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Shaping Tomorrow’s Choices  
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Report Issued By: New Hampshire Department of Health & Human Services

Date Issued: 1998
Purpose: The New Hampshire Laws of 1997 Chapter 309 mandated the DHHS Commissioner to submit a long term care plan, which had to include provisions for equitable funding for residential care as well for other levels of long term care.  Shaping Tomorrow’s Choices is about reforming the long term care system to make it more responsive to New Hampshire’s elderly and disabled citizens and their families.  The New Hampshire Department of Health and Human Services understood that offering alternatives to institutional care supports independent functions and improves the quality of life for consumers and promotes the cost efficient and appropriate use of scarce resources.

Findings: The report notes that the current long term care system for the frail elderly and physically disabled or chronically ill adult populations relies on nursing facilities.  An increasing elderly and disabled population and decreasing public financial resources; as well as the desire of many long term care consumers and potential consumers to be cared for at home caused the Department to re-evaluate how long term care services were being provided.  Because far more was being spent on nursing facility care than on home and community based care, there was an inherent dichotomy between the State’s long term care system and consumer choice.  Shaping Tomorrow’s Choices was an initial step towards rebalancing the long term care continuum by recommending an increase in resources and support to the home and community based service infrastructure to make it more responsive to increased consumer demand.
Key Recommendations: The transformation of the public long term care system from a predominantly nursing facility-based orientation to a home and community based one is fundamental to the long term care systems changes proposed in Shaping Tomorrow’s Choices.  The Department implemented or proposed for implementation the following to initiate these changes:

A.
Legislative Changes


1.  Extend the nursing facility moratorium from December 31, 1998 until December 31, 

 2001.  

2.
Amend the health care facility licensing statute to permit Medicaid funding for residential and supported residential care.   

3.
Implement pre-admission assessment for individuals eligible for Medicaid applying for nursing facility services and a mandatory education program for anyone seeking to enter a nursing facility.  
B.
Administrative Actions

a.
Nursing facility initiatives

1.
The Department will explore making incentives available to nursing facilities to convert their beds to other uses.  
2.
The Department will work with the Housing Finance Authority to implement an assisted living pilot.  
3.
The Department will explore piloting the concept of the service house as an alternative to nursing facility care.  

4.
The Department will continue the practice of deeming licensed nursing facility beds to residential care and supported residential care.  
5.
The Department will explore implementing an incentive rate for those nursing facility providers who voluntarily close or convert beds.  
6.
The Department will develop and implement an acuity-based reimbursement methodology for nursing facilities.  
b.
Community Initiatives
1.
The Department will expand the access and availability of intermediate level services within the home and community based services framework included in the HCBC-ECI Waiver. 
2.   The Department has also requested an amendment to the HCBC-ECI Waiver to include other home and community based services to enhance a nursing facility eligible-individual’s ability to live at home.  
3.
The State will avail itself of the opportunity to include the PACE Program in New Hampshire’s Medicaid Plan
4.
The Department will establish a system of long term care focal points throughout the State.  
5.
Through a series of carefully planned pilot projects throughout the State, the Department will field test key elements of its redesigned model for home and community based care.  
(a)
Consumer Voucher Demonstration

(b)
At Risk Targeting/Service Bundling Pilot. 

(c)
Respite Care.


(d)
Shared Housing Pilot.  

(e)
Congregate Housing Services Initiative.  

(f)
Volunteer Development Pilot.  

(g)
Adult Medical Day Care Expansion.


(h)
Integrated Behavioral Health Long Term Care Pilots.  

Toward a Community Support System For the Elderly
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Report Issued By: Institute for Health, Law and Ethics; Franklin Pierce Law Center

Date Issued: June, 1998

Purpose: The goal of this study was to assist the State of New Hampshire and its older citizens as they address the critical challenges and opportunities which face the State of New Hampshire in adopting and implementing a community-based long term care policy for older adults in the state.

Findings: The report describes a set of important lessons learned regarding the development of successful community-based care systems and provides a series of specific recommendations to the State of New Hampshire in order to develop a coherent, comprehensive and effective community support system for older adults. The report identified a number of important lessons that should be considered as one embarks on reforming the elder care system.
Key Recommendations: Recommendations include: Develop a statewide network of support agencies; Develop consumer and caregiver support councils; Amend the Medicaid Waiver to permit a wider array of flexible benefits; Develop an array of local community-based residential options that allow for "aging in place"; Increase monetary and systemic support for families and informal caregivers; Use Proportionate Share dollars to fund the creation of an infrastructure; Adjust state and county portion of Medicaid costs for nursing home and home and community-based care; Amend NH’s Nurse Practice Act; Require community-based home health providers who accept Medicaid reimbursement to provide Medicaid home and community-based care waiver services; Eliminate the disparity in the financial eligibility criteria for Medicaid home and community-based care and nursing home care; Develop strong elder organizations for implementing the needed changes; Expand existing capacity in the home care and community support industries.

Home and Community-Based Long-Term Care Financing and the Woodwork Effect
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Report Issued By: The Policy Resource Center at The Institute for Health, Law, and Ethics; Franklin Pierce Law Center

Date Issued: Summer/Fall 2003

Purpose: This policy brief is one in a series of briefs published by the Policy Resource Center through funding from the Real Choice Systems Change Grant funded by CMS. The purpose of the brief is to study issues related to the expansion of home and community based care and the concern about a perceived “woodwork effect”.

Findings: Today, Medicaid is the primary payer of long-term care (LTC) services and, as such, significantly affects choice, development and availability of LTC services within states. A major obstacle to enhancing Medicaid coverage of home and community-based care (HCBC) services is the belief that a woodwork effect will drive Medicaid LTC costs upward. Legislators believe that if Medicaid coverage for HCBC services is widely available, many people who now rely on unpaid help from family and friends will "come out of the woodwork" and ask for Medicaid coverage for their home care. In response to this belief, legislatures often limit the availability of Medicaid HCBC coverage.

Key Recommendations: This brief concludes that while the total number of individuals who access Medicaid LTC services may increase, NH should expand the availability of Medicaid HCBC services for all because any woodwork effect would be relatively minor due to the state’s low poverty rates, low disability rates, and already high participation rate in Medicaid LTC, and may provide more coverage for an increased number of individuals and still reduce the total Medicaid LTC cost.  This will build a strong HCBC infrastructure, encouraging private-pay individuals both to use HCBC and to avoid Medicaid estate planning and premature spend-down for Medicaid eligibility; support and sustain informal caregiving and will serve more individuals who need LTC assistance.
Eldercare in New Hampshire: Labor Market Trends and their Implications
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Report Issued By: State of New Hampshire Employment Security

Date Issued: March, 2006

Purpose: The changing profile of New Hampshire’s population and families will have dramatic impacts on health care for the elderly. In an attempt to highlight the issues involved, the Economic and

Labor Market Information Bureau (ELMI) has assembled information that defines the pertinent labor market and demographic elements. This report focuses on the following occupations related to Eldercare services: Personal and home care aides, Home health aides, Nursing aides, orderlies and attendants.

Findings: New Hampshire’s population 65 years of age and over is expected to more than double between 2000 and 2030, growing to 21.4 percent of the State’s population compared to only 12.0 percent in 2000. Health care issues, when combined with an aging population, take on additional importance.  Since 1990, employment in nursing care facilities, individual and family services, home health care services and community care facilities for the elderly has grown substantially, indicating an increased demand for Eldercare services. According to New Hampshire Employment Projections 2002-2012, nursing aides, orderlies and attendants are projected to have 258 annual openings on average over the next ten years, personal and home care aides are projected to have 134 annual openings on average, and home health aides are projected to have 98 average annual openings.
Key Recommendations: As the 18-64 labor force decreases over the next couple of decades, recruiting workers to provide Eldercare services from alternative labor pools should be considered as potential supply of workers, including unemployed persons, dropouts and retirees.  Workers in declining industries or occupations could also be viewed as a potential source. Retraining of workers dislocated from production-related occupations might be feasible since the selected eldercare occupations for this study generally require short-term on-the-job training, and a comparison of skills and abilities needed for performing the job duties in any of the three selected eldercare occupations show a great deal of overlap.

2006 EngAGING NH Summit:  Executive Summary
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Report Issued By: EngAGING NH

Date Issued: 2006

Purpose: A coalition of private older citizens, institutions of higher education, and advocacy organizations held a statewide summit of older adult leaders to create an Aging Action Network, EngAGING NH.
Findings: Their work created and implemented a process for issue and resource identification in the field of community-based aging and pinpointed specific areas for current and future advocacy and research.

Key Recommendations: The top five out of thirteen Identified Priority Issues in order of ranking were:  Health Reform, More Home and Community Options, Transportation, Elder Infrastructure, and Affordable Housing

Incapacitated Adult Fatality Review Committee – First Annual Report
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Report Issued By: Incapacitated Adult Fatality Review Committee, NH Department of Justice

Date Issued: March, 2009

Purpose: The committee’s purpose is to reduce incapacitated adult fatalities through systemic multidisciplinary review of fatalities, evaluation of practices, policies, relevant data and trends and through recommendations for changes in law, policy and practice.

Findings: The Committee was able to review two cases this year. The first case involved neglect of an elderly person and the second case was a murder suicide.
Key Recommendations: Despite its best efforts and intentions, the committee was unable to complete the full recommendation process in time for inclusion with this report. The two cases reviewed resulted in a significant amount of preliminary discussions about possible recommendations. The committee will dedicate a future meeting to completing the recommendation process. Any recommendations made will be included in the second annual report due on November 1, 2009.
A Balancing Act: AARP Survey on Long-Term Care Reform in New Hampshire
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Report Issued By: AARP

Date Issued: February, 2009

Purpose: Currently, New Hampshire spends the vast majority of its long-term care funds on nursing home care. In January 2009, AARP conducted a telephone survey among 800 randomly selected members in New Hampshire to gauge their opinions about long-term care, and to help assess whether members’ preferences for long-term care are aligned with the state’s allocation of funding for the system.

Findings: The survey found that members feel it is very important to have services that would enable them to stay at home as long as possible if they needed long-term care. In fact, if faced with long-term care needs, the vast majority would prefer to receive care at home with help from family, friends, and home health services as opposed to receiving care in a nursing home or another residential care setting. AARP members not only strongly support AARP advocating for increased access to and availability of home- and community-based long-term care services in New Hampshire, they are more likely to vote for candidates who support increasing access to these services.
Key Recommendations: In light of the current economic strife, the State should take this opportunity to consider the preferences of its residents and redirect some of its long-term care funds into less costly and more desirable home- and community-based care options. At the community level, AARP members are supportive of programs and services to help people remain in their homes for as long as possible, including the expansion of transportation services and volunteer programs; as well as State support for unpaid caregivers, such as family and friends.  To help achieve this, communities across the state should create a climate of support through the creation of these programs.

Long Term Care Commission Report
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Report Issued By: Long Term Care Commission

Date Issued: February 6, 2009

Purpose: The purpose of the Commission was to propose methods for advancing the following goals:  expand support for home and community-based options (HCBS) for both Medicaid and non-Medicaid populations; increase rates paid by Medicaid for long term services in the community; support family caregiver services; allow for prompt financial and clinical Medicaid eligibility determination; address the shortage of health care, long term care and direct care workers; and address the shortage of trained geriatricians in the medical professions..

Findings: New Hampshire has implemented many positive changes in its public long-term care system over the past ten years. Some of the major accomplishments are:

1. Creation of a statewide ServiceLink Resource Center network.

2. Implementation of consumer-directed services. 

3. Expansion of access to community-based long-term care residential models such as assisted living and adult family care.

4. Support for family caregivers. 

5. Implementation of a quality management system which focuses on quality as experienced by program participants.

There is also ongoing work being accomplished in a Person Centered Planning program for older adults and adults with physical disabilities and a variety of information technology initiatives to improve the efficiency and effectiveness of a person-centered long-term care system.

Key Recommendations: The LTC Commission made the following recommendations to improve the system of long-term services and supports for New Hampshire residents.

1. Develop an array of long-term care services and supports that allows all citizens to choose those which best meet their needs.

2. The Medicaid eligibility process for long-term care services and supports should be improved 

3. A revolving loan fund should be established to provide financing for building modifications to create adult family care homes or to assist families and communities to care for their relatives or friends. 

4. Establish a Long Term Care Commission to respond to issues related to the increased demand for long-term care services and supports. 

The Commission would address the following subjects at a minimum:

a. Home and community-based care options;

b. Family caregiver services;

c. Shortage of health care, long-term care and direct care workers, including medical professionals trained in gerontology;

d. Reimbursement rates for long-term care services;

e. Prompt financial and clinical public benefit determinations; and

f. Services and supports for New Hampshire citizens which embody respect, dignity, choice and control until the end of life.

