPs at all levels of responsibility.
In collaboration with the Missis-
sippi Gulf Coast Community Col-
lege, the SMRC constructed a tech-
nical writing course.

Direct service supervisors and
program coordinators piloted and
refined the preliminary module,
and as development of the module
continued, supervisory staff and
project coordinators refined it on-
site at SMRC. This collective effort
produced an eight-hour class
taught by instructors provided by
the college. The training costs less
than one hundred dollars per each

Focus on Consumers in Virginia

From 1994 through 1996, indi-
viduals in three Virginia counties
participated in person-centered
training after the counties were se-
lected through a competitive grant
process. Each community was able
to provide thirty hours of instruc-
tion and activities based on a per-
son-centered planning curriculum.
Initially, five consumers were se-
lected at each site. Teams that
would participate in the training
were assembled for each of the in-
dividuals. By the end of fiscal year
1995-96, ten individuals and their
teams in Chesterfield county, ten
in Stafford, and five in Middlesex
had participated.

During 1996, the project also

sponsored a training conference
on person-centered strategies. The
conference included training for
parents, teachers, and profession-
als who sought to strengthen their
skills in facilitation and person-
centered planning.

Chesterfield and Stafford coun-
ties have gone on to develop a sec-
ond phase based on the person-
centered approach that has been
the recent focus of the project. Par-
ent mentors who were hired by the
project area in each location have
worked to develop positive transi-
tion opportunities for students
with disabilities in Stafford and
Chesterfield counties. This phase
offers training in person-centered

training day for the entire class.
Since the module’s inception,
staff have been enthusiastic and
positive about the it as a part of
their training and its value to their
on-the-job success. The class is re-
quired for staff to be promoted
among the direct support capaci-
ties, specifically for the direct care
supervisory positions. Direct ser-
vice staff and supervisors give the
module high marks and praise the
learning experience for its obvious
value in improved communica-
tions at all levels of client services.

Pamela Baker is director at the
South Mississippi Regional Center in
Long Beach, Mississippi. She can be
reached at 601/867-1302.

planning to teams that include stu-
dents, family members, agency ser-
vice providers, paraprofessionals,
professionals, and administrators.
Since its implementation, parent
mentors have seen enhanced team-
work, cooperation, and communi-
cation among community services,
parents, and public schools and a
great deal of networking between
families and focus individuals.

Patricia Gonet is assistant director
of community training for the
Virginia Institute for Developmental
Disabilities in Richmond, Virginia.
She may be reached by e-mail at
pagonet @ atlas.vcu.edu.



Agency Initiative

The DSP Training Program in Minneapolis

Free College Education for Entry-Level Staff

At a time when agencies are having
trouble recruiting and retaining di-
rect service workers, the Direct
Support Professional Training Pro-
gram (DSPTP) is a unique new re-
source for recruiting and training
new staff for entry-level support
positions. The program recruits
potential workers and provides
credit-based education and train-
ing, on-site worker experience,
employment supports, and job
placement. The program was de-
veloped and is being offered by the
Metro Area Training Consortium,
which is made up of representa-
tives from Anoka-Hennepin Tech-
nical College (AHTC); Loring
Nicollet-Bethlehem Community
Centers, Inc. (LNB), a service
agency that offers employment and
education services; the University
of Minnesota’s Institute on Com-
munity Integration; Bristol Place
Corporation (a provider agency);
and other area support agencies.
This coordination of industry, edu-
cation, and employment supports
is a powerful tool in dealing with
pressing issues in the field.
Potential participants are re-
cruited through a network of com-
munity-based employment and
training programs in the Minne-
apolis/ St. Paul area. This network
taps into a population that in-
cludes people who are looking for
a new career but who may not
have been aware of the opportuni-
ties in the human services field.
Students who enroll in the eleven-
week program receive twenty
hours a week each of classroom
training and work site experience.
The classroom training consists
of the fifteen credit-hour, certifi-
cate portion of the Community-

