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American Association on Health and Disability
Mission: To advance health promotion and wellness initiatives
for people with disabilities at the federal, state and community
level through advocacy, education, public awareness, and
research. AAHD is the only national organization specifically
dedicated to integrating public health and disability into the
overall public health agenda.
United Spinal Association
Mission: To improve the quality of life of all people living with
spinal cord injuries and disorders (SCI/D). Today, United Spinal
is the largest non-profit organization dedicated to helping people
living with SCI/D. We are committed to providing active-lifestyle
information, peer support and advocacy that empower
individuals to achieve their highest potential in all facets of life.

June 16-19, 2013
United Spinal Association’s Annual
Legislative and Advocacy Conference
• United Spinal’s Public Policy department
• NSCIA – United Spinal’s Membership and Chapter division
• Users First – United Spinal’s grassroots advocates division
You can find more information at:
http://www.unitedspinal.org/events/roll‐on‐capitol‐hill/

Upcoming Webinars
June 6 - Your Mobility Matters: Speak out and Make A
Difference

Alexandra Bennewith, United Spinal Association
Ann Eubank, Users First
July 25 – 23rd Anniversary of the ADA

James Weisman, United Spinal Association
http://www.spinalcord.org/webinar-archive/

To ask a question or make a comment,
please type in the
“Questions” box
clarkeross10@comcast.net

What Is Managed Care?
Managed care is:
1. any health insuring arrangement in which an
organizational entity enters into a formal contractual
arrangement with a purchaser
2. to both insure a defined group of members
3. and provide the members with services and supports
delivered through a network of providers selected by
the entity and subject to its rules, procedures, and
controls.

Who Purchases Managed Care?
• State governments purchase long term services and

supports.
• Health plans and managed care organizations (MCOs)

administer LTSS for the state. MCOs agree to provide
certain Medicaid benefits (contracted benefits) to people
in exchange for a monthly payment from the state.

What Can You Do To Help?
You need to tell state officials – legislative and executive
branch – that they are responsible for the design, funding,
and outcomes of the managed care program; tell them
what your concerns are

What Does the State Want?
Advocates should be aware of the typical state government
objectives for doing managed care.
Among the objectives a state purchaser of managed
care have are:
1. Budget predictability (and budget reduction): limit state

spending – a possible negative for consumers – fewer
available resources
2. Improved coordination of services and supports: a
positive for consumers

What Does the State Want? (continued)
Among the objectives a state purchaser of managed
care have are:
3. Improved health and reduction of chronic illnesses – a

positive for consumers
4. Electronic health records and integration of health care
– a positive for consumers
5. Market force competition – profit, efficiency are
important – a possible negative for consumers –
individualized consumer responsiveness maybe less
important

What Are You Concerned About?
You need to remind State legislators to recognize that
managed care is a fundamental shift in the way services
and supports are financed and delivered. The transition of
persons with disabilities from current arrangements to MCO
arrangements is an important element in the continuity of
support that you rely on. Providers and supports you are
dependent on may not be part of the MCO “provider
network.”

Managed Care Decisions
There are four fundamental decisions that state
governments/state entities must make in designing a
managed care program. The four are:
1.

Covered populations –
• Which populations are covered?
• This leads to which state agencies, which state

entities (such as disability and mental health
advisory boards), which consumer and family
groups, and which providers and professionals
are involved – all must be actively involved in all
stages of managed care.

Managed Care Decisions (continued)
2. Services –

• What’s covered?
• What’s not covered?
• How do consumers and their families access the

services?
• How are “medical necessity” decisions made and
implemented?
• Services and their use should be consistent with the
Olmstead Supreme Court decision.

Managed Care Decisions (continued)
3.

Payment Method - Capitation – (PMPM = Per Member/Per
Month Payment)
• What funds are included in the managed care program?
• What major sources of funds are left out of the managed

care funding pool? (Frequently, nursing home payments are
left out)
• What financial incentives are written into the managed care
contract with the state? What quality measures must the
MCO deliver and publicly report?

Managed Care Decisions (continued)
4. Enrollee Rights –
• What are the grievance procedures, how does the

appeals process work, and how much public
transparency is there?

National Organizations – MC Resources
National Organizations That Consistently Analyze
State Managed Care Programs Impacting Persons
with Disabilities and Other Vulnerable Populations –
AAHD and United Spinal Work Closely with Most of the
Following Groups:
AARP
http://www.aarp.org

Community Catalyst
http://www.communitycatalyst.org/

National Organizations (continued)
Friday Morning Collaborative: an aging-disability coalition
facilitated by the National Council on Aging. [AAHD and
United Spinal are FMC members]
http://www.ncoa.org/public-policy-action/long-term-services-supports/friday-morning-collaborative.html
Kaiser Family Foundation
http://www.kff.org
NASHP (National Academy for State Health Policy)
http://www.nashp.org

National Organizations (continued)
NASUAD (National Association of States United for Aging
and Disability)
http://nasuad.org

National Senior Citizens Law Center (NSCLC)
http://www.nsclc.org
DREDF (Disability Rights Education and Defense Fund)
http://www.dredf.org

Managed Care Advocacy
National Multi-Disability Organizations – Managed Care
Advocacy Recommendations
Consortium for Citizens with Disabilities (CCD)
www.c-c-d.org

National Council on Disability (NCD) – www.ncd.gov
In April 2013, CMS began a technical assistance center
for states on Medicaid managed care.
http://www.medicaid.gov/Federal-Policy-Guidance/
Downloads/CIB-04-12-13.pdf

The Potential Role of Managed Care
• Managed care offers tools to improve services and

supports coordination and quality. Examples – integrated
person-centered planning across providers; provider
documented performance for outcomes; consumer
feedback on their experiences

• MCOs may be able to offer services that would not

otherwise be covered as benefits under a state Medicaid
plan, if these are effective substitutes for more costly
covered services. Examples are – transportation, vision
services, dental services, peer delivered supports

The State-MCO Contract
• The legal document between the state and the MCO

specifying responsibilities of each entity
• Advocates should push that the entire contract be publicly

available – posted on both the state and MCO websites

Contract Advocacy Recommendations
Advocates should ensure that the following elements are
precisely addressed in the contract:
• Vision: is there a clear vision of managed LTSS objectives?
• Covered populations
• Benefits
• Is the program design adequate in addressing the varied

needs of beneficiaries?