Community Listening Sessions Final Report
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Report Issued By: Bureau of Elderly and Adult Services, in collaboration with: Institute on Disability and State Committee on Aging

Date Issued: February, 2009

Purpose: Over the period of May 12, 2008 to July 22, 2008, seventeen community listening sessions were conducted throughout the State to hear what seniors and local service providers thought about the transformation efforts taking place in the long term care services system. The listening sessions were held as part of the Systems Transformation Grant work plan as a means of public outreach and comment. BEAS also plans to use the findings from these sessions as a documentation of need for the upcoming State Plan on Aging.

Findings: Overwhelmingly, NH’s seniors prefer home care and are very worried about high energy costs and affordability of long term care programs.  There is a need for more trained home care workers as well as supports for family caregivers, and lack of adequate transportation is a major problem.  Dental care and mental health services for older adults is seriously lacking in the State’s health care system.  There needs to be more easily understandable program literature and a better system for social networking programs.

Key Recommendations: Recommendations included increase assistance for home and community based services to help people stay home and delay nursing home placement, increase funding for home and community based services, continue creation of a system which provides greater choice over where and how services are delivered, develop a strategy to address the workforce shortage, increase family caregivers support and implement the consumer directed family caregiver model statewide.  Increase education and outreach and support prevention; increase access to geriatric and mental health services and wellness programs in every community and partner with existing community resources to enhance services for seniors. Continue the work to coordinate transportation services statewide through regional brokerage systems.

Long-Term Care:  Options in an Era of Health Reform


[image: image10.emf]AllianceLTCPaper.pdf


Report Issued By: Alliance for Health Reform

Date Issued: April, 2009

Purpose: The purpose of this paper is to frame the main issues of long-term care reform and to lay out the principal reform options available to policymakers. While long-term care is unlikely to be at the center of the upcoming debate on health care reform, much can and should be done to improve the system in the near term.

Findings: Older people with disabilities are much less well off financially than older people without disabilities and these users of services often incur very high out-of-pocket costs, of which about 68 percent was for nursing homes rather than home and community-based services.  Almost two thirds of all nursing home residents depend on Medicaid, and long-term care for people of all ages and disabilities accounts for about a third of Medicaid spending.  In 2007, there were more than 3 million direct care workers in long-term care, and the turnover rate for certified nurse assistants in nursing homes was approximately 67 percent per year in 2007.

Key Recommendations: Some initiatives that could be implemented at relatively low cost include educating the American people on long-term care and creating a National Commission on Long-Term Care.  Increase federal funding for state long-term care infrastructure initiatives, Ease Medicaid spend-down requirements for beneficiaries receiving home and community-based services, increase funding for Administration on Aging and other appropriated long-term care programs, increase support for a variety of relatively low-cost initiatives related to quality of care, establish grant program to states, providers, and consumers to improve direct care workforce, increase funding for long-term care research and policy analysis.

2009 Alzheimer’s Disease Facts and Figures
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Report Issued By: Alzheimer’s Association

Date Issued: 2009

Purpose: 2009 Alzheimer’s Disease Facts and Figures provides a statistical resource for U.S. data related to Alzheimer’s disease, the most common type of dementia, as well as other dementias.

Findings: The report provides extensive statistics and information about dementia and Alzheimer’s disease. Alzheimer’s disease is the most common cause of dementia accounting for 60 to 80 percent of cases.  The greatest risk factor for Alzheimer’s disease is advancing age. Most Americans with Alzheimer’s disease are aged 65 or older and more women than men have Alzheimer’s. Currently, an estimated 5.3 million Americans of all ages have Alzheimer’s disease.  No treatment is available to slow or stop the deterioration of brain cells in Alzheimer’s disease. In 2000, there were an estimated 411,000 new (incident) cases of Alzheimer’s disease. By 2010, that number is expected to increase to 454,000 new cases per year; by 2029, to 615,000; and by 2050, to 959,000.  Most people with Alzheimer’s disease and other dementias live at home, usually with help from family and friends. As their dementia progresses, they generally receive more and more care from family and other unpaid caregivers. Almost 10 million Americans provide unpaid care for a person with Alzheimer’s disease or other dementia. 
Key Recommendations: The report concludes with a vision for the future. It notes that the field of Alzheimer’s disease research is evolving rapidly. With more research, recommendations may include information about lifestyle and even pharmacological interventions. Neuroimaging techniques and biomarker studies will help identify the severity of disease in individuals with early signs of Alzheimer’s. The ultimate goal is prevention of Alzheimer’s disease.

Mission, Vision, and Values Developed by the Systems Transformation Strategic Planning Group
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Listing of 2008 Enacted Legislation Reporting Requirements related to LTC
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“Do not forget the hands of the aged; they have touched much of life
and have become sensitive and sympathetic."
-- Anonymous

FIRST ANNUAL REPORT
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CHAIR REPORT AND ACKNOWLEDGMENTS

The Incapacitated Adult Fatality Review Committee (IAFRC) has completed its
inaugural year of reviewing certain deaths of New Hampshire’s elderly and incapacitated
adults. Iwould like to thank Attorney General Kelly Ayotte and the members of the
IAFRC executive committee for affording me the privilege of serving as Chair to such a
distinguished and selfless group of individuals who have agreed to volunteer their
valuable time to come together to protect and improve the lives of New Hampshire’s
elderly and incapacitated adults.

On January 1, 2008, RSA 21-M: 16 established and administratively attached the
IAFRC to the New Hampshire Department of Justice. During this first year, the IAFRC
executive committee worked diligently to accomplish the mandates set forth by the
legislature. The IAFRC modeled itself after New Hampshire’s existing Child Abuse and
Domestic Violence Fatality Review Committees and incorporated other aspects of similar
elder death review teams from across the country. The mission statement, objectives, and
case review protocol contained in this report are the product of the committees’ hard
work and continued diligence throughout 2008.

Each year, over 2,500 cases of abuse, neglect, self-neglect and financial
exploitation of elderly and incapacitated adults are reported to the New Hampshire
Bureau of Elderly and Adult Services. Studies suggest, however, that such occurrences
are vastly underreported with only one in fourteen cases of abuse and neglect ever
coming to the attention of authorities. Victims often suffer in silence and many die from
conditions that could have been prevented.

By 2010, approximately one-third of New Hampshire’s population will be 50 or
older. The challenge for New Hampshire’s communities will be to develop and expand
programs and resources to meet the needs of its elderly and incapacitated residents.
Through careful and considerate review of certain deaths of elderly and incapacitated
adults, the IAFRC seeks to improve the lives of the state’s most vulnerable members by
recommending policies, practices, and services that will promote collaboration and
reduce preventable fatalities.

The residents of New Hampshire should be encouraged by the mission and efforts
of the IAFRC. It is my sincere hope that the continued work of the IAFRC will give a
voice to New Hampshire’s elderly and incapacitated adults so that they will no longer be
forced to suffer in silence.

Ny ) Pt

Tracy M. Culberson, Esq.
Chair





INCAPACITATED ADULT FATALITY REVIEW
COMMITTEE

MISSION STATEMENT

To reduce incapacitated adult fatalities through systemic multidisciplinary review
of incapacitated adult fatalities, evaluation of practices, policies, relevant data and trends
and through recommendations for changes in law, policy and practice.

We recognize the responsibility for responding to, and preventing, elder and
incapacitated adult abuse and neglect fatalities, lies within the community, and not with
any single agency or entity. We further recognize that a careful examination of the
fatalities provides the opportunity to develop education, prevention, service delivery,
management, quality assurance strategies and, if necessary, prosecution strategies that
will lead to improved coordination of services for elder and incapacitated adults and their
families.

OBJECTIVES

1. Determine and report on trends and patterns of incapacitated adult deaths in New
Hampshire.

2. Recommend policies, practices, and services that will promote collaboration among
service providers for, and reduce preventable fatalities among, incapacitated adults.

3. Evaluate policies, practices, intervention and responses to fatalities among
incapacitated adults and offer recommendations for any improvements in those
interventions and responses.

4. Evaluate and report on high risk factors, current practices, gaps in systematic
responses, and barriers to safety and well being for incapacitated adults in New
Hampshire.

5. Recommend improvements in the sources of data relative to preventing fatalities
among incapacitated adults.

6. Educate the public, policy makers, and budget authorities about fatalities involving
covered incapacitated adults.

7. Identify and evaluate the prevalence of risk factors for preventable deaths in the
population of incapacitated adults.

8. Development and dissemination of an annual report to state officials describing any
trends and patterns of deaths or serious injuries or risk factors, together with any
recommendations for changes in law, policy, and practice that will prevent deaths and
related serious occurrences and special reports when doing so is necessary to alert
authorities or the public to the need for prompt corrective action.
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I. INTRODUCTION

The abuse of clderly and incapacitated adults is a serious and growing
problem, both locally and nationally. However, the responses of the justice, health,
and social services systems to elder and incapacitated adult abuse lag far behind their
responses to the similar problems of child abuse or domestic violence. Fatality
review teams for child abuse and domestic violence have had an impact in improving
systems’ responses to the victims of those similar forms of abuse. Yet, elder and
incapacitated adult fatality review teams are only just starting to develop.'

A fatality review committee is a group of professionals from many different
organizations, agencies and branches of government that convenes periodically to
review cases where an elderly or incapacitated adult has died. The theory underlying
the fatality review process is that if we are able to better understand why and how a
death occurred, we can learn important lessons to help prevent future deaths. The
review process affords the Committee with the opportunity to develop
recommendations that are intended to improve the statewide coordination of services
for elder and incapacitated adults and their families.

' Reprinted with the permission of the American Bar Association Commission on Law and Aging
publication entitled Elder Abuse Fatality Review Teams: A Replication Manual.





II. HISTORICAL BACKGROUND

In 2007, House Bill 862-FN, sponsored by State Representatives Schulze,
MacKay, Donovan, Emerson, French and Fuller Clark, was introduced to establish a
committee to study the incidence and causes of deaths of incapacitated adults. (See
Appendix A). The purpose of the proposed committee was, among other things, to
recommend policies, practices, and services that will promote collaboration and reduce
preventable fatalities among incapacitated adults.

On January 1, 2008, RSA 21-M: 16 took effect thus creating the Incapacitated
Adult Fatality Review Committee. The Committee, which is administratively attached to
the Department of Justice, exemplifies New Hampshire’s strong tradition of multi-
disciplinary cooperation and its commitment to improving the State’s ability to protectits
most vulnerable citizens. The statute authorized the attorney general to appoint members
to the committee from the health care field, organizations with expertise in services
provided to incapacitated adults, law enforcement, organizations or individuals who
advocate for or provide legal representation for incapacitated adults, and other members
as the attorney general determines will assist the committee in fulfilling its objectives.

The authority and objectives of the Committee are defined by statute and
incorporated into the Committee’s mission statement. The meetings and records of the
Committee are exempt from the provisions of RSA 91-A (Right-to-Know Law).
Committee members sign a confidentiality agreement that prohibits any unauthorized
dissemination of information beyond the purpose of the review process as a condition of
membership.

At its first meeting in March 2008, the IAFRC executive committee began the
difficult task of drafting a mission statement, Committee objectives, interagency and
confidentiality agreements, and a procedure for identifying specific cases to review.
Additionally, the executive committee identified more than 25 individuals from varied
disciplines as potential review committee members. Once identified, those individuals
were appointed by Attorney General Kelly Ayotte to serve onr the Committee. — — — — — — — — —

On June 27, 2008 the full committee met for the first time. The meeting afforded
those who serve the needs of New Hampshire’s elderly and incapacitated adult
population the opportunity to meet and interact with one another and become familiar
with the mission and purpose of a fatality review committee. The full committee would
meet again in August to conduct its first review of a death of an elderly incapacitated
person and again in October to conduct its second review.





III. FATALITY REVIEW

Membership

The Committee’s membership is comprised of individuals representing the health
care field, organizations with expertise in services provided to incapacitated adults, law
enforcement, organizations or individuals who advocate for or provide legal
representation for incapacitated adults, and such other members as the attorney general
determines will assist the committee in fulfilling its objectives. Committee members
serve at the pleasure of the attorney general for three-year terms.

A review of the membership list, included at the beginning of this report, reflects
representation from the following: Probate Court, law enforcement, victim services
(through both the Attorney General’s Office and Coalition Against Domestic and Sexual
Violence), health care (medical and mental health), Department of Health and Human
Services, Bureau of Elderly and Adult Services and Ombudsman, attorneys, disability
rights advocates, emergency management services, home care providers, public
guardians, and members of public and private organizations that advocate for, and serve
the needs of, elderly and incapacitated adults. These members volunteer their time to
come together every other month to review deaths with the hope of improving the State’s
ability to meet the needs of its most vulnerable citizens.