Based Supports for People with
Disabilities (CSP) curriculum, as
well as other state-required train-
ing topics. The CSP is a compe-
tency-based program that offers
course work specifically in the area
of disabilities, and that incorpo-
rates the National Skill Standards
for community-based human ser-
vice practitioners. Beyond the
certificate, the CSP offers special-
ized diplomas and AAS degrees.
For the work experience por-
tion of the training, students are
matched with participating agen-
cies that provide financial sponsor-
ship, work site supervision, and
weekly evaluations for each of
their student placements. This
work site experience gives the stu-
dents a chance to exercise and re-
inforce the acquisition of skills
first learned in the classroom.
Agencies that participated in
the training last fall became inter-
ested for a number of reasons:

< Looking for new ways to recruit
and train staff during a “crisis”

e Opportunities to “allow more
quality training” for new staff

< A chance to “work with people
for a while and see if they'll
work out” as regular employees

Student and agency support is
a strong component of the DSPTP.
During the training, LNB coordi-
nates communication and feed-
back between students, instruc-
tors, and work site supervisors in
order to identify and address any
issues that might interfere with a
successful training or employment
experience.

Agencies also benefit from the
screening and training that stu-
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dents receive before beginning
their work experience. The orien-
tation week includes state-man-
dated training required prior to
initiating work like CPR certifica-
tion, state adult-protection rules,
and medication administration.

The program offers students the
chance to receive high-quality,
credit-based course work, practical
work experience, and a stable en-
try point into the mental health
field, all free of charge. Funding,
provided through student sponsor-
ships and other resources, even in-
cludes a stipend. Additionally, the
fifteen-credit certificate through
AHTC gives students a solid voca-
tional identity as well as a signifi-
cant first step on a career ladder.
Those who want to continue their
education can go on to complete a
sixty-four credit diploma program,
which was recently recognized as
meeting Minnesota’s educational
requirements for Qualified Mental
Retardation Professional certifica-
tion in non-1ICF/MR programs.

Efforts are now under way to
expand this new approach to
training within the Minneapolis/
St. Paul metro area, as well to
some selected sites throughout
Minnesota. The program’s rewards
are evident in the fact that all the
provider agencies that participated
in the pilot round are also taking
part in round two which began
this March. According to Nancy
Schafer of St. Ann’s, “We knew it
was a risk, but it paid off”

John Westerman is a senior employ-
ment counselor at Loring Nicollet-
Bethlehem Community Centers, Inc.,
in Minneapolis, Minnesota. He may
be reached at 612/871-2031.



Direct Support Perspective

Use Your Resources!

Taking Advantage of Educational Opportunities

As a direct support professional
with fourteen years of experience,
I reached a plateau in career ad-
vancement opportunities and sal-
ary a long time ago. I loved my
chosen profession, but | felt stuck
in a stagnant position. As my frus-
tration grew, | saw no way out.

Being a young and ignorant su-
pervisor, but still inquisitive and
motivated, | regularly raved to
anybody who would listen about
how we needed to change the sys-
tem to increase the recognition,
support, and professionalism of
dedicated DSPs. It angered me
that our nation’s priorities could
be so out of whack. | couldn't be-
lieve that a person could make
more money and have more career
opportunities at a fast food joint
than providing supports to people
with disabilities! DSPs often have
to work overtime or keep two jobs
just to survive. In addition to
these feelings, | was faced with
staffing shortages, funding issues,
and the difficult nature of my job.
Work consumed my life.

At this point, | began to investi-
gate what resources were available.
As | did, my eyes were opened and
| realized things weren't as much
of a dead end as | thought. First, a
good friend of mine convinced me
to take a college course being of-
fered as a pilot project at my
agency, the Anderson School (a
residential school for adolescents
with disabilities and autism). The
costs were being covered by the
agency, so how could | say no?
Unfortunately, | didn't do as well
in the class as | would have liked
and thought that maybe it wasn't
for me. Six months later, however,
one the administrators who taught

at the local community college
asked me if I would attend the
class and act as his assistant. | ea-
gerly accepted. This experience
hooked me on education. Support
and resources became my greatest
asset. My agency offered several
outstanding education incentives.
They were just waiting for me to
take advantage of them.

My next big educational oppor-
tunity again came through the in-
formation provided by a friend. A
co-worker showed me a Kennedy
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Although I've exhausted the
scholarship program, the Kennedy
Fellows continue to play a role in
my life. Once you're a Kennedy
Fellow, you're always affiliated
with the program. Through my
connection with them, I've be-
come a person who is involved in
happenings and issues concerning
direct support on a regional, na-
tional, and international level. I've
had the opportunity to speak at,
plan, and coordinate conferences,
to act as a DSP representative of

Support and resources became my greatest

asset. My agency offered several outstanding

education incentives. They were just waiting for

me to take advantage of them.

