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R.E.S.P.E.C.T
However costs are cut, volunteers put in
their time, and public dollars are apportioned, people with disabilities rely on
direct support professionals (DSPs) to live
and engage in community life. It doesn’t
matter how people come to rely on direct
support professionals; these workers are
the key to social engagement, self-direction and health for the people they support.
So, why is their work not rewarded with
better pay, benefits and respect?
Current issues that face us are:


There is a never ending crisis in
low wages and lack of respect for
direct care staff



There are difficulties in retaining
and recruiting direct care staff



There are challenges in leadership
development/recruitment of the
next generation of individuals
committed to human services



There are imminent decreases
nationally in what Medicaid
will fund with emphasis being
on medical necessity, not
community connections



As the dollars decrease, new
priorities are not always determined
by those receiving services

Two years ago, Congressman Lee Terry
(R-NE) and Congresswoman Lois Capps
(D-CA) introduced the Direct Support
Professionals Fairness and Security Act.
The bill (H.R. 1279) was reintroduced this
year by Lois Capps, and was referred in
March 2007 to the House Committee on
Energy and Commerce. Of interest to fellow

D.S.P.s

Coloradans, Diana DeGette
(D-CO) is a member of this
committee. H.R. 1279 would
amend title XIX of the Social Security Act to
provide funds to States for a 5-year
period of time to increase the wages paid
to direct support professionals (DSPs)
who provide services to individuals with
disabilities under the Medicaid Program.
The intent is to report back to Congress
whether the wage increase results in an
increase in the number of people taking
these jobs and an increase in job retention.
Among the findings listed in the bill are:
“…(2) These workers who provide intimate
supports are predominately female and
many are the sole breadwinners of their
families. Although working and paying
taxes, many women in these jobs remain
impoverished and are eligible for many of
the same Federal and state public assistance programs upon which the very
individuals with disabilities to whom they
provide supports must depend.
(3) Throughout the nation, there is a critical
shortage of direct support professionals.
Vacancy and turn over rates are high. In
many parts of the country, individuals with
disabilities are unable to access the services they need, thereby jeopardizing their
health and quality of life, placing even
greater burdens on their family members
and informal caregivers and creating long
waiting lists for community placement.
(4) The crisis that the nation faces today
will only get worse. Over the next 30 years,
there will be a rapid rise of the population
over 65 years of age. At the same time,

advances in medical science and drug
therapy are increasing the number of
people, of all ages, living with severe
disabilities. Thus, while demand for direct
support professional services is increasing,
the pool of younger, entry level workers is
shrinking. By 2010, more than 780,000
additional workers must be found to fill
long-term direct support staff positions.
(5) To stabilize and increase the number of
direct support professionals in the work force,
the wages and benefits of direct support
professionals must be improved and made
equitable among long term support options.
(6) Medicaid is the single-largest payor of
long-term supports and services for people
with disabilities. Enhanced Federal Medicaid
matching funds should be available to
assist states committed to addressing
wage differentials among direct support
professionals by increasing the wages of
direct support professionals and supporting
and improving the stability of the direct
support professional workforce.”
As a perplexing counter to efforts to
increase the pay and professionalism of
direct care provision, the Supreme Court
issued a unanimous ruling on June 11,
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Expect the Respect
Own your ownself.

Roll into the room like

you own that too. Style what it is you got, crazedness
or gimpiness—the move is your own, darlin’. Drool

Bruce Cline—Denver
Todd Coffey—Denver

like you mean it. Spasm like it’s good to you.

Linda Dunn—Denver
Eileen Forlenza—Denver

Stumble, stutter, then flash one long, wicked grin.

Penny Gonnella—Denver
Betty Henderson—Westminster

Never apologize. Never Explain.

—unless

Christi Kasa-Hendrickson—Co. Sprgs.
Mike Hoover—Boulder

they’re sayin’ how they got like they are. Could

Karmen Kelly—Fort Collins
Sharisa Kochmeister—Lakewood

be they fear you. Use that. Let your specialty

Christopher Luby—Grand Junction
Mike McCarty—Boulder

say, Hey dog, show us somethin’ real yourself.

Thom Miller—Denver
Mike Nelson—Greeley

Don’t you wait for respect.

Take it, as

Corry Robinson—Denver
Mary Russell—Alamosa

much as you want. And don’t let anybody call you

Debbie Stafford (Rep.)—Aurora
Edward Steinberg—Greenwood Village

slow. You’re showing all of us the way to go.

Karl Valdez—Pueblo
Ian Watlington—Denver

Council staff:
Marcia Tewell
Executive Director

We can wait.