Confidentiality Agreement

Pursuant to RSA 21-M:16, VIII, the meetings and records of the committee are
exempt from the provisions of RSA 91-A (“Right-To-Know-Law”). Because certain
information that is shared at committee meetings is confidential, all members of the
committee must sign a confidentiality agreement that prohibits any unauthorized
dissemination of information beyond the purpose of the review process as a condition of
membership. (See Appendix B). In addition to individual confidentiality agreements, an
Interagency Agreement has been signed by the heads of the New Hampshire Department
of Justice, the New Hampshire Department of Health and Human Services, and the New
Hampshire Department of Safety. (See Appendix C).

“A test of a people is how it behaves toward the old...the affection
and care for the old, the incurable, the helpless are the true gold

mines of a culture.”
- Abraham Heschel






Case Review Protocol

1.

The IAFRC will review data regarding certain deaths of New Hampshire elderly
and incapacitated adults as defined in NH RSA 21-M:16, IV.

The Committee’s review of a case shall not be initiated until such time as any
related criminal action has been finally adjudicated at the trial court level.

Comprehensive, multi-disciplinary review of specific cases may be initiated by
the Department of Justice, the Department of Health and Human Services, the
Department of Safety, or by any member of the Incapacitated Adult Fatality
Review Committee (IAFRC).

Once the IAFRC Executive Committee identifies a case for review, the IAFRC
Chairperson or Staff Assistant will send case information to IAFRC members in a
sealed envelope marked “Confidential” prior to the scheduling of the case for
review at an IAFRC meeting. The envelope may contain, among other things, the
following information: name of victim and perpetrator (if applicable), name of
facility or address of residence where death occurred, name of caregiver,
deceased’s date of birth, driver’s license number and social security number.

The IAFRC members should gather necessary information pertaining to the
specific case and report this information and their organization’s involvement or
non-involvement during the IAFRC meeting.

At the IAFRC meeting, members will review the facts and information gathered
for each case, and identify any policies and procedures that could be strengthened
or implemented, or measures that could have been taken to prevent the death from
occurring.

The Committee shall make an annual report, on or before the first day of
November each year to the speaker of the House of Representatives, the President
of the Senate, and the Governor describing any trends and patterns of deaths or
serious injury or risk factors, together with any recommendations for changes in
law, policy, and practice that will prevent deaths and related serious occurrences.
The Committee may also issue special reports when doing so is necessary to alert
authorities or the public to the need for prompt corrective action.

Each Committee member representing a discipline or agency will designate an
alternate member from their discipline or agency and will ensure that one member
will be present at every meeting.

Confidentiality agreements are required of any individual participating in any
IAFRC meeting.





10. Written materials generated from the meeting such as case summaries or notes
pertaining to the case will be collected by the Staff Assistant or the chair and
destroyed. Use of recording equipment is not allowed.

11. The IAFRC Executive Committee, comprised of members of the IAFRC, assesses
case information to be reviewed by the IAFRC and performs other business as

needed.

12. The IAFRC will convene every other month at times published by the Executive
Committee.

13. The Committee may invite non-member guests to observe and participate in a
review. Invited guests shall be required to sign a confidentiality agreement.

Annual Report

The committee makes an annual report on or before the first day of November
each year to the speaker of the house of representatives, the president of the senate, and
the governor describing any trends and patterns of deaths or serious injuries or risk
factors, together with any recommendations for changes in law, policy, and practice that
will prevent deaths and related serious occurrences. The committee may also issue
special reports when doing so is necessary to alert authorities or the public to the need for
prompt corrective action. Due to the various challenges associated with a newly formed
committee, the first annual report is respectfully submitted after November first.





IV. 2008 CASE REVIEWS AND RECOMMENDATIONS

The Committee was able to review two cases this year. The first case involved
neglect of an elderly person and the second case was a murder suicide.

Despite its best efforts and intentions, the committee was unable to complete the
full recommendation process in time for inclusion with this report. The two cases
reviewed resulted in a significant amount of preliminary discussions about possible
recommendations. The committee will dedicate a future meeting to completing the
recommendation process. Any recommendations made will be included in the second
annual report due on November 1, 2009.

V. CONCLUSION

The work of the New Hampshire Incapacitated Adult Fatality Review Committee
represents an important and significant step forward in the State’s effort to reduce
preventable deaths of its most vulnerable citizens. We hope that our recommendations
will be received and considered by those organizations and agencies that are dedicated to
preserving the rights and general welfare of New Hampshire’s elderly and incapacitated
adult population.





APPENDIX A:
STATUTORY AUTHORITY

TITLE I
THE STATE AND ITS GOVERNMENT
CHAPTER 21-M
DEPARTMENT OF JUSTICE

[RSA 21-M:16 effective January 1, 2008.]

21-M:16 Incapacitated Adult Fatality Review Committee Established. —

I. There is hereby established the incapacitated adult fatality review committee
(committee) which shall be administratively attached, under RSA 21-G:10, to the
department of justice.

II. The attorney general shall appoint members and alternate members to the
committee. The members of the committee shall include individuals representing the
health care field, organizations with expertise in services provided to incapacitated adults,
law enforcement, organizations or individuals who advocate for or provide legal
representation for incapacitated adults, and such other members as the attorney general
determines will assist the committee in fulfilling its objectives. The terms of the members
shall be 3 years; provided, that the initial members shall be appointed to staggered terms.
Members shall serve at the pleasure of the attorney general.

[11. The committee shall:

(a) Recommend policies, practices, and services that will promote collaboration
among service providers for, and reduce preventable fatalities among, incapacitated
adults.

(b) Evaluate policies, practices, interventions and responses to fatalities among
incapacitated adults and offer recommendations for any improvements in those
interventions and responses.

(c) Determine and report on trends and patterns of incapacitated adult deaths in New
Hampshire.

(d) Evaluate and report on high risk factors, current practices, gaps in systematic
responses, and barriers to safety and well-being for incapacitated adults in New
Hampshire.

(e) Educate the public, policy makers, and budget authorities about fatalities
involving covered incapacitated adults.

(f) Recommend improvements in the sources of data relative to preventing fatalities
among incapacitated adults.

(g) Identify and evaluate the prevalence of risk factors for preventable deaths in the
population of incapacitated adults.





IV. For the purposes of this section, ""incapacitated adult" means:

(a) Adults who are clients of the area agency system pursuant to RSA 171-A or RSA
137-K at the time of the person's death or within one year of the person's death.

(b) Adults who are patients at the New Hampshire hospital or any other designated
receiving facility or whose death occurs within 90 days following discharge, who are on
conditional discharge, or who are applicants for or clients of the community mental
health center system under RSA 135-C:13 and RSA 135-C:14 at the time of death or
within one year of death.

(¢) Adults who are receiving services pursuant to RSA 161-E and RSA 161-1.

(d) Adults who are participants in programs or residents of facilities specified in RSA
151:2, I(a), (b), (d), (e), or (f), or RSA 161-J, or within 90 days of discharge from such a
facility.

(e) Adults who were the reported victims of abuse, neglect, self-neglect, or
exploitation which was reported to the department of health and human services pursuant
to RSA 161-F:46, where the report was determined to be unfounded and was filed within
6 months prior to death, where the report was determined to be founded and was filed
within 3 years prior to death, or where the report was pending at the time of death.

(f) Adults who were in need of any of the services defined in subparagraphs (a)-(e) at
the time of their death.

V. The committee shall adopt a protocol defining which deaths shall be reported to the
committee and subject to review, and which deaths may be screened out for review, such
as deaths where the cause is natural, expected, and non-preventable. The committee shall
also determine whether it is appropriate to have different types of review, such as
comprehensive or more limited reviews depending on the incident under review or the
purpose of the review. The protocol shall also define the character of the contents of the
committee's annual report, required under paragraph VII.

VI. The committee's review of a case shall not be initiated until such time as any
related criminal action has been finally adjudicated at the trial court level. Records of the
committee, including testimony by persons participating in or appearing before the
committee and deliberations by committee members relating to the review of any death,
shall be confidential and privileged and shall be protected from direct or indirect means
of discovery, subpoena, or admission into evidence in any judicial or administrative
proceeding. However, information, documents, or records otherwise available from
original sources shall not be construed as immune from discovery from the original
sources or used in any such civil or administrative action merely because they were
presented to the committee, and any person who appears before the committee or supplies
information as part of a committee review, or who is a member of the committee, may
not be prevented from testifying as to matters within his or her knowledge, but such
witness may not be asked about his or her statements before the committee, participation
as a member of the committee, or opinions formed by him or her or any other member of
the committee, as a result of participation in a review conducted by the committee.





VII. The committee shall make an annual report, on or before the first day of
November each year, beginning on November 1, 2008, to the speaker of the house of
representatives, the president of the senate, and the governor describing any trends and
patterns of deaths or serious injuries or risk factors, together with any recommendations
for changes in law, policy, and practice that will prevent deaths and related serious
occurrences. The committee may also issue special reports when doing so is necessary to
alert authorities or the public to the need for prompt corrective action.

VIII. The meetings and records of the committee shall be exempt from the provisions
of RSA 91-A. The committee's reports shall not include any private or privileged
information. Members of the committee may be required to sign a confidentiality
agreement that prohibits any unauthorized dissemination of information beyond the
purpose of the review process as a condition of membership.

Source. 2007, 256:1, eff. Jan. 1, 2008.
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APPENDIX B:
CONFIDENTIALITY AGREEMENT

NEW HAMPSHIRE INCAPACITATED ADULT FATALITY REVIEW
COMMITTEE

The purpose of the New Hampshire Incapacitated Adult Fatality Review Committee is to
conduct a full examination of incapacitated adult fatalities. In order to assure a
coordinated response that fully addresses all systemic concerns surrounding incapacitated
adult fatality cases, the New Hampshire Incapacitated Adult Fatality Review Committee
must have access to all existing records on each case. This includes social service
reports, court documents, police records, autopsy reports, mental health records, hospital
or medical related data and any other information that may have a bearing on the
involved incapacitated adult, family and perpetrator, if applicable.

Records of the committee, including testimony by persons participating in or appearing
before the committee and deliberations by committee members relating to the review of
any death, shall be confidential and privileged and shall be protected from direct or
indirect means of discovery, subpoena, or admission into evidence in any judicial or
administrative proceeding. However, information, documents, or records otherwise
available from original sources shall not be construed as immune from discovery from
the original sources or used in any such civil or administrative action merely because they
were presented to the committee, and any person who appears before the committee or
supplies information as part of a committee review, or who is a member of the
committee, may not be prevented from testifying as to matters within his or her
knowledge, but such witness may not be asked about his or her statements before the
committee, participation as a member of the committee, or opinions formed by him or her
or any other member of the committee, as a result of participation in a review conducted
by the committee

The meetings and records of the committee shall be exempt from the provisions of RSA
91-A. The committee's reports shall not include any private or privileged information.

With this purpose in mind, I the undersigned, as a representative of:

agree that all information secured in any review will remain confidential and not be used
for reasons other than that which was intended. No material will be taken from the
meeting with case identifying information.

Print Name:

Authorized Signature:

Witness:

Date:
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ATTORNEY GENERAL
DEPARTMENT OF JUSTICE

33 CAPITOL STREET
CONCORD, NEW HAMPSHIRE 03301-6397

ORVILLE B. “BUD” FITCH II
DEPUTY ATTORNEY GENERAL

KELLY A. AYOTTE
ATTORNEY GENERAL

INTERAGENCY AGREEMENT TO ESTABLISH THE NEW HAMPSHIRE INCAPACITATED ADULT
FATALITY REVIEW COMMITTEE

This cooperative agreement is made between the New Hampshire Department of Justice, the New Hampshire
Department of Health and Human Services and the New Hampshire Department of Safety.

WHEREAS, the parties hereto are vested with the authority to promote and protect the public health and to
provide services which improve the well-being of incapacitated adults; and

WHEREAS, under RSA 125:9 11, the Department of Health and Human Services — Division for Public Health
has the statutory authority to: “Make investigations and inquiries concerning the causes of epidemics and
other diseases; the source of morbidity and mortality; and the effects of localities, employment, conditions,
circumstances, and the environment on the public health;” and

WHEREAS, under RSA 161-F, the Department of Health and Human Services — Bureau of Elderly and Adult
Services, has the responsibility to protect the well-being of elder and incapacitated adults; and

WHEREAS, the objectives of the New Hampshire Incapacitated Adult Fatality Review Committee are, as
specified by the statute, agreed to be:

1. Recommend policies, practices, and services that will promote collaboration among service
providers for, and reduce preventable fatalities among, incapacitated adults.

2. Evaluate policies, practices, interventions and responses to fatalities among incapacitated adults
and offer recommendations for any improvements in those interventions and responses.

3. Determine and report on trends and patterns of incapacitated adult deaths in New Hampshire.

Evaluate and report on high risk factors, current practices, gaps in systematic responses, and
barriers to safety and well-being for incapacitated adults in New Hampshire.