Fellows scholarship application
and encouraged me to pursue it.
The Kennedy Fellows program is a
scholarship/mentoring program
that supports the education and
career advancement of DSPs in the
private and public sector. So, | ap-
plied, and to my great surprise, |
was accepted. It's been the greatest
thing that has happened to me,
both personally and professionally.
The best thing about the pro-
gram was its mentoring compo-
nent. Each of the fellows choose a
primary mentor. Mine helped me
expand my understanding of avail-
able resources and possibilities be-
yond what | expected. | learned to
use resources fully, to attack issues
at their source, and to learn who
the specialists are in the area of
need and seek their assistance.

the National Alliance, to take part
in a partnership with a self-advo-
cate for mutual growth and devel-
opment, to represent the Kennedy
Fellows/Anderson School as a US
delegate at an international confer-
ence abroad on residential child
care, and more. I've received sev-
eral certifications, completed one
degree, and am currently pursuing
another. Because of the opportuni-
ties and support from the Ander-
son School and the Kennedy Fel-
lows program, | now have an
opportunity to study abroad this
fall and the confidence to com-
plete anything I apply myself to.

Cynthia Mowris is an associate
teacher at the Anderson School in
Staatsburg, New York. She can be
reached at 914/889-4373.



Self-Advocate Perspective

Lessons In Life

An Education in Customer Service

Perhaps you've heard the terms
customer choice and customer-
directed services and have won-
dered how they affect the DSP. A
direct support professional must
become skilled in communication,
which is essential to understand-
ing the customer’s needs. There’s
no doubt that communicating with
some people will be a challenge.
This doesn't diminish their right to
be heard and choose services. The
DSP must be creative and find
ways to understand and be respon-
sive to their needs and wants.
Using “people-first language”
when working with people with
disabilities in one way of recogniz-
ing who is the customer. By using
people-first language the focus is
on the individual and not his or
her disability. It's a reminder that
they're people, not merely “clients”
or “patients” Some examples of
people-first language include:

« People with mobility problems
< Person with a speech impairment
< People with visual impairments

Above all else, talk to, not at or
about your customers. Rather than
trying to “fix” people with disabili-
ties or solve our problems, the DSP
should involve us in making deci-
sions about service delivery. I'm a
fifty-one year old man with cere-
bral palsy and average intelligence,
and I've yet to meet a provider
who has been able to fix me.

Failing to communicate, not
using people-first language, and
trying to fix rather than support
people can have negative results.
Expectations drop, which can be-
come a barrier, or hostile relation-
ships can develop which inhibit
positive growth of the relationship
between the DSP and the person
receiving supports. The following
are guidelines that can help estab-
lish a good working relationship:

e Look at the person when talk-
ing and give him or her your
full attention.

* Make every effort to listen and
to understand what the person
wants or needs.
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« Consider people as people first,
then as decision-making cus-
tomers second and as consum-
ers of services.

» Keep your expectations high
and believe the person can know
his or her own capabilities.

e Communicate directly with the
person even if they're accompa-
nied by a parent, case worker,
or an attendant.

= Be courteous to the person.

These guides are fundamental
ways of respecting the dignity of
people with disabilities. They help
establish a new partnership where
both the provider and the cus-
tomer work together for the same
interest. This way of doing busi-
ness can be challenging, but the
rewards will be gratifying to all.

Ed Turner is training associate at the
Rehabilitation Research and Training
Center on Supported Employment in
Richmond, Virginia. He can be
reached at 804/828-1851.

[Continued from page 1]

efforts to help keep DSPs knowl-
edgeable and competent. Many are
highlighted in this issue of Front-
line Initiative. There's no doubt that
there is a great need to continue to
focus on this area and disseminate
the information we have. Since the
initiation of the National Alliance
for Direct Support Professionals,
I've seen a gratifying and surpris-
ingly vigorous response from
around the country to issues con-
cerning the DSP. Not only are indi-

vidual agencies clamoring for more
information on how to improve
conditions for the DSP but outside
entities like community colleges
are coming to us seeking materials
and advice.