Contract Advocacy (continued)
• Services
• Providers – how does a provider become part of the

MCO provider network; how do consumers and their
families access providers; are paid family caregivers
included; is the state’s existing infrastructure, including
community-based non-profit organizations and federally
and/or state funded centers for independent living,
included?
• Capitation

Contract Advocacy (continued)
• Quality Measures – what quality measures must the

MCO deliver and publicly report?
• Enrollee Rights – what are the grievance procedures

(both internal and external); how does the appeals
process work; and how much public transparency and
public reporting is there?
• How will coordination of services and supports be

delivered?

Contract Advocacy (continued)
• How will improved health and reduction of chronic

illnesses be achieved and publicly reported?
• Will the MCO be promoting employment and

meaningful days, and are there financial incentives for
achieving objectives related to these?
• Will the MCO be promoting community living and

involvement, based on consumer choice, and are there
financial incentives for achieving objectives related to
these?

Contract Advocacy (continued)
• How will stakeholders, particularly consumers and their

families, be involved in all aspects of MCO operations?
• Everyone Has To Be at the Table – particularly

consumers with disabilities and their families – Nothing
About Us, Without Us

Contract Advocacy (continued)
Everyone needs to be at the table in the design,
implementation, and evaluation of a managed long term
services and support program. There are at least five
reasons for meaningfully involving all stakeholders in
all phases of the program:
• Involving all will better define and meet the needs of

persons with disabilities
• Sharing the state’s vision for system improvement will

educate, inform and promote reform

Contract Advocacy (continued)
Reasons for meaningfully involving all stakeholders in
all phases of the program
• Involving allows states and their managed care agents

to learn how services and supports are currently
provided and how services and supports can be
improved
• Involving allows partnerships to form
• Involving partially protects against political backlash

New York State MBHO
New York State – Managed Behavioral Health – 2013
Performance Measures – Examples
• Persons served in a timely manner
• Persons served close to their home
• Persons served by network providers expert in the

consumer’s particular disability and health need

National Quality Forum
• http://www.qualityforum.org/Home.aspx
• NQF charge from ACA (Affordable Care Act): move from

distinct payer specific measures to health-related
outcomes across all HHS programs
• NQF does not create measures. They rely on existing

standardized performance measures currently
implemented

National Quality Forum (continued)
• The approach to quality is focused on structure, process,

and outcomes.
• Examples
• Structure: ratio of LPNs to Nursing Home Residents
• Process: monthly medication appointments for persons

with serious mental illness
• Outcomes: persons living in community-based housing
of their choice

National Quality Forum (continued)
• The NQF approach to quality relies on existing
•
•
•

•
•

•

standardized performance reporting programs:
Providers [e.g., Joint Commission, CARF, CQL, CAHPS]
Health Plans [e.g., NCQA, URAC]
Systems [e.g., NCI]
National Core Indicators (NCI)
Personal Outcome Measures/Council on Quality and
Leadership
CAHPS(Consumer Assessment of Healthcare Providers
and Systems)

National Quality Forum (continued)
Some NQF Issues:
• Is physical accessibility of mammography programs a civil
rights compliance or a quality measure?
• How to overlay condition-specific measures?
• Use of independent consumer/family organizations to

determine experience, choice, participant-direction - is
this an outcome or a process?
• (Importance of independent peers doing the person-toperson interviews) 4 states – MA/MD/PA/WI fund
independent peer organizations on mental illness

National Quality Forum (continued)
• NQF has released its interim report to CMS (Centers for

Medicare and Medicaid) on quality measures for persons
dually eligible for Medicare and Medicaid
• Roughly 3.4 million, of the 9 million people dually eligible,

are people with disabilities under the age of 65.

National Quality Forum (continued)
• NQF workgroup on persons dually eligible for Medicare

and Medicaid is “population-centered,” compared with
other federal measurement programs focused on single
settings of care or types of services.

• NQF Criteria: Parsimony – ideally, a set should include

the smallest possible number of measures to achieve a
program’s objectives. This is a cost criteria. NQF does
recognize a point made by CCD – “Using too few
measures will leave stakeholders with only an unclear
picture of results and insufficient information.”

CCD NQF Quality Objectives
June 2012, the Consortium for Citizens with Disabilities
(CCD) established six advocacy objectives with NQF:
CCD identified six gaps in existing quality standards as they
directly relate to persons with disabilities. These are
consumer and family centered measure areas. They are not
intended to reflect all important measures to disability. The
six consumer and family measure areas are:
Consumer Choice and Participant-Directed Services
Satisfaction: Individual Experience with Services and
Supports
3. % in employment or meaningful day activity
1.
2.

CCD NQF Quality Objectives (continued)
Citizens with Disabilities (CCD) NQF advocacy
objectives
% in independent housing – Consumer choice,
housing appropriateness, stability
5. Integrated primary and specialty care
6. Access to timely and appropriate care
4.

With the exception of employment, the NQF interim report
addresses the CCD objectives (mostly as gap areas that
need more precise measures)
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