5. Educate the public, policy makers, and budget authorities about fatalities involving covered
incapacitated adults.

6. Recommend improvements in the sources of data relative to preventing fatalities among
incapacitated adults.

7. Identify and evaluate the prevalence of risk factors for preventable deaths in the population of
incapacitated adults.

8. Development and dissemination of an annual report to state officials describing any trends and
patterns of deaths or serious injuries or risk factors, together with any recommendations for changes

Telephone 603-271-3658 +« FAX 603-271-2110 ¢ TDD Access: Relay NH 1-800-735-2964

13





in law, policy, and practice that will prevent deaths and related serious occurrences and special
reports when doing so is necessary to alert authorities or the public to the need for prompt
corrective action.

WHEREAS, all parties agree that the membership of the New Hampshire Incapacitated Fatality Review
Committee needs to be comprehensive and to include at a minimum, representation from the following
disciplines: law enforcement, judiciary, medical, mental health, public health, child protection services,
consumer advocacy organizations, with specific membership from designated agencies to include, but not to be
limited to: the Olffice of the Chief Medical Examiner, the New Hampshire Department of Justice, the New
Hampshire Department of Safety and the New Hampshire Department of Health and Human Services; and

WHEREAS, the parties agree that meetings of the New Hampshire Incapacitated Fatality Review Committee
will be held no fewer than six (6) times per year to conduct reviews of fatalities:

NOW, THEREFORE, it is hereby agreed that the following agencies will cooperate with the New Hampshire
Incapacitated Adult Fatality Review Committee under the official auspices of the New Hampshire Department
of Justice, subject to the renewal of this Interagency Agreement. Records of the committee, including testimony
by persons participating in or appearing before the committee and deliberations by committee members
relating to the review of any death, shall be confidential and privileged and shall be protected from direct or
indirect means of discovery, subpoena, or admission into evidence in any judicial or administrative proceeding.

The meetings and records of the committee shall be exempt from the provisions of RSA 91-A. The committee's
reports shall not include any private or privileged information.

All members of the New Hampshire Incapacitated Adult Fatality Review Committee will sign a confidentiality
statement that prohibits any unauthorized dissemination of information beyond the purpose of the review
process. The New Hampshire Incapacitated Adult Fatality Review Committee shall not create new files with
specific case-identifying information. Non-identified, aggregate data will be collected by the Committee. Case
identification will only be utilized in the review process in order to enlist interagency cooperation. No material
may be used for reasons other than that for which it was intended. It is further understood that there may be
individual cases reviewed by the Committee which will require that a particular agency be asked to take the
lead in addressing a systemic or quality of care issue based on that agency’s clear connection with the issue at
hand.

Commissioner, Health and Human $ervice Date
Zg % GL3/0F
mzsszoner Department of Safety Date ©
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Eldercare in New Hampshire

Intfroduction to Eldercare

The changing profile of New Hampshire’s population and families will have dramatic impacts
on health care for the elderly. In an attempt to highlight the issues involved, the Economic and
Labor Market Information Bureau (ELMI) has assembled information that defines the pertinent
labor market and demographic elements. This report focuses on the following occupations
related to Eldercare services:

¢ Personal and home care aides
e Home health aides
* Nursing aides, orderlies and attendants

Health care issues have risen to the forefront in recent years. Practically every day we see
headlines and research articles about the cost of health care, shortages of various categories of
health care workers, medical technology breakthroughs, and more.

* Health care costs, according to the Consumer Price Index, have risen over twice
as fast as all items. From the base period 1982-84 to January 2006, the All Items
Consumer Price Index has risen 98.3 percent, while the Medical care group has
increased 229.5 percent.' To the extent that the elderly population requires more
medical care, they are disproportionately affected by these price increases.

* Higher education institutions in New Hampshire have joined forces to create
innovative education program linkages to train students as Registered nurses to
respond to the nursing shortage in New Hampshire.?

* Research institutions like the Rand Corporation and the National Bureau of
Economic Research are among those who study health care, including the impact of
medical technology on longevity, quality of life, and cost of health care.?

In general, these issues raise concerns about the future availability of medical support services.

New Hampshire’s population is aging. According to U.S. Census Bureau estimates,

New Hampshire’s population 65 years of age and over is expected to more than double between
2000 and 2030, growing to 21.4 percent of the State’s population compared to only 12.0 percent
in 2000. Health care issues, when combined with an aging population, take on additional
importance.

This paper is limited to one aspect of health care - eldercare - and some of the labor market
issues involved. In the following pages we have tried to present a sense of the wide range of
data available that will influence the demand for and supply of Eldercare services.

Go to www.bls.gov/cpi/home.htm for access to the Bureau of Labor Statistics Consumer Price Index page.

For examples: www.unh.edu/news/news_releases/2004/may/sk 20040505nursing.html, “UNH Launches Graduate Program to Address Nursing
Shortage — Master’s Program Open to Those With Non-Nursing Bachelor’s Degrees”, and www.unh.edu/news/news_releases/2005/april/em
050420nursing.html, “UNH and NH Community Technical College Offer Dual Admission Program For Nursing Students”.

For examples: www.rand.org/, whose research areas include Population & Aging, and Health & Health Care; and www.nber.org/ for their
Economics of Aging Program.
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A Note About the Occupations Reviewed

Personal and home care aides, Home health aides, Nursing aides, orderlies and attendants are occupations coded
according to the Standard Occupational Classification system (SOC) for the Occupational Employment Statistics program
(OES). The reason for using the SOC definitions is that ELMI gathers survey data about their employment levels and
wage rates in New Hampshire, through State-federal statistical programs operated in cooperation with the U.S. Bureau of
Labor Statistics.

Other groups and associations, especially in the medical field, may use different occupational definitions. However, for
this paper, the SOC definitions are used. The use of standard definitions ensures that there is consistency within the data
ELMI draws from its own programs, and comparability with data from other states using the same systems.

Furthermore, when examining the skills and abilities as well as the job training and educational requirements the
Occupational Network (O*Net) classifications were used. However, O*Net is based on the SOC definitions but
encompass more detail about each specific occupation. A description of the specific SOC definitions used here, and their
consistency with O*Net definitions, is attached in Appendix A.

With projected growth in the population aged 65 or older it can be expected that the demand for
Eldercare services will increase dramatically.

Part of the supply discussion concentrates on several occupations with a significant presence
in eldercare. Specifically, these occupations are: Home health aides; Personal and home care
aides; and Nursing aides, orderlies, and attendants. We have chosen these occupations because
they claim a relatively large share of employment in several health care industries. Also, these
occupations are not typically given a lot of attention (for example, consider the well-publicized
issue of the shortage of Registered nurses in New Hampshire). On a positive note, in general,
these jobs require no more than a high school diploma. This means that there is a huge potential
labor pool that could be considered to enter these occupations. Despite the low training
threshold, these occupations can be hard to fill, or may experience high turnover. Many of the
positions are part-time and often these positions do not qualify for health insurance. Another
factor affecting the ability to recruit and retain workers is that these are not high paying jobs.

Furthermore, these occupations may be even harder to fill in the future as incumbent workers
climb the job ladder, and relatively smaller cohorts of younger workers will be available to fill
these and other jobs.

Major Findings

Since 1990, employment in four industry groups related to eldercare has grown substantially,
indicating an increased demand for Eldercare services. The industry groups are Nursing care
facilities, Individual and family services, Home health care services and Community care
facilities for the elderly.

According to New Hampshire Employment Projections 2002-2012, the demand for three
occupations related to eldercare is predicted to increase 35 percent (from 10,040 to 13,550).
Home health aides should experience the fastest growth at 51 percent, but it is also by far the
smallest of the three occupations in estimated employment size.

New Hampshire Employment Security
Economic and Labor Market Information Bureau
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The increased demand will create employment opportunities. Nursing aides, orderlies and
attendants are projected to have 258 annual openings on average over the next ten years,
Personal and home care aides are projected to have 134 annual openings on average, and Home
health aides are projected to have 98 average annual openings. These estimated counts include
openings from growth as well as openings available because of replacement of current workers
that leave one of the occupations either due to retirement or to pursue another career.

Different industries compete for the workers in these three eldercare occupations. Current
staffing patterns show that these occupations most likely are found in Ambulatory health care
services (which includes Home health care services), Nursing and residential care facilities and
Social assistance. In addition, one of every five Nursing aides works in private hospitals.

In order to determine the supply of workers available to fill the demand, ELMI collected data
on current New Hampshire active licenses. However, in New Hampshire only Licensed nursing
assistants (LNA’s) and Certified nursing assistants (CNA’s) are required to be licensed. These
two job titles are included within the Standard Occupational Code (SOC) for Nursing aides,
orderlies and attendants.

As the labor force age 18-64 is projected to become a smaller share of the total population over
the next couple of decades, it may become more difficult to recruit workers to provide Eldercare
services. Hence, it is important to consider alternative labor pools as a potential supply of
workers. Unemployed persons, dropouts and retirees should be included as a part of the
potential labor pool.

Workers in declining industries or occupations could also be viewed as a potential source.
Retraining of workers dislocated from production-related occupations might be feasible

since the selected eldercare occupations for this study generally require short-term on-the-job
training. In some instances there might be a discrepancy in wages and benefits and there may
be a cultural barrier for some workers, transferring from a traditional male-oriented occupation
to a female-oriented occupation. Some of the occupations projected to experience a decline have
comparable hourly wages to the Nursing aides, orderlies and attendants, Home health aides
and Personal and home care aides (see Appendix C). Examples are Sewing machine operators,
File and mail clerks and Tellers.

A comparison of skills and abilities needed for performing the job duties in any of the three
selected eldercare occupations show a great deal of overlap. Common skills for the three
occupations are Active listening, Coordination, Critical thinking, Monitoring, Reading
comprehension, Service orientation, Speaking, and Social perceptiveness.

Due to the similarities in required skills and abilities, the Bureau of Labor Statistics (BLS), U.S.
Department of Labor, classifies the three occupations as requiring the same broad definition of
job training and education. The common requirements are Short-term on-the-job training and in
general requiring at least a high school diploma. Nonetheless, individual states may have more
specific job training and educational requirements. For example, in New Hampshire a LNA
(listed under the occupational code for Nursing aides, orderlies and attendants) is required to
graduate from a New Hampshire Board of Nursing-approved nursing education program or
demonstrate comparable nursing educational preparation recognized by the Board.

New Hampshire Employment Security
Economic and Labor Market Information Bureau
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Demand for Eldercare Services

Population Trends

The demand for Eldercare services will be driven by population changes. The total

New Hampshire population is growing year by year, but it is also growing older year by year.
This means that the age group 65 and over is growing larger in number and in proportion to
total population.

Graph 1: The older population segments in New Hampshire are
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projected to grow significantly according to population projections
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Source: US Census Bureau, Population Division, Interim State Population Projections, 2005 . Internet release date: April 21, 2005

Graph 2: From 2004 to 2030, the share of New Hampshire's
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Source: US Census Bureau, Population Division, Interim State Population Projections, 2005 . Internet release date: April 21, 2005
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Current and Historic Industry Demand

Care providers work in a variety of industries. Among the largest industries are Nursing care
facilities, Individual and family services, and Home health care services industries. Historical
trends are shown in Graphs 3 and 4.

Graph 3: Employment in selected industry groups related to elder e Since 1990
- . . 4
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Source: Quarterly Census of Employment and Wages, Economic and Labor Market Information Bureau,
New Hampshire Employment Security
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New Hampshire Employment Security
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Eldercare in New Hampshire

The main difference between the two health industries related to independent living senior
citizens is that businesses and organizations in Home health care services* are primarily
performing medical services whereas businesses and organizations in the Services for the
elderly and persons with disabilities® are performing non-medical services.

4 621610 Home Health Care Services
This industry comprises establishments primarily engaged in providing skilled nursing services in the home,
along with a range of the following: personal care services; homemaker and companion services; physical
therapy; medical social services; medications; medical equipment and supplies; counseling; 24-hour home care;
occupation and vocational therapy; dietary and nutritional services; speech therapy; audiology; and high-tech
care, such as intravenous therapy. Eg. Home care of elderly, medical; Home health care agencies; Home nursing
services (except private practices); Hospice care services, in home; Nursing agencies, primarily providing home
nursing services; Visiting nurse associations.

> 624120 Services for the Elderly and Persons with Disabilities
This industry comprises establishments primarily engaged in providing nonresidential social assistance
services to improve the quality of life for the elderly, persons diagnosed with mental retardation, or persons
with disabilities. These establishments provide for the welfare of these of individuals in such areas as day care,
nonmedical home care or homemaker services, social activities, group support, and companionship. Eg. Activity
centers for disabled persons, the elderly, and persons diagnosed with mental retardation; Community centers
(except recreational only), adult; Companion services for disabled persons, the elderly, and persons diagnosed
with mental retardation; Day care centers for disabled persons, the elderly, and persons diagnosed with mental
retardation; Disability support groups; Home care of elderly, non-medical; Homemaker’s service for elderly or
disabled persons, non-medical; Self-help organizations for disabled persons, the elderly, and persons diagnosed
with mental retardation; Senior citizens activity centers; Senior citizens centers.