As we continue to offer and de-
velop educational opportunities, it
will be fundamental to work with
those who can fund these options
— from agencies all the way to the
federal government — to help them
recognize the importance of educa-
tional and training opportunities.

And, we mustn' forget that the
heart of this kind of effort must be
connected to the people who have
the best knowledge in this area:
the experienced and competent
DSPs, and ultimately the consum-
ers of these services and their
families.

Gary Blumenthal is the executive
director of the Presidents Committee
on Mental Retardation in Washing-
ton, DC. He may be reached at
202/619-0634.
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Massachusetts’ 1998 Budget and the DSP

Broader Funding and Inclusion Long Overdue

Before 1996, provider organiza-
tions working with the Massachu-
setts Department of Mental Retar-
dation (DMR) received no
increase in state funding for nine
years. This appalling lack of fund-
ing left provider organizations
little budgetary leeway for salary
increases for direct support pro-
fessionals. With the aggressive
lobbying of several agencies — the
Massachusetts Association of
Community Organizations, Inc.
(MACRO), Arc of Massachusetts,
the Association of Developmental
Disabilities Providers (ADDP), the
Massachusetts Council of Human
Services Providers — and the sup-
port of Phil Campbell, the com-
missioner of the DMR, this situa-
tion changed. The fiscal year 1997
state budget included a four per-
cent salary increase for direct care
staff earning under $20,000 a
year. The average salary for direct
care staff statewide was $16,850,
thus the majority of direct support
professionals qualified for the in-
crease. Unfortunately, as appreci-
ated as this increase was, it still
left their salaries low in compari-
son to their responsibilities.

With this in mind, provider
organizations continued to lobby
the legislature for more funds.
One approach used was to educate
the legislature about direct sup-
port services by telling the stories
of direct support professionals and
their activities and responsibili-
ties. These efforts resulted in a
new proposal for 1998. This year,
the governor’s budget included a
line item that read:

For a [15 million dollar] reserve
[to be set aside] to provide salary

increases for direct care employ-
ees and supervisory staff earning
less than thirty thousand dollars
in annual compensation [and
who are] employed by private
human service providers that de-
liver residential services under
contract with departments within
the executive Office of Health
and Human Services.

While this was yet another step
in the right direction, there's still
more to do. For instance, this lan-
guage excludes all services pro-
vided outside residential sites. In
addition, the 15 million dollar re-
serve still isn't nearly enough to
give all direct support profession-
als in Massachusetts the salary in-
creases they deserve.

In response to these deficits,
“Campaign for 26,855” (the num-
ber of people in Massachusetts
who qualify to receive supports,
but can't get them because of bud-
get restrictions), an umbrella
group consisting of providers, ad-
vocates, and Department of Men-
tal Retardation advisory board
members, is continuing to appeal
to the legislature. They're asking
the legislature to change the lan-
guage in the line item to read, “di-
rect care employees, supervisors,
and support staff” and to include
“providers that deliver services”
This will be more inclusive of the
many direct support professionals
working in the state.

In regard to the 15 million dol-
lar reserve, “Campaign for 26,855”
is seeking an increased figure. If
the language were changed to in-
clude day service providers, the
proposed reserve would barely
cover Department of Mental Retar-

dation contracts. There are 11,100
full-time equivalent positions in
Massachusetts (8,000 residential
and 3,100 day staff) paid less than
$30,000 — and salaries for persons
working under Department of
Mental Retardation contracts aver-
age $19,100. In order to give De-
partment of Mental Retardation
workers earning under $30,000 a
six percent increase in addition to
mandatory payroll taxes and
workers compensation, it would
cost the commonwealth 14.6 mil-
lion dollars. In order to accommo-
date contracts that aren’t affiliated
with the Department of Mental
Retardation, the reserve would
have to be increased to 30 million
dollars. Again, although this this
increase would be very welcome,
it would still fall short of inflation
and cost of living rates.
Massachusetts’ governor, legis-
lature, and provider community
continue to struggle with ever de-
creasing funds and increasing
need for service. The direct sup-
port professional is the person
who must deliver the quality of
care and support that individuals
with disabilities need, desire, and
deserve, and that the common-
wealth of Massachusetts expects.
The continuing struggle is to pay
those direct support professionals
a wage commensurate with the re-
sponsibilities of their jobs.