Expect the Respect.
--credit to Mouth Magazine, Issue #81, www.mouthmag.com
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Fiscal Manager
Patricia D. Murphy
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RESPECT continued from page 1

2007 disallowing overtime pay for DSPs.
In the Long Island Care at Home vs. Coke
case, the Supreme Court upheld a 1975
Labor Department regulation exempting
home care workers from the protections
of the Fair Labor Standards Act. There is
another provision in the Fair Labor Standards
Act that exempts sheltered workshops
who employ people with disabilities from
paying them minimum wage.
The lot of a DSP is generally undervalued
and under-appreciated, except by the people
who directly benefit from their support and
care. There are efforts here and there across
the country to increase the professionalism
and status of direct support professionals.


On May 29, 2007 Iowa’s governor
signed a bill that supports some initiatives and studies that focuses on the
need to cultivate and enhance the professionalism of direct support work by
providing education, outreach, leadership
development and mentoring to DSPs.





In Arizona, where the average hourly
wage for DSPs is from $8 to $10.50,
and no benefits are provided, the Direct
Caregiver Association provides 200
hours of training to DSPs, representing 80 more hours of training than the
state requires for certified nursing
assistants. However, to put that training in perspective, the state requires
650 hours of training to become a
manicurist, and 600 hours to be a
dog groomer.
The College of Direct Support is a
web-based course co-sponsored by
My Life Foundation of Tennessee,
MC Strategies in Georgia, and the
University of Minnesota Research
Training Center on Community Living.
The training is based on the values
of community inclusion and personcentered planning, and includes
courses on such things as safety and
health, positive behavior support, the

Circumlocution

importance of building friendships and
community connections, cultural competency and civil rights and advocacy.
More information is available at
www.collegeofdirectsupport.com.


A number of states conduct a statewide
conference for direct support professionals in order to provide training,
networking and elevating the status
and professionalism of direct care
workers. Colorado is not yet one
of these.

As you will see in the articles in this newsletter, there are many state agencies and
organizations engaging in various efforts
to address the expected increase in the
demand for community-based direct support and the already-serious lack of wellpaid and well-trained direct support professionals. While system change happens in
myriad ways, it’s the person-to-person
relationships that are at the heart of it.


community services for individuals with disabilities. The parents’
goal was to get services in the educational, living and work
arenas, as well as family support, so that individuals could: 1)
move back home from institutional settings, and 2) work, live,
and be educated in the neighborhood and community like
their brothers and sisters.

A déjà vu experience occurred during a visit to a program for
individuals with cognitive disabilities in a church basement a few
months ago. There, in the donated church space, was a
group of eight individuals and three staff, making
craft projects and cooking. All were very involved
The question for 2007 is, “Have these goals been
A good descriptor
in the projects and just getting ready to get back
met?” Sadly, the ‘same’ individuals are in the
for this historical pattern
into the van to return to the base site to get
‘same’ church basement doing the ‘same’
between 1950 and 2007 is
transportation home to their families. The déjà
activities of daily living; but they are not with
‘circumlocution.’ The
vu experience reminded me of the early
their parents. The change is that paid staff are
dictionary says the term has
1960’s when parents (usually mothers) and
doing the supervision and planning, using
something to do with
their children of ALL ages met in free space of
Medicaid dollars. Otherwise the above scene
circles and coming back
church basements and worked on cooking and
is the same as it was in the 1960’s. Currently,
craft projects, as there were no programs for peoto the beginning.
there is very high turnover with direct care staff
ple with disabilities at that time. At this point in histoand they receive little professional development. The
ry, the ‘parent movement’ began with the upstart United
majority of the volunteer parents/ mothers are now in the
Cerebral Palsy and Arc nationally. The P.A.R.C. (Pennsylvania
workforce, hopefully making an hourly wage higher than the
Association for Retarded Children) lawsuit was filed as a predirect care staff now tending to the (adult) children. Most parents
cursor to the enactment of P.L.94-142 now IDEA (Individuals with
no longer have the choice to gather with their son or daughter in
Disabilities Education Act), and other legislative efforts to create
the church basement, as they must work.
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waivers allow for such payment. There are discussions to
allow expansion of control of dollars to all Medicaid waivers in
Colorado via self-determination-type features, such as the
hiring and firing of one’s own supports, via H.B. 06-1243.