Demand for Eldercare Services and Part-Time Employment

Some people are working part-time
because of taking care of a family
member. The Bureau of Labor

Table 1: Reasons for working less than 35 hours
in New Hampshire

Statistics publishes data each year Other family

describing each State’s labor force. Working or personal

One dimension is the extent of part- part-time obligations* Men Women

time employment and the reasons for 1994 = 114,000 33,000 1,000 31,000

working part-time. Other family or 1995 = 108,000 28,000 1,000 27,000

personal obligations is one category of | 1996 = 103,000 28,000 2,000 26,000

reasons. This would include care for 1997 | 113,000 33,000 1,000 32,000

]foamﬂy members., some of which would 1998 | 112,000 35000 2,000 33,000

e for eldercare; the category does not

include persons working part-time 1999 | 125,000 38,000 _ 2,000 36,000

because of child-care problems. 2000 = 124,000 35,000 2,000 33,000
2001 N/A N/A N/A N/A

From Table 1 at right it can be 2002 121,000 34,000 1,000 33,000

estimated that approximately 30,000 — : — : _
. . . " Child-care problems as a reason for working part-time is not included in Other family
New Hampshire residents are working obligations because itis a separate category.
41 - Source: Geographic Profile of Employment and Unemployment, US Department of Labor,
part time because Of Other famﬂy or Bureau of Labor Statistics, Bulletin 2486, various years
personal obligations.
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Projected Market for Workers in Eldercare Services

Long-term (2002-2012) projections (Table 2) indicate that each of these occupations should grow
faster than the average (17.6 percent) for all occupations in the State. This is the latest available
data.

According to NH Employment Projections, 2002-2012, employment for:

* Personal and home health care aides will increase 46 percent (from 2,160 to 3,150)
* Home health aides will increase 51 percent (from 1,540 to 2,320)
* Nursing aides, orderlies, and attendants will increase 28 percent (from 6,340 to 8,080)

In addition to openings from growth, numerous openings will be available to replace workers
who permanently leave these occupations.

Table 2. Projected Employment for Selected Eldercare Occupations

Average Average Average

Total Annual Total Annual Total  Annual

2002 2012 Percent Openings  Openings Openings Openings Openings  Openings
Employment = Projected Change = Change | Training Requirement Growth Replacement Growth + Replacement

Projection of Employment for Personal and Home Care Aides (39-9021)

Short-term
2,164 3,152 988  45.7% | on-the-job training 989 99 347 35 1,336 134
Projection of Employment for Home Health Aides (31-1011)
Short-term
1,540 2,318 778 1 50.5% | on-the-job training 778 78 202 20 980 98
Projection of Employment for Nursing Aides (31-1012)
Short-term
6,339 8,083 1,744 27.5% | on-the-job training 1,745 175 830 83 2,575 258

Prepared by: Economic and Labor Market Information Bureau, New Hampshire Employment Security, Concord, New Hampshire 03301, (603) 228-4124

Current Staffing Patterns — Where Can These Occupations Be Found?

Personal and home care aides are mostly found in Ambulatory health care services (which
includes Home health care services), Nursing and residential care facilities and in social
assistance entities (which includes individual family services). Some are found in Private
households and there is a small number of self-employed.

Home health aides are also found in Ambulatory health care services, Nursing facilities, and
Social assistance, with a small number in Local government (county nursing homes).

Nursing aides, in addition to the industry groups named above, also work in Private hospitals,
State government (at the State hospital), Nursing homes, and for Temporary employment
agencies.

New Hampshire Employment Security
Economic and Labor Market Information Bureau
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Occupational Employment Statistics Data

The following graphs show the breakdown of employment by industry given a specific
occupation from the 2002-2012 version of employment projections. Graphs are based on data
from the Occupational Employment Statistics (OES) program and are augmented with estimates
for self-employed individuals based on Current Population Survey data as of that time. In

some cases, an industry may not be disclosed because of confidentiality considerations. If that

is the case, it is included along with other smaller industries so that each graph will encompass
100 percent of the employment in that industry.

Graph &: Personal & Home Care Aides
Percent Employed by Industry, 2002

Other,
or non-disclosable
8.7%

Private

Self-employed
6.8%
Ambulatory
Nursing and Health Care
Residential Care Services
Facilities 35.5%
11.1%

Social Assistance
31.2%

Source: Occupational Employment Statistics, Economic and Labor Market Information Bureau, New Hampshire Employment Security

Graph 6: Home Health Aides
Percent Employed by Industry, 2002

Nursing and
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16.0%
Ambulatory Local
Health Care
Servi Government,
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0,
43.3% Education
Other, 2.9%
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Source: Occupational Employment Statistics, Economic and Labor Market Information Bureau, New Hampshire Employment Security
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Percentages are based on 2002 data as published in ELMI’s Job Locator publication.
Employment distribution in this format for 2004 will be available later this year; it is not
expected to differ significantly from 2002. Differences would be attributed in part to variations
in the surveys over the time periods due to the similarity of the occupations (a Home health
aide in one survey year could be considered by a survey respondent as a Personal and home
care care aide in another).

Graph 7: Nursing Aides
Percent Employed by Industry, 2002
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Occupational Employment Statistics Breakout

Another way to look at employment distributions is to consider the employment by occupation
given a specific industry. Table 3 lists the leading occupations related to eldercare in selected
industries. In the interest of brevity, only a few occupations are listed, but in fact each industry
employs hundreds of other occupations including managers, financial personnel, and janitorial
and other support workers. Employment is based on the November 2004 OES survey, the latest
available, and is rounded to the nearest ten.

Examples:

e Of all Nursing aides, 20.1 percent were employed in Hospitals in 2002.

* In Community care facilities for the elderly, Nursing aides, orderlies and attendants
account for 21.4 percent of employment.

Table 3. percent Employed by Occupation in Eldercare and Related Industries
based on Occupational Employment Survey November 2004

Employment Percent |
Home health care services
Registered nurses 780 22.1%
Home health aides 750 21.2%
Nursing aides, orderlies, and attendants 370 10.5% |
Personal and home care aides 320 9.1%
Physical therapists 120 3.4% |
Licensed practical and licensed vocational nurses 110 3.1%
General medical and surgical hospitals
Registered nurses 6,400 28.1%
Nursing aides, orderlies, and attendants 1,440 6.3%
Nursing care facilities
Nursing aides, orderlies, and attendants 2,520 32.6%
Registered nurses 840 10.9%
Licensed practical and licensed vocational nurses 590 7.6%
Community care facilities for the elderly
Nursing aides, orderlies, and attendants 510 21.4%
Home health aides 320 13.4%
Licensed practical and licensed vocational nurses 180 7.6% |
Maids and housekeeping cleaners 150 6.3% |
Registered nurses 120 5.0%
Residential mental retardation, mental health and substance abuse facilities
Social and human service assistants 400 22.3%
Personal and home care aides 230 12.9% |
Rehabilitation counselors 220 12.3% |
Home health aides 190 10.6%

Prepared by: Economic and Labor Market Information Bureau, New Hampshire Employment Security, Concord, New Hampshire 03301, (603) 228-4124
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Supply of Workers Available for Eldercare Services

Current Employment in Eldercare and Potential Licensed Workforce

Supply of workers for these occupations can be represented by the number of active licenses. Of
the three occupations, only Nursing aides require licensing or certification in New Hampshire.
An individual may maintain a license, but not be currently employed in the occupation. As
shown below, out of more than 12,000 licenses for nursing assistants, only 6,820 were employed
in that job in November 2004.

Table 4: Comparison of employment estimates by health care occupation and licensure data.

November 2004 Licensed, Certified & NH active
SOC Occupational Title Employment Estimate = Registered Occupations licenses®
Personal and home care
39-9021 aides 2,520
31-1011 Home health aides 1,880
Certified nursing assistants (CNA'’s)
Nursing aides, orderlies and and Licensed nursing assistant
31-1012  attendants 6,820 (LNA’s)? 12,360
Medication nursing assistant (MNA)® 360

* Licensed nursing assistants and Certified nursing assistants have the same licensing requirements in New Hampshire
® Medication nursing assistants are included in the LNA count
© New Hampshire Board of Nursing data from January 2006

Potential Supply of Workers

The potential supply of workers in these occupations may be limited due to total population
and other demographic trends. Over time it may become more difficult to recruit workers
from younger age cohorts in
New Hampshire.

Graph 8: Share of total population for selected age groups below 65

35% * Despite that the
30% workforce is projected
to grow overall as
25% a percentage of total
—A—45-64 population, the
20% 7| 2544 workforce may diminish
159, o 1824 after 2010.
10% * Of the three age groups
- in the workforce, the
45-64 cohort is the only
0% one expected to grow by
Estimate Projection Projection Projection 2010, but even this cohort
2004 2010 2020 2030

loses relative share by

Source: U.S. Census Bureau, Population Division, Interim State Population Projections, 2020 and 2030 (Graph 8)
2005 Internet Release Date: April 21, 2005
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To meet demand for Eldercare services, alternative
labor pools may need to be considered:

* Both young and old should be seen
as part of the potential workforce.
Unemployed and underemployed are
also part of the potential labor pool.

* Dropouts could be considered as a
potential source.

* Older workers, retirees, and potential
retirees are also a possible source of
workers.

Considering Dropouts

The High School Dropout Rate for New Hampshire (four-year cumulative rate) is 13.3 percent.
These individuals are likely candidates even though they have not graduated high school. In
fact, many have left school to go directly into the workforce.

According to the Bureau of Labor Statistics:

* Approximately 60 percent of Personal and home health care aides have only a
high school diploma or less.

* Approximately 63 percent of Home health aides have only a high school
diploma or less.

Table 5. Unemployment Rates by Age, 2004

* Approximately 63 percent of Age Unemployment Unemployment Rate
Nursing aides, orderlies, and
. 16-19 5,000 12.3%
attendants have only a high .
school diploma or less. 20-24 4,000 5.7%
25-34 5,000 3.5%
High School completers are also likely 35-44 4,000 2.4%
candidates: 18.1 percent go directly into the 45-54 5,000 2.7%
labor force. 55-64 4,000 3.5%
65+ 1,000 3.29
In addition, young workers tend to . %

s : Source: Geographic Profile of Employment and Unemployment,
experlence hlgher unemployment rates than US Department of Labor, Bureau of Labor Statistics, Bulletin 2486, 2004

older workers.

Another source of workers could possibly be persons 65 years or older. According to
Geographic Profile of Employment and Unemployment 2002, approximately 14,000 worked
part time because they were either retired or working but subject to a Social Security limit on
earnings if they worked more than part-time. With a growing age group 65 and over it is likely
that that this group of part time working retirees will increase as well.

New Hampshire Employment Security
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Declining Occupations as a Potential Source

Workers in declining industries or occupations can be looked at as a potential
source. While some declining occupations require high levels of training,
some can be entered with short-term on-the-job training.

Clerks, Tellers, Data entry keyers, Computer operators, Word processors,
and Telephone operators are projected to decline in employment according
to 2002-2012 projections for New Hampshire. In most cases, their wages are
comparable to the health care occupations in this study.

Many of the declining occupations are in production-related occupations. It
may be a stretch to consider these occupations as part of the potential pool,
but retraining would be relatively easy.

Competition in Recruiting — What Occupations Will Be Competing for
Workers at the Same Wage Level?

It is important to look at occupations with comparable wages because these jobs will be
competing with the kinds of eldercare jobs in this study.

See Appendix C for a complete list
of occupations with comparable

wages.

Two of the largest occupations in the State (in number), Retail salespersons
and Cashiers, could be potential sources of workers. Retail salespersons have
an average wage of $11.45, which is comparable to the $11.74 average for
Nursing aides. Cashiers average $8.65, which is lower than the average wage
for Home health aides and Personal and home care aides.

Health-related occupations with similar wages are Veterinary technicians,
Pharmacy technicians, and Pharmacy aides.

Some occupations in the same wage range ($8.50 to $12.00) may have non-
monetary benefits or be considered more “glamorous” or attractive to
younger potential workers: bartenders, manicurists, and recreational workers
are some examples.

Childcare workers have
a lower wage, on the
average, than any of
the three occupations
focused on in this
study. Those workers
looking for a change
from childcare could be
considered part of the
potential pool.

New Hampshire Employment Security
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Occupational Characteristics

Skills and Abilities Needed (Top Ten as Identified by O*Net Importance Factor)

The three occupations have a great deal of overlap in the skills required, and share a common

core of ability traits.