Jay Jackson is program manager
at Attleboro Enterprises, Inc.,in
Attleboro, Massachusetts. He may
be reached at 508/695-4046.
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Caregivers of People with Traumatic Brain Injury

Better Training is Desperately Needed

The world of brain injury is be-
yond the comprehension of those
who only observe the situation
from the sidelines. For the injured
and his or her family, life is a con-
tinuous struggle in an effort to find
hope and make a difference in the
life of the injured person.

My husband, Milton, and | live
in Jasper, Minnesota, a small town
of 750. We are the parents of three
children and have four grandchil-
dren. Before August 6, 1987, our
lives were typical of small town,
rural living. But on that day, our
lives were dramatically changed
when our son Keith suffered a
brain injury after a blow to the
head during a softball game. He
was in a coma for four and a half
months during which we had to
“wait and see.”

Because every brain injury is
unique, we soon learned that even
the most skilled professionals
make no firm diagnosis or progno-
sis. Yet we have many questions
for which there are no answers.

Once Keith came out of his
coma, we had more questions and
concerns. He was affected both
mentally and physically. The most
devastating is the loss of his short-
term memory because it keeps him
from living independently. His
brain no longer stores information,
yet he retains the technical and
personal knowledge he had before
the injury.

There aren’t words to describe
all that's happened in the last seven
years. | quickly learned that ser-
vices for people with traumatic
brain injury aren't adequate. Care-
givers often have no training in
brain injury. In long-term care fa-
cilities, there's little emphasis on

working with the person to regain
independence. The lack of basic
care due to ignorance is alarming.

| became determined to educate
myself in every way possible so
that Keith could receive the best
care possible — the goal being reha-
bilitation toward more indepen-
dence for him. This is a formidable
task. It's accomplished through
phone calls, correspondence, semi-
nars, visits to rehabilitation cen-
ters, and numerous follow-ups. It's
also done in conversations with
the community of families in simi-
lar situations. Whenever | gained
some knowledge or skill | shared it
with the round-the-clock caregiv-
ers we had with Keith.

Keith is presently in an expen-
sive, highly-regarded facility in
Colorado to help him overcome
his most complex behaviors. Here,
as in most places we've tried, they
seem more clinical than caring.
When | visit, | sometimes observe
that they're understaffed and in-
consistent in their procedures.
What | see in every area confirms
my conviction that every caregiver,
from the primary to the profes-
sional, needs training in how dev-
astating the effects of brain injury
are to everyone concerned. In fa-
cilities that provide services to
people with TBI, there absolutely
needs to be a minimum amount of
education for staff. Current train-
ing specific to TBI is optional for
the people who provide the care.
There need to be requirements.

And even the most basic train-
ing needs to be available regularly
so that families have the informa-
tion they need to make good deci-
sions about care. No family should
be so frustrated in their attempt to

get information that they're forced
to give up the care of their loved
one to a facility in which they have
no confidence. The constancy of
care, the frustration, and the
change in life-style are all damag-
ing for a family. A major portion of
my time is devoted to Keith, which
leaves little for the activities we
once took for granted. It's a con-
stant drain on time, energy, emo-
tions and finances. (Financial as-
sistance is virtually nonexistent).

| did find some assistance in the
community. | took some classes at
the Pipestone campus of South-
western Technical College. | was
impressed with the way a cus-
tomer service representative there
took on the responsibility of offer-
ing courses to our community af-
ter a request from a speech thera-
pist | knew. Together with the
Minnesota Head Injury Associa-
tion, they made information avail-
able for families and care providers
at a reasonable cost. This was, at
least, a good beginning. Still,
there’s a long way to go. Classes
like these are the exception, and
more of them need to be offered,
more frequently, and statewide.

It's evident that there is much
ignorance about brain injury. In
the best of worlds, there would be
an aggressive attempt to study
brain injury and understand it, to
share what is known and refute
what is false, and to never stop
talking about the mysteries that
surround that delicate organ, the
brain. That should start with the
top professionals and filter down
to the most personal caregivers.