Payment to Family
Members, Neighbors,
and Others of
One’s Choosing

Consumer Directed Services are often discussed in terms of
individuals going into the marketplace to hire strangers, but,
more true to form across the country, people hire relatives or
friends to support them. Again nationally, funding sources
such as Medicaid and state general funds do pay parents,
spouses and other relatives for providing such services.
Researchers have found policymakers questioning whether
paid care supplants care normal to
families, whether legally responsible
relatives should be paid by taxpayers,
and whether the hiring of relatives
meets accountability and quality
assurance standards established
by “systems.”

In a rural community in southern Colorado, a mother who would
have been volunteering in the church basement or with her
child at home in the 1960’s, is now working at Wal-Mart for
$6.85/hr while she leaves her child
at home with a C.N.A. (certified
nurse assistant). If one works for a
home health agency that values its
direct care staff, C.N.A. hourly earnings can be $14.25 /hr. Rules allow
that a parent can be paid as a
C.N.A. if a family’s’ child is over 18
and part of the IHSS (In Home
Support Services) waiver, and the
parent goes through C.N.A. training. This is not always a choice, as
the next variable occurs when the
home health agency in this rural
community is either not comfortable
with payment to family members, is
fearful of liability issues, or is not
comfortable with the nurse delegation options, in which certified nurses
can delegate skilled nursing practices to a non-certified person/parent. In this region, there is only one home health agency
and they don’t allow for payment to family members. Thus,
without all the variables in alignment, the parent goes to work
at a much lower wage than home health would pay, and more
importantly, leaves her child with a person who does not know
her child or the medical needs as well as she does. There are
no choices for payment to family members in this part of
the state.

Some states have used payment to
family members as a tool to increase
capacity where none existed, to
allow families to stay intact, and to
allow relatives to be part of the taxpaying employed when their informal
caregiving responsibilities would
conflict with typical employment.
Findings have been positive across
the states, including vast increases
in satisfaction. Individuals report that
they are more comfortable especially
when being provided very personal
services; needed care is covered even when additional hours
are unpaid; and relatives seem more able to fulfill individual
desires. Government is proceeding cautiously in the area of
paying spouses, even more cautiously than paying parents.
The few programs that allow spousal pay are typically funded
through state budgets. Medicaid waivers may allow this if a
state adequately fulfills assurances, conditions and justifications that demonstrate an unmet need. Centers for Medicare
and Medicaid (CMS) have indicated “a willingness to consider
State requests for an exception…within the boundaries of their
Home and Community Based Services waiver program.”

There are current real options for payment as noted above,
as well as potential new considerations via rewrites and
amendments of Medicaid waivers, to pay family members
for providing supports that paid staff now perform. Currently
the CDAS (Consumer Directed Attendant Supports) and IHSS

While the potential enhancement and increased capacity and
satisfaction are true benefits, a variety of concerns have been
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identified and continue to be monitored.
Philosophically, policymakers want to
ensure that familial relationships are
not adversely impacted by monetary
relationships. They want to sustain the
moral and legal responsibility of the
family even when payment is not available. Another concern revolves around
whether individuals are prepared to
treat relatives, including their spouses
or their parents, like employees…being
prepared to fire or discipline them if
needed. Some programs have allowed
fiscal intermediaries or agencies to
handle this aspect. Other programs find
this to be a non-issue. Another bureaucratic concern is whether spouses or
parents will be more controlling, or a
conflict of interest or liability is created
for the state. Although not much data
exist to support such concerns, it is
important to note that case management has the responsibility and should
be playing an active role to assess
quality assurance as it would with a
typical provider agency.
The federal Medicaid funding agency,
Center for Medicaid and Medicare
Services or CMS, has offered the use
of the same age peer standard to
determine if parents can be paid for the
category of service ‘supervision’. This