Table 6. Principal Skills Required for Occupations

(Top ten skills are grouped alphabetically for occurrence in common for the three occupations,
not necessarily in rank order of individual importance for each occupation).

Nursing Aides, Orderlies,

& Attendants Home Health Aides Personal & Home Care Aides
Active Listening Active Listening Active Listening

Coordination Coordination Coordination

Critical Thinking Critical Thinking Critical Thinking

Monitoring Monitoring Monitoring

Reading Comprehension Reading Comprehension Reading Comprehension
Service Orientation Service Orientation Service Orientation

Speaking Speaking Speaking

Social Perceptiveness Social Perceptiveness Social Perceptiveness
Instructing Instructing

Time Management

Time Management

Learning Strategies

Writing

Note: Italicized characteristics are not common to all three occupations

B b

R
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Table 7. Principal Abilities Characteristics Required for Occupations
(Top ten knowledge characteristics are grouped alphabetically for occurrence in common for the
three occupations, not necessarily in rank order of individual importance for each occupation).

Nursing Aides, Orderlies,
& Attendants

Home Health Aides

Personal & Home Care Aides

Oral Comprehension

Oral Comprehension

Oral Comprehension

Oral Expression

Oral Expression

Oral Expression

Problem Sensitivity

Problem Sensitivity

Problem Sensitivity

Speech Clarity

Speech Clarity

Speech Clarity

Speech Recognition

Speech Recognition

Speech Recognition

Written Comprehension

Written Comprehension

Written Comprehension

Arm-Hand Steadiness

Deductive Reasoning

Deductive Reasoning

Inductive Reasoning

Inductive Reasoning

Information Ordering

Information Ordering

Near Vision

Near Vision

Static Strength

Static Strength

Written Expression

Note: Italicized characteristics are not common to all three occupations

Training and Education

Given the fact that many of the same skills and knowledge characteristics are shared by
the three occupations highlighted here, it is no surprise that in O*Net these occupations are
classified as requiring the same kind of job training and education. Specifically:

Job Training — Employees in these occupations need anywhere from a few months to one year
of working with experienced employees.

Education — Usually require a high school diploma. (May also require some vocational training
or job-related coursework. In some cases, an associate’s or bachelor’s degree could be needed.)

Within a given standard occupational classification (SOC) code, there may be different
occupational titles that require additional training, education, or certification. The Bureau of
Labor Statistics, U.S. Department of Labor assesses occupational requirements, and places an
occupation into one of 11 categories that best describes the education or training needed by
most workers to become fully qualified in the occupation. According to the BLS, for instance,
the most significant source of postsecondary training or education for SOC code

31-1012, Nursing aides, orderlies, and attendants, is Short-term on-the-job training. However,
Licensed nursing assistant is a job title which is included within this occupational code, yet
the training or education required in this State is to graduate from a New Hampshire Board of

Nursing-approved nursing education program or demonstrate comparable nursing educational
preparation recognized by the Board.

New Hampshire Employment Security
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Again , according to BLS the most significant source of postsecondary education or training for
Nursing aides is identified as Short-term on-the-job training. The typical educational attainment
for Nursing aides is identified as High school/some college (HS/SC). Furthermore, BLS has
determined that, of workers aged 25 to 44 in this occupation, 62.7 percent have attained an
education of high school or less; 31.4 percent have attained an education of some college, and
5.9 percent have attained an education of college or higher.®

Some information for occupations Home health aides; Nursing aides, orderlies, and attendants;
and Psychiatric aides (SOC codes 31-1011, 31-1012, and 31-1013 respectively) is grouped. This
results in Home health aides and Nursing aides being assessed by the Bureau of Labor Statistics
as having the same significant source of postsecondary education or training (Short-term on-
the-job training)’, and the same percent of workers by educational attainment.

The third occupation, Personal and home care aides, is also assessed as having Short-term
on-the-job training as the most significant source of postsecondary education or training, and
typical educational attainment as High school/some college. Of workers aged 25 to 44 in this
occupation, 59.6 percent have attained an education of high school or less; 32.1 percent have
attained an education of some college, and 8.2 percent have attained an education of college or
higher.*

® United States Department of Labor, Bureau of Labor Statistics. Occupational Projections and Training Data 2004-05 Edition (Bulletin 2572), March
2004, p. 14.
7 Ibid, p. 18.

8 1bid

New Hampshire Employment Security
Economic and Labor Market Information Bureau

16





Eldercare in New Hampshire

New England Wage And Employment Comparisons

Employment

The projected growth for these occupations in New Hampshire exceeds that of the country
as well as the projected growth for the majority of the New England states.

Table 8. Occupational Employment and Projected Growth in New Hampshire, New England,

and the United States, 2002-2012

Personal & Nursing Aides, Orderlies,
Home Health Aides Home Care Aides & Attendants
Location 2002 2012 %Chg 2002 2012 %Chg 2002 2012 %Chg
United States 579,700 858,700 48% 607,600 853,500 40% 1,375,300 1,718,100 25%
Connecticut 9,630 11,450 19% 5520 8,200 49% 23,910 26,140 9%
Maine 4,990 7,020 41% 4850 7,500 55% 9,060 10,480 16%
Massachusetts n/a n/a n/a n/a n/a n/a n/a n/a n/a
New Hampshire 1,540 2,320 51% 2,160 3,150 46% 6,340 8,080 28%
Rhode Island 3,070 4180 36% 1,740 2,310 32% 7,210 8,820 22%
Vermont 1,590 2,150 36% 1,340 1,900 42% 3,100 3,810 23%

Source: America’s Career InfoNet <www.acinet.org>; Data source, <www.bls.gov/emp/>

Median Wage 2004

New Hampshire’s median wage for all three occupations is above the median for the
United States. However, New Hampshire’s median wage for these occupations exceeds

that of only a couple New England states.

Table 9. Occupational Wages in New Hampshire, New England, and the United States, 2004

Personal & Nursing Aide, Orderlies,
Home Health Aides Home Care Aides & Attendants
Location Hourly Annual Hourly Annual Hourly Annual
United States $8.92 $18,600 $8.18 $17,000 $10.20 $21,200
Connecticut $11.75 $24,400 $9.53 $19,800 $12.84 $26,700
Maine $9.55 $19,900 $8.48 $17,600 $9.98 $20,800
Massachusetts $10.93 $22,700 $10.21 $21,200 $12.41 $25,800
New Hampshire $9.97 $20,700 $9.03 $18,800 $11.62 $24,200
Rhode Island $10.90 $22,700 $10.91 $22,700 $11.72 $24,400
Vermont n/a n/a $9.35 $19,400 $10.20 $21,200

Source: America’s Career InfoNet <www.acinet.org>; Data source, <www.bls.gov/emp/>
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Appendix A: Standard Occupational Classification (SOC)
and O*Net Descriptions for Selected Occupations

Occupation System Code Job Description

Personal SOC Code 39-9021 Assist elderly or disabled adults with daily living

and home activities at the person’s home or in a daytime non-
care aides residential facility. Duties performed at a place of
(Personal residence may include keeping house (making beds,
and home doing laundry, washing dishes) and preparing meals.
care aides May provide meals and supervised activities at non-
provide mainly residential care facilities. May advise families, the
housekeeping elderly, and disabled on such things as nutrition,

and routine cleanliness, and household utilities.

personal :

care within a O*Net Code 39-9021.00 Personal and home care aides—also called

patient’'s home.)

homemakers, caregivers, companions, and personal
attendants—help elderly, disabled, ill, and mentally
disabled persons live in their own homes or in
residential care facilities instead of in health facilities.
Most Personal and home care aides work with elderly
or physically or mentally disabled clients who need
more extensive personal and home care than family
or friends can provide. Some aides work with families
in which a parent is incapacitated and small children
need care. Others help discharged hospital patients
who have relatively short-term needs. (Home health
aides—who provide health-related services, rather
than mainly housekeeping and routine personal
care—are discussed in the O*Net definition in the
Home health aides section, below.)

These aides provide housekeeping and routine
personal care services. They clean clients’ houses,
do laundry, and change bed linens. Aides may plan
meals (including special diets), shop for food, and
cook. Aides also may help clients get out of bed,
bathe, dress, and groom. Some accompany clients to
doctors’ appointments or on other errands.

Personal and home care aides provide instruction
and psychological support to their patients. They may
advise families and patients on nutrition, cleanliness,
and household tasks. Aides also may assist in toilet
training a severely mentally handicapped child, or they
may just listen to clients talk about their problems.

In home health care agencies, a registered nurse,
physical therapist, or social worker assigns specific
duties and supervises Personal and home care aides.
Aides keep records of services performed and of
clients’ condition and progress. They report changes
in the client’s condition to the supervisor or case
manager. In carrying out their work, aides cooperate
with health care professionals, including Registered
nurses, therapists, and other medical staff.
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Appendix A: (continued)

Occupation System Code Job Description

Home health SOC Code 31-1011 Provide routine, personal healthcare, such as bathing,
aides dressing, or grooming, to elderly, convalescent, or
(provide health- disabled persons in the home of patients or in a
related services residential care facility.

in a patient’s .

home or O*Net Code 31-1011.00 Home health aides help elderly, convalescent, or
residential care disabled persons live in their own homes instead of in
facility) a health care facility. (Nursing aides have duties that

are similar, but they work in medical facilities rather
than patients’ homes or residential care facilities.)
Under the direction of nursing or medical staff, they
provide health-related services, such as administering
oral medications. (Personal and home care aides, who
provide mainly housekeeping and routine personal
care services, are discussed in the O*Net section of
Personal and home cares aides.) Like Nursing aides,
Home health aides may check patients’ pulse rate,
temperature, and respiration rate; help with simple
prescribed exercises; keep patients’ rooms neat;

and help patients to move from bed, bathe, dress,
and groom. Occasionally, they change nonsterile
dressings, give massages and alcohol rubs, or assist
with braces and artificial limbs. Experienced Home
health aides also may assist with medical equipment
such as ventilators, which help patients breathe.

Most Home health aides work with elderly or disabled
persons who need more extensive care than family or
friends can provide. Some help discharged hospital
patients who have relatively short-term needs.

In home health agencies, a registered nurse, physical
therapist, or social worker usually assigns specific
duties to and supervises Home health aides, who
keep records of the services they perform and

record each patient’s condition and progress. The
aides report changes in a patient’s condition to the
supervisor or case manager.
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Appendix A: (continued)

Occupation System Code Job Description
Nursing SOC Code 31-1012 Provide basic patient care under direction of nursing
aides, staff. Perform duties, such as feed, bathe, dress,
orderlies, and groom, or move patients, or change linens. Exclude
“Home health aides” (31-1011) and “Psychiatric aides”
attendants
(31-1013).
Nursing O*Net Code 31-1012.00 Nursing aides—also known as Nursing assistants,
aides Certified nursing assistants, Geriatric aides,

(provide health-
related services
in a medical
facility)

Unlicensed assistive personnel, Orderlies, or

Hospital attendants—perform routine tasks under the
supervision of nursing and medical staff. They answer
patients’ call lights; deliver messages; serve meals;
make beds; and help patients to eat, dress, and
bathe. Aides also may provide skin care to patients;
take their temperature, pulse rate, respiration rate,
and blood pressure; and help them to get into and
out of bed and walk. They also may escort patients to
operating and examining rooms, keep patients’ rooms
neat, set up equipment, store and move supplies, and
assist with some procedures. Aides observe patients’
physical, mental, and emotional conditions and report
any change to the nursing or medical staff. (Home
health aides have duties that are similar, but they
work in patients’ homes or residential care facilities.)

Nursing aides employed in Nursing care facilities
often are the principal caregivers, having far more
contact with residents than do other members of the
staff. Because some residents may stay in a nursing
care facility for months or even years, aides develop
ongoing relationships with them and interact with them
in a positive, caring way.
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Appendix B: Consumer Price Index

The Consumer Price Index for All Urban Consumers (CPI-U) for All Items reached 198.3 in
January 2006 (1982-84 = 100), indicating that the general price level has about doubled since the
base period 1982-84 was established (up 98.3 points, or 98.3 percent from the base period). The
Bureau of Labor Statistics also publishes price indexes for major groups of goods that comprise
the overall market basket; one of these groups is Medical care (prescription drugs and medical
supplies, physician’s services, eyeglasses and eye care, hospital services). For all cities, this
group is broken out into Medical care commodities and Medical care services. Medical care
services, in turn, is broken out into Professional services and Hospital and related services.

No matter how it is sliced, Medical care has risen in price more rapidly than the CPI All Items
indicator. In January 2006, the Medical care group index was 329.5 (1982-84 = 100), indicating
that Medical care prices have risen 229.5 percent since the base period. The subgroup Medical
care commodities reached 282.0 in January 2006, up 182 percent. The subgroup Medical care
services price index reached 342.0 in January 2006, up 242 percent; its own component group
indexes, Professional services and Hospital and related services, reached 284.7 and 453.6, up
184.7 percent and 353.6 percent, respectively.