Billie Kindt lives in Jasper,
Minnesota.
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Opportunities for Excellence:
Supporting the Frontline
Workforce

This publication reviews critical
information regarding direct sup-
port workforce issues across the
United States. Direct service work-
ers, consumers, families, research-
ers, and provider agency personnel
all provide insight to critical fac-
tors regarding DSP problems and
creative strategies for solutions.
For further information, contact:
Presidents Committee on Mental
Retardation

200 Independence Avenue SW
Humphrey Building, Room 352G
Washington, DC 20201
202/205-9515 fax

The Community Support Skills
Standards: Tools for Managing
Change and Achieving
Outcomes

This report contains nationally
validated practice standards for
direct support professionals in hu-
man service roles spanning all cat-
egories of service delivery popula-
tions (e.g. mental health, physical
disabilities, developmental dis-
abilities, at-risk elders and youth
etc.) Introductory sections include
an overview of contemporary chal-
lenges and issues in human ser-
vices work force development and
education and a description of the
methodology used for developing
and validating the standards. To
obtain this publication, contact
617/876-0426, ext. 332.
Developmental Disabilities
Bulletin

This quarterly publication empha-
sizes articles with direct applica-
tion to educational and service
provision issues in serving persons
with developmental disabilities.
Published semiannually; its articles
generally consist of research re-
ports, reviews, case studies, posi-

tion papers and teaching sugges-
tions. For further information,
contact:

Henny de Groot

6-123D Education North
University of Alberta

Edmonton, Alberta

Canada T6G 2G5

403/492-4505

403/492-1318 fax

The Morning News

This quarterly newsletter shares a
wide variety of practical informa-
tion for parents and other persons
working with children and adults
with autism and related disorders.
For further information, contact:
Carol Gray

Jenison High School

2140 Bauer Road

Jenison, MI 49428

616/457-8955

616/457-4070 fax

The New Social Story Book:
Comic Strip Conversations

These books, developed by Carol
Gray, provide techniques for par-
ents and service providers to
strengthen the communication
skills of persons affected by devel-
opmental disabilities, particularly
autism related disorders. For fur-
ther information, contact:

Future Horizons, Inc.

422 E Lamar Boulevard, Suite 106
Arlington, TX 76011
817/277-0727

817/277-2270 fax
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A Guide to High Quality Direct
Service Personnel Training
Resources — Second Edition

This extensive 360-page resource
guide for trainers of direct support
professionals provides comprehen-
sive reviews of 150 training mate-
rials available in educational, resi-
dential, vocational, and other types
of services, plus an extensive list of
other resources. Cost: $35.00. For
further information, contact:
Publications Office

Institute on Community Integration
150 Pillsbury Drive SE

Minneapolis, MN 55455
612/624-4512

612/624-9344 fax

Institute on Community
Integration Publications
Catalogue

This 36-page catalogue lists over
160 newsletters, resource guides,
curricula, reports and briefs, vid-
eotapes, and brochures currently
available from the University of
Minnesota’s Institute on Commu-
nity Integration. Updated quar-
terly. The publications catalogue
can be accessed via Internet at
http:/mail.ici.coled.umn.edu/ici/.
To obtain a printed copy of the
catalogue, contact:

Publications Office

Institute on Community Integration
150 Pillsbury Drive SE
Minneapolis, MN 55455
612/624-4512

612/624-9344 fax

Subscribing to Frontline Initiative

Beginning this Fall, Frontline Initiative will be available by subscrip-
tion. Subscribe now to ensure you get future issues. Individual sub-
scriptions are $10.00 per year (4 issues); subscriptions of twenty or
more copies are $5.00 each. To subscribe or to get more information,
contact Kathy Burkholder at the Institute on Community Integration
by phone at 612/624-0060; by fax at 612/625-6619; or by e-mail at

burk0131@tc.umn.edu.



Alliance Member Organizations

* American Association on Mental Retardation

= American Association of University Affiliated Programs

< American Network on Community Options and Resources

< Association of Public Developmental Disabilities Administrators

The ARC

CARF
Council for Standards in Human Service Education
Human Services Research Institute

Institute on Community Integration (UAP), University of
Minnesota

National Association of State Directors on Developmental
Disabilities

National Association of State Directors of Vocational Technical
Education

National Center for Educational Restructuring and Inclusion
National Center for Paraprofessionals in Education

National Organization of Child Care Workers Association
New Jersey Association of Community Providers

President’s Committee on Mental Retardation

Program in Child Development and Child Care, University of
Pittsburgh, School of Social Work

Reaching Up

Self-Advocates Becoming Empowered
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