is a category that agencies use to get
reimbursed if they administer a group
home or residential situation. If payment
to families were to be written into one of
the waivers that include ‘supervision’ as
an allowable service, the service could
be reimbursed if the activity is one that
is not necessary for a person the same
age as the person being served via
Medicaid. For example, if a parent has
to pay someone to be at home with
their adult child while they go out and
they would not have to do the same for
another 31 year old, this payment would
be allowed under ‘supervision’ using the
same age peer standard.
Colorado’s own Department of Health
Care Policy and Financing (HCPF) has
been administering the Consumer
Directed Attendant Services (CDAS)
pilot as an 1115 demonstration waiver
for several years. Relatives, including
parents and spouses, as well as other
people, are providers in that program.
Additionally, parents of adult children
can be paid under the In-Home Support
Services (IHSS), a service under the 1915
(c) Elderly, Blind or Disabled Waiver. There
are hours/units of service parameters for
any type of provider. The state-funded
Home Care Allowance program allows
for spouses, parents and other relatives
to be reimbursed for
care provided.
Debate is sure to
continue. While paying spouses, parents
and family members
clearly provides an
enhancement to the
currently small pool
of direct care professionals, it is a stopgap measure. For
some it may prolong
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the time an adult with disabilities must
live in the family home as the parents
age, thus potentially creating an emergency for which no futures planning
was done. That said, payment to family
members is an alternative in areas
where no direct care workers are available, such as in rural and frontier communities. Additionally, it is one method to
offset the increasing pressure on direct
service capacity by aging baby boomers
and the growing number of people on
waiting lists for supports and services. It
is a proven and appreciated strategy for
the growing interest in consumer-direction, consumer-control, and
person-centered services. Where
institutions were once seen as the
benchmark of service, and “communitybased service” was the new fangled
idea taking barbs from traditionalists,
familial support must be given a fair
chance by policymakers. There is no
reason to assume a stranger would be
more trusted or capable than a family
member to know and want to meet the
needs of their family member.
Please watch the implementation of
H.B 06-1243 as each Medicaid waiver
is rewritten to include people with developmental disabilities and the tenets of
self-determination. But, don’t expect that
some quick changes are in the offing;
the rewriting may not be complete until
2008 or 2009. You may follow this via
http://www.chcpf.state.co.us/
default.asp
http://www.cms.hhs.gov/home/
medicaid.asp
http://www.rewardingwork.org/About
RewardingWork/Default.asp
http://www.self-determination.com/
body_index.html.


givers, one segment of the caregiving spectrum was not
included. Elderly parents, who provide assistance to adult
children with disabilities, were not identified as an eligible
group for this program. During the 2006 reauthorization of
the Older Americans Act, this omission was resolved.
Caregiver supports are now available for elderly parents
who assist their adult children.

Communit y
Suppor t Options
In Colorado, finding available
community supports for individuals
with a developmental disability
can be difficult. Currently, the
Supported Living Services program has approximately 3,100
people on its wait list, and the
Comprehensive program has
approximately 4,700 people
on its wait list. Many of
these people have
indicated that they will
need services within the
next two years. However,
people on the waiting lists
would benefit from being able
to access some services during
their time on the wait list. One
option for some could be through
the Older Americans Act program and the State Funding for
Senior Services program.

In addition to services designed to support caregivers, the
Older Americans Act provides a wide range of services to
individuals over 60 years of age. These services include:
congregate meals, home delivered meals, transportation,
in-home services such as homemaking, health promotion,
disease prevention, and education. The goal of the services
provided through the Older Americans Act is to provide
supports to enable people to remain in the community
and in their own homes. Although the services provided
through the Older Americans Act do not mirror services
provided through the Supported Living Services, some
assistance can be provided through these funds. Additionally,
since the Older Americans Act is not means tested, the
eligibility criteria to access these services are much less
restrictive than traditional Medicaid programs.
During the 2000 Colorado legislative session, the State
Funding for Senior Services Program was created to
provide funding for services similar to those provided
under the Older Americans Act. This new source of funding
has brought additional money to the State as the federal
funds have remained largely flat. During the 2007 Colorado
legislative session, the State Funding for Senior Services
was increased by $2,000,000 for a total of $7,000,000.
At the local level, the Area Agencies on Aging administer
the Older Americans Act and State Funding for Senior
Services, either directly or through contract with local
providers. Available services vary by Area Agency on
Aging based on local need and available providers.

The Older Americans Act originated in 1965 and began
largely as a nutrition program for people over 60 years of
age. As needs were identified, new programs were created
to address gaps in services such as transportation, in-home
supports, health promotion and disease prevention, and
Ombudsman services for individuals in nursing facilities
and assisted living facilities. In 2000, during the reauthorization of the Older Americans Act, a new funding part was
created that was designed to address the needs of those
providing care for elderly family members and grandparents
responsible for raising grandchildren under 18 years of age
(the National Family Caregiver Support Program). The
Administration on Aging recognized the valuable contribution
that family caregivers provide and identified that by providing
supports to these caregivers, such as respite services,
counseling, and information and assistance, caregivers
would be able to continue providing quality care. Although
this new caregiver program assisted a large range of care-

To find out more information about available services
for caregivers, visit eldercarelocator.gov, or call
1 (800) 677-1116 to find the local Area Agency on
Aging in Colorado.