For additional information about the Consumer Price Index, and its calculation and
components, visit the Bureau of Labor Statistics web site, www.bls.gov/cpi/home.htm.
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Appendix C: Occupations with Comparable Wages

Occupational Title November 2004 November 2004

[Note: Occupations in italics have been identified as declining (losing Estimated Mean (Average)
jobs) in the 2002-2012 version of Long-Term Projections] Employment Wage
Data entry keyers 1,390 $12.01
Veterinary technologists and technicians 520 $11.95
Mail clerks and mail machine operators, except postal service 1,060 $11.77
Landscaping and groundskeeping workers 4,360 $11.75
Nursing aides, orderlies, and attendants 6,820 $11.74
Helpers—installation, maintenance, and repair workers 790 $11.72
Laborers and freight, stock, and material movers, hand 7,220 $11.60
Security guards 2,050 $11.57
Cooks, institution and cafeteria 1,460 $11.53
Retail salespersons 25,570 $11.45
Office machine operators, except computer 360 $11.43
Grinding and polishing workers, hand 400 $11.42
Sewing machine operators 540 $11.36
Bakers 370 $11.31
Helpers—carpenters 450 $11.27
Pharmacy technicians 1,100 $11.24
Cooks, restaurant 3,910 $11.23
Bus drivers, school 2,410 $11.20
Switchboard operators, including answering service 800 $11.19
Preschool teachers, except special education 2,390 $11.17
Receptionists and information clerks 5,090 $11.12
Cleaners of vehicles and equipment 1,260 $11.10
Hairdressers, hairstylists, and cosmetologists 2,290 $11.05
File clerks 740 $11.01
Stock clerks and order fillers 9,910 $10.97
Social and human service assistants 2,090 $10.90
Machine feeders and offbearers 740 $10.87
Janitors and cleaners, except maids and housekeeping cleaners 8,960 $10.65
Counter and rental clerks 2,610 $10.63
Tellers 2,070 $10.61
Food cooking machine operators and tenders 140 $10.59
Crossing guards 250 $10.54
Couriers and messengers 300 $10.51
Demonstrators and product promoters 550 $10.47
Recreation workers 1,350 $10.44
Helpers—production workers 1,260 $10.43
Cementing and gluing machine operators and tenders 190 $10.29
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Appendix C: Occupations with Comparable Wages (continued)

Occupational Title Novembt-?r 2004 November 2004
[Note: Occupations in italics have been identified as declining (losing Estimated Mean (Average)
jobs) in the 2002-2012 version of Long-Term Projections] Employment Wage
Pressers, textile, garment, and related materials 290 $10.20
Tour guides and escorts 110 $10.14
Tire repairers and changers 410 $10.14
Hotel, motel, and resort desk clerks 1,020 $10.11
Taxi drivers and chauffeurs 850 $10.04
Manicurists and pedicurists 70 $10.02
Personal care and service workers, all other 140 $10.00
Home health aides 1,880 $9.96
Library assistants, clerical 780 $9.91
Laundry and dry-cleaning workers 1,080 $9.85
Parking lot attendants 290 $9.66
Cooks, short order 1,000 $9.60
Maids and housekeeping cleaners 3,980 $9.48
Grounds maintenance workers, all other 210 $9.42
Baggage porters and bellhops 110 $9.39
Food preparation workers 2,410 $9.22
Hosts and hostesses, restaurant, lounge, and coffee shop 1,780 $9.22
Farmworkers and laborers, crop, nursery, and greenhouse 340 $9.19
Veterinary assistants and laboratory animal caretakers 300 $9.18
Photographic processing machine operators 400 $9.09
Building cleaning workers, all other 150 $9.02
Personal and home care aides 2,520 $8.99
Food servers, nonrestaurant 1,730 $8.98
Packers and packagers, hand 2,700 $8.96
Service station attendants 270 $8.95
Bartenders 2,930 $8.92
Pharmacy aides 130 $8.91
Cooks, fast food 2,400 $8.91
Child care workers 2,410 $8.90
Lifeguards, ski patrol, and other recreational protective service workers 740 $8.83
Gaming change persons and booth cashiers 130 $8.70
Nonfarm animal caretakers 760 $8.67
Cashiers 20,210 $8.65
Amusement and recreation attendants 1,240 $8.52
Counter attendants, cafeteria, food concession, and coffee shop 3,290 $8.50
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Introduction

The goal of this study is to assist the State of New Hampshire and its elder citizens as they address the critical challenges and opportunities which face the
State of New Hampshire in adopting and implementing a community-based long term care policy for the elders of the state.

National Best Practices and Innovative Trends

Chapter Three presents the findings of a national best practices survey which highlights some of the best community-based elder care programs from the rest
of the country. These programs can serve as potential models for the State of New Hampshire to emulate or build upon in developing its own system of
community-based care. Taken together, these programs also identify some of the innovative trends in supporting elders in the community.

A nationwide nominations process was used to identify successful programs in supporting frail elders in their communities. Based on pre-established
criteria, seventeen programs from fifteen different states were studied extensively using a standardized interview format. In Chapter 2, each of the programs
are discussed at length. The national best practices survey highlights innovations and improvements in three distinct areas:

1. The development of a range of new community-based residential care models including assisted living, adult family care and enhanced congregate care. In
the National Best Practices Survey, these programs are represented by the Supported Residential Living Program located in Maricopa County, Arizona, a
very successful and innovative Medicaid reimbursable, autonomy-focused assisted living program; Adult Family Living in Connecticut, a well designed but
little used foster care model; and the Congregate Housing Services Program of Maryland, a leader in the original development and ongoing improvement of
congregate care. At the core of these new community-based residential care programs is the understanding that arranging for the housing and especially the
supported housing needs of elders is critical to prolonging many frail elders' ability to remain in the community. Medicaid nursing home care includes
reimbursement for room and board but Medicaid's community-based programs do not. Creative supported housing programs are starting to use Medicaid
funds to cover the service components of their programs.

The successful new programs in this area provide the safe setting many frail elders need, but they do not adopt safety as their primary principle. Rather, they
promote quality of life through independence, choice and autonomy. A person participating in Arizona's Supportive Residential Living (SRL) program or
Maryland's CHS program has a fairly unlimited amount of freedom in daily activities. To the extent they are able, participants in these programs are free to
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utilize the services they choose, and can come and go as they like. Participants in foster care programs may be more limited in these areas because of the
inherent structures that are in place when trying to accommodate the needs and schedules of a number of people--in this case a family. The tradeoff in these
situations is that the elder gets companionship and emotional support, something that may be lacking in the more "independent" residential programs. Both
programs serve a very specific, narrowly defined population; adults that can self-direct their care and who require some services, but for one reason or
another are not able to remain in their own homes. Both alternatives can be less expensive than nursing home placement, although not more so than similar
services provided in the home.

In both the Arizona and the Maryland programs, the apartments are generally located in facilities with other residents who do not receive services. A benefit
to this is that if the non-participants do eventually require services, they can "age in place" by accessing the program's supports without having to relocate.

2. The development of informal, non-professional caregiver programs which are designed to support family caregivers or increase the availability of
informal caregivers by providing additional funding for these purposes, enhancing the flexibility in the use of existing funds, or expanding the use of
volunteers. All of the programs that follow this trend start with the recognition that informal and family caregivers provide the lion's share of support to frail
elders and that they are essential in enabling these elders to remain in the community. Furthermore, informal caregivers provide support in extremely cost
effective ways.

In the National Best Practices Survey, a direct family support program is best exemplified by the Family Caregiver Support Program of Pennsylvania which
provides limited financial reimbursement for out of pocket expenses, case management support and counseling support to in-home family caregivers of frail
elders. Two volunteer based programs are included in the study. The Grace Hill Neighborhood Center provides a neighborhood-based service bank system
in St. Louis, Missouri which allows volunteers to accumulate service credits that they can cash in for volunteer services when they have unmet needs. In
contrast, Project Dana, is run out of a variety of different Buddhist Temples and Christian Churches in Hawaii and is particularly effective in serving elders
from a diverse group of cultures and countries of origin. Finally, the Qualified Service Provider Program exemplifies a non-professional, consumer-directed
personal care attendant model that has been extremely effective in North vast rural areas where formal care giving is difficult to arrange. Under this program,
family members may be hired by the elder as qualified service providers and thus paid to provide care.[1]

3. The development of programs designed to enhance flexibility, efficiency and integration in the delivery of formal services and the expenditure of long
term care funds. At the center of these programs is a desire to maximize the effective and efficient use of resources by allowing for flexibility and removing
or navigating around obstacles such as onerous provider regulations, limitations on covered services, and duplicative or non-existent case management.
There are numerous strategies, which are not mutually exclusive, to accomplishing this goal, including:

a. Integration of financing through capitation.

Under this approach, funds are paid to a provider of services on a flat fee basis, typically based on the level of the elder's needs, in exchange for providing a
set of services that meet those needs. The provider and the elder are thus freed from the burden of fee for service reimbursement and its limitations regarding
types of services which are eligible for reimbursement. The wider the array of funding sources available to the provider of services or network of providers,
the greater the range of both responsibility and flexibility the provider has in meeting the elder's needs.[2]

Providence Elderplace, a Program for All Inclusive Services (PACE) site in Washington State, exemplifies flexibility through capitation. Elderplace receives
a capitated payment from both Medicare and Medicaid. The program is responsible for all of the elder's acute and long term care needs but it has absolute
flexibility in how to meet those needs. Another version of flexibility through capitation, but one limited to long term care, is the Supported Residential Living
Program in Maricopa County, Arizona. The program receives a flat monthly fee, the amount of which varies according to the elder's acuity level, and is
responsible for all of the elder's long term care support and service needs. It is free to develop and alter the specifics of the elder's care plan so that it best
responds to his or her current needs. Florida's Channeling Program also utilizes a capitated managed care model for home based long term care services.
There, the program coordinates services for $24 a month per consumer and uses up to $554 a month per client to sub-contract with other providers for
needed services.

b. Integration of financing through consumer-directed approaches such as "cash and counseling" or "voucher" programs.

This approach is similar to capitation, but it provides flexibility and the purchasing power to arrange for long term care services directly to the elder rather
than to the provider or network. The elder can then "purchase" the services or supports she desires. A common and often preferred model of long term care
in a number of European countries, including Germanys, it is growing in the United States. To be eligible for Medicaid reimbursement, these type of
programs must use vouchers for services rather than dollars. Typically, in the US, these programs allow consumers of long term care services to arrange for
their own personal care attendants.[3] An example of this type of program, is the North Dakota Qualified Service Provider Program discussed in the
National Best Practices Survey.

c. Integration of service delivery through integrated networks, care coordination and integrated access to services and information.

The integration of the delivery of services is a central component to supporting elders in the community with the desired level of flexibility and
responsiveness to their needs. On a day to day level, the process of accessing and obtaining services is how the elder consumer experiences the formal care
system and will determine that system's ability to support the elder. Thus, programs which attempt to integrate services are among the most common
innovations seen today. Integration can occur at three different levels; full integration of services, care coordination, and information and referral.[4] The
National Best Practices Survey includes programs that are successful in each of these areas.

Florida's Channeling Project and the Options for Long Term Care Program of Colorado offer a "single entry point" information and referral concept to make
accessing services easier for clients. Both of these programs contract with their states for Medicaid funds and perform case management services for clients.
The Channeling Program provides case management to coordinate 19 different home and community-based services, with over 60 subcontracted providers.

In South Carolina, a unique approach to integrating services is demonstrated in the Neighborcare Program of the Council on Aging of the Midlands.
Neighborcare utilizes a neighborhood-based approach to accessing and coordinating area services. It reduces the duplication of services by communicating
with other agencies and coordinating services, and by using neighborhood-based care teams that include a care manager, a van driver, and a nurse.

Probably the best example of a totally integrated program is Providence Elderplace, a PACE model in Seattle, Washington, operated by the Sisters of
Providence. Elderplace incorporates all medical, pharmacy, dental, and case management services under one umbrella. The program provides all primary
medical and specialist care, home health and related services, utilizing a team approach to work with the client to develop a care plan. PACE programs have
been successful throughout the Unites States, with one significant drawback being that the program participants are frequently unable to continue utilizing
their regular physicians. In several instances, the Washington model made exceptions and worked with participants to allow them to continue seeing their
own physicians, making them, in essence, part of the care team. The PACE philosophy of promoting participant involvement and decision making, and its
"one stop shopping" model of health care make it a particularly impressive program. Unfortunately, the PACE model is an urban model for high cost users
of services. It is less effective for rural settings or frail elders who do not have significant medical needs.

d. Integrated service delivery and increased flexibility in services available through the use of state-funded "sister" programs to fill the gaps in
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the Medicaid Home and Community-Based Waiver Programs.