—Todd Coffey is a Council member
representing the Older Americans Act
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NEW GRANTS
TO IMPLEMENT
COUNCIL’S
PLAN GOALS

The Colorado Developmental Disabilities
Council has awarded three new grants to
assist in the implementation of its new
Five-Year Plan. The Council’s Five-Year
Plan committee developed the Plan after
taking input from the citizens of Colorado
via focus groups and surveys. The full
Council approved the Five-Year Plan in
May 2006. The three goal areas are
employment, leadership development,
and supporting communities to include
persons with disabilities via a person
centered planning approach. Due to the
limited time and resources of the Council,
it is important to focus efforts as well as
to assure the achievement of outcomes.
The Council has the resources of staff
and members’ time and dollars. These
two resources are spent to reach three
goal areas.
The first grant of $100,000 went to
Colorado Association of Private
Resource Agencies to implement

Good To Great: Building Capacity to
Provide Person Centered Supports in
Colorado Project. The grant addresses
the Five-Year Plan goals of employment
as well as person-centered planning. The
training and project implementation will
occur in collaboration with staff at Wheat
Ridge Regional Center, Mosaic in Ft.
Collins, and Imagine! in Boulder under
the leadership of Bob Sattler and Michael
Smull with peer trainers Michele Manning,
Dennis Carbrey, and Elsie Ferrell. The
project will begin by training on Essential
Lifestyle Planning, development of leadership groups within each organization,
and establishment of five person-centered coaches within each organization.
A second area of outcome is to have thirty
individuals with disabilities participate in
People Planning Together sessions and
implement action plans based on these
sessions. Three peer trainers will develop
a cadre of individuals with disabilities who
will then serve as experts in person-centered planning. It is the goal of the project
to expand a model planning process so
that meetings become more functional
with outcomes based on the gifts and
interests of the person being served.
For further information please contact
Bob Sattler at bsat@aol.com,
http://www.elpnet.net/elp3.html,
http://www.nasddds.org/pdf/Goodto
GreatKick-Off2.pdf
Access and Ability under the leadership of Menda Warne was awarded
$101,000 to provide leadership development in Weld and northern Adams
Counties as well as provide both system and direct advocacy. In addition, a
data base will be developed to track
systemic barriers to inclusion, monitor
effectiveness of the leadership development, and develop annual reports to
identify training needs and areas of
non-compliance. Spanish translation and
printed materials in Spanish are available
at all trainings. Council objectives
addressed include incorporation of
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person-centered planning, tracking
agreements that youth will not transition
into sheltered workshops, and focusing
on students with needs for behavioral
supports in both the Spanish and English
speaking communities. For further information please contact Menda Warne at
access-ability@prodigy.net.
PEAK Parent Center in Colorado
Springs was awarded $138,000 for the
Colorado Person-Centered Planning
Initiative. Under the leadership of Beth
Schaffner, the project will expand personcentered processes for 30–40 individuals
ages 21–26 who represent a range of
ethnic, cultural, and geographic diversity
in the state. In addition to conducting the
person-centered processes for individuals,
the project will conduct a Life-Building
Project series of 4–5 sessions for a
group of individuals with disabilities and
their personal networks in the metro
area. All sessions are available in both
English and Spanish. PEAK currently has
another grant that involves implementing
the same processes for students up to
the age of 21. The grant from the Council
allows participants older than 21 to be
offered these new approaches. The goals
of the Council that are met with this grant
include the expanding the availability of
person-centered planning and leadership
development. It is the goal of the grantee
that each of the participants will have
more meaningful lives that are based
on individual preferences but may
include real work for real pay, generating
a personal income, participating in
community or neighborhood events or
living in a place of one’s own. For further
information you may contact Beth
Schaffner at bschaffner@peakparent.org,
www.peakparent.org.
You may view the Council’s Five-Year
Plan as well as other information at
www.coddc.org.


F amily F ootings
Amount allocated for investigating health-care fraud in 2003 that the FBI cannot account for: $114 million
(U. S. Government Accounting Office, September 2005)

$306 billion each year: The value of the services family caregivers provide for “free.”
(National Family Caregivers Association, 2007)

Factor by which this is greater than what is annually spent on homecare and nursing home services
combined: 2
(Department of Veterans Affairs, 2006)

Minimum amount that members of Congress have paid their own relatives since 2001: $3 million
(Los Angeles Times, 2005)

Number of Americans who spend more than a quarter of their income on health care: 14,300,000
(Families USA, 2005)

Rate at which the need for family caregivers will increase in the years ahead: 2.3%
Rate at which family members will be available to provide care: 0.8%
(Center on an Aging Society, Georgetown University, 2001)

Percentage by which the median income in care giving families
(families in which one member has a disability) is lower than non-care giving families: 15%
(Census Special Reports, July 2005)
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