In order to ensure the availability of care plans which can provide a full range of covered services and the flexibility to maximize effective, efficient and
creative community care, states are developing state funded programs that have great flexibility in how the funds can be used. These "sister" programs are
utilized as a supplemental source of funds to arrange for care that can not be covered under the traditional and more restrictive Medicaid Home and
Community-Based Waiver Program. While these programs utilize state general funds, they allow Medicaid Waivers to be used as effectively as possible.
States that utilize this "sistering" approach believe that in the long run the additional dollars which provide flexibility to develop workable care plans are
worth the investment because they reduce the financial liability associated with higher cost nursing home care.

The most renowned of these types of programs is the Wisconsin's Community Options Program, which was not included in the National Best Practices
Survey, because it was not nominated. Within the survey, North Dakota's Qualified Service Provider Program uses both Medicaid and State funded streams
of funds in order to allow increased flexibility for family members and others to participate in the program. Pennsylvania's Family Caregiver Support
Program is also a state- funded program which provides monetary reimbursement to family caregivers of elders who receive formal services through the
Medicaid Home and Community-Based Waiver Program. By doing so, the elder can remain in the community longer and save the state the higher cost of
nursing home care.

Another approach used to leverage the effectiveness of state dollars is the use of sliding scale or cost share programs. These type of innovations extend the
purchasing power of an elder's private funds by providing a state subsidy for services on a sliding fee basis. Typically, the goal of these programs is to make
less intensive services available to at risk elders prior to their eligibility for Medicaid. In this way, states can attempt to extend the period of time that elder
will not need or qualify for more expensive and intensive Medicaid services. The Florida Senior Resource Alliance Cost Share Program discussed in the
survey is an example of this approach.

e. Expanded use of personal care attendants either by exempting them from the regulation of a state's nurse practice act or by expanding a
nurse's ability to appropriately delegate functions to personal care attendants.[5]

In an attempt to maximize flexibility and efficiency in using available long term care resources, states have increased utilization of personal care attendants
(PCAs) to do a wide range of long term care tasks which were previously reserved for licensed nurses or nursing assistants. Typically, the use of PCAs has
increased in three ways; as employees of supported housing programs, home health agencies, or consumers of long term care. In residential settings, PCAs
are either exempted from the state nurse practice act or more likely take advantage of more expansive authority of nurses to delegate in those states. As home
health agency employees they tend to receive delegation from nurses empowered with broader authority delegate. As a direct employee of a consumer of
long term care services, the PCA, who often must obtain certification through training and/or a background check, is considered an extension of the
consumer and specifically exempted from regulation under the nurse practice act. In the National Best Practices Survey, the program that best exemplifies the
trend toward increase use of PCAs is the North Dakota Qualified Service Provider Program. In addition, as described in the survey, the State of Texas
significantly broadened the authority of nurses to delegate and its Community-Based Alternatives Program includes the use of PCAs as employees of home
health agencies.

A full discussion of all the programs contained in the National Best Practices Survey is contained in Chapter Three.

The Perspective of the National Experts

Chapter Four contains selected proceedings from a conference on innovations in community-based long term care for elders that the Institute for Health Law
and Ethics hosted in Concord, New Hampshire on October 16, 1997. In the included selections, three national experts on the topic, Dr. Robyn Stone, former
Acting Assistant Secretary of Aging in the Clinton Administration, Trish Riley, Executive Director of the National Academy for State Health Policy, and
Professor Walter Leutz of the Brandeis Institute for Health Policy, provide their perspectives on the status of innovation in community-based long term care
for elders. In addition to discussing current innovative trends, some of the experts express the belief that the extent of innovation to date has been somewhat
questionable, but that the current trends in managed care and federal-state relations provide a window of opportunity for states to experiment with and
improve their long term care systems.

The conference proceedings also explore the currently popular concept of integration, stressing the need for more clarity than currently exists in defining the
specific goals of any integration initiative. For example, is the goal of a specific initiative to integrate the acute health care system with the long term care
system or is it simply trying to integrate all available long term care services? The conference seemed to indicate that the existence of a well developed and
integrated community-based long term care system is a prerequisite for successfully integrating long term care with the acute health care system because
without it, the medical system dominates leaving insufficient resources for needed long term care supports and systems. The type of integration being
pursued must also be more clearly defined. For example, is the goal of a specific initiative to integrate financing streams, service delivery systems, state
administrative structures and/ or the populations to be served (e.g. DD and Elderly)? Since it is not feasible to achieve all these ends, it is critical to
acknowledge the limits of any integration initiative and to be clear as to the specific goals desired. Only in this way can the initiative be critically evaluated
and improved.

NH's Developmental Disabilities Model of Community-Based Care

Turning from the national perspective, Chapter Five analyzes the history and key elements of the State's community-based care system for the
developmentally disabled. That system is renowned as one of the best community-based care systems in the county, if not the world, for those with
developmental disabilities. In designing and implementing an improved community-based care system for frail elders, many important lessons can be learned
from studying the successes of the developmentally disabled (DD) system in the State.

The successful evolution of that system followed a major shift of funding away from institutions and to community-based models of care. This shift of
funding reflected a political shift of alliances by state policy makers away from institutions, nursing homes, unions and hospitals, and toward the individuals
and families the system is intended to serve. The shift in funding resulted in a significant investment in development of community services by creating and
funding development of area agencies.[6] However, the funding alone does not account for the success of the DD system. Rather, the centrality of the
fundamental tenets of inclusion, individualized supports and individualized service plans are responsible.

The primacy of a philosophical imperative to support individuals in the community with individually tailored care plans has lead to a series of important
innovations, including (a) an individual planning process and needs assessment with focus on quality of life while incorporating the individual's dreams and
hopes; (b) the use of interdisciplinary teams to develop the individualized care plans which include and increasingly rely upon individual consumers and
their friends and family; (c) a shift in thinking regarding the meaning of community supports away from correcting deficiencies and toward pursuing
interests, relationships and preferences; (d) the flexible use of public funds to develop innovative support arrangements in order to meet specific
individualized needs and aspirations;[7] (e) the provision of individualized, non-congregate, residential supports and living options; (f) the investment in
service staff development by providing training on the value of inclusion, individual needs and service plans, quality of life goals, and creative
community-based problem solving; (g) a shift in support-staff's role from simply providing services to include building bridges between the consumers and
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the community; (h) expanded access and use of adaptive equipment;[8] and (i) the use of case managers who serve as community liaisons, provide direct
support and coordinate available resources.[9]

In addition to these systemic advances, the evolution of the DD model benefited and continues to benefit from the primary roles played by the families of
those with developmental disabilities. These families have advocated at the state level in a collective and politically powerful voice. As a result, the central
role of these families as primary caregivers is acknowledged, respected and supported. For example, the law requires the creation of regional family support
councils (FSCs), comprised of 10-12 family members, who together with paid family support coordinators monitor needed innovations to the system and
provide flexible funding to families based on individual need from funds allotted solely for this purpose. FSCs serve as a feedback loop to effect statewide
policy changes and to teach and learn from families themselves. The chairs of each of the 12 FSCs which comprise the State Family Support Council meet
monthly with the New Hampshire Division of Developmental Disabilities Family Support Coordinator to plan, inform the state of current issues and needs,
and learn from one another about effective council functioning. By establishing Family Support Councils to guide and advise family support efforts, a
collaborative learning relationship developed in which the service system learned more about the ways that families solved their own problems and families
became more knowledgeable about support options and the scope of problems that other families have faced. The success of the DD system is due in part to
the significant reliance placed upon service users and their families in all aspects of planning, governance and quality assurance.

Transferability of the DD model to Elders

Chapter Six examines the transferability of New Hampshire's DD model of care to an elder population. It identifies and discusses some important
differences between elders and individuals with DD which affect transferability. These include differences in attitude toward services and service providers,
phases of life and desires for integration in society, expected prognosis and functional ability, relationship to family and community and developing
quality-of-life outcome measures. The chapter further explores significant social, philosophical and political differences which also affect the transferability
of the DD model to an elder population.

The transferability analysis also points out some legal issues that affect transferability, most notably the absence of a legal mandate to de-institutionalize the
elder system as existed in the DD system. Nevertheless, the federal statutory and regulatory structure which governs the DD Medicaid waiver also governs
the state's Elderly and Chronically 111 Medicaid waiver program. Thus, while there is no legal mandate, there is also no federal legal barrier to developing a
DD-like model of community care for elders in New Hampshire. In pursuing such a course of action, the state should be sensitive to the differences that
exist between the two populations and modify the DD approach to accommodate the elderly. It appears that the most significant barriers to transferability of
the DD-like model to the elderly are political and societal. Entrenched and powerful entities, including the nursing home, home health and nursing industries
have substantial vested interests in the status quo. Furthermore, society tends to have a bias toward maximizing frail elders' safety rather than their quality of
life. Finally, many policy makers are concerned about the additional costs of providing a DD-like model of care for elders. Yet, as discussed in the
introduction and further established in the case studies, these fears appear to be misplaced.

Case Studies of Elders At Risk of Nursing Home Placement

Chapter Seven presents the results of a series of in-depth case studies of New Hampshire elders at risk of nursing home placement. The case studies were
conducted in order to explore the specific applicability of the community alternatives presented in the national best practices survey and the DD model, as
well as to compare the costs of these models to nursing home care. After identifying twelve geographically dispersed elders at risk of nursing home
placement, we conducted a series of intensive interviews which focused on their conditions, needs and current care plans. Following the initial interviews,
we developed a series of individualized community care plans for each person as alternatives to nursing home placements. These care plan alternatives were
modeled on specific programs in the national best practices survey and the existing DD system.[10] These alternative models were then presented to the
elders and their care givers to determine which, if any, were preferred over nursing home care and whether they would meet the elder's needs. The cost of
the preferred model of care for each participant was calculated and compared to the cost of nursing home placement.

Of the ten participants who completed the case studies,| 1 1] five preferred the DD model of care, four preferred the assisted living model of care,[12] and
one preferred the consumer-directed, personal care attendant program. The average monthly cost of the preferred model of care was $1,773, compared to
$3,398 for a Medicaid nursing home bed. The case studies clearly establish the preference among frail elders for DD, assisted living and consumer-directed
personal care attendant models of care as well as the cost efficiencies of these choices over a nursing home placement.

Lessons and Recommendations

Chapter Eight describes a set of important lessons learned regarding the development of successful community-based care systems and provides a series of
specific recommendations to the State of New Hampshire in order to develop a coherent, comprehensive and effective community support system for the
elderly.

In studying successful community-based long term care programs, we have identified a number of important lessons that should be considered as one
embarks on reforming the elder care system:

1. Improvements should be responsive to the direct needs of the elders in a specific locality as defined and described by the elders themselves. In other
words, the proposed changes should be responsive to the specific community, cultural and resource needs of a targeted area.

2. An active and powerful elder leadership and lobby is necessary not only to assist in designing the reform efforts but, most importantly, to create the
political will to implement those changes in the face of many interest groups, especially providers, who are vested in the status quo.

3. It is important that improvements to the system be based on philosophical underpinnings or a vision which serves as the driving force for the reform
efforts. While the philosophical underpinning has differed in different places, ranging from a belief in increased consumer choice, quality of life being
paramount, or the need for coordinated service systems, it is the philosophical basis which guides change over time and which motivates elder involvement.

4. The goals of the system change need to be well formulated, prioritized and articulated. Only in this manner can action steps be developed and evaluated.
5. Improvements to the system have often been incremental, but based on a more global plan that embodies an underlying philosophical basis.

6. Successful transformation from an institutional long term care paradigm to a community-based model requires a significant investment of funds to
develop the infrastructure, resources, programs and information systems to create real community options for elders. Merely allowing elders to spend their
"long term care allotment" in the community does not provide sufficient support and opportunities to ensure the transformation of the system. Often, to
avoid the potential harm of a gap in service to a vulnerable population, investment in the creation of the new system needs to occur while the old system is
still serving most of those receiving services. However, as the transition progresses, the infrastructure investment by states can increasingly be covered by
the traditional streams of service dollars such as Medicaid.

7. For states that define their system change goals to include cessation in the growth of nursing home utilization, it is critical to target community services
directly to individuals likely to enter nursing homes.. This can be accomplished by providing easy access to comprehensive community services for those
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applying for nursing home care and those being discharged from hospitals or rehabilitation centers.

8. Assumptions about diversion of nursing home utilization and resulting cost savings need to be realistic. A state should not expect to cut significant
numbers of nursing home beds. Only one state has cut the raw numbers of nursing home beds through its community-based transition.] 13] Most of the
successful states have prevented growth in nursing home utilization by encouraging the use of less expensive, and often preferred, home and
community-based care to meet the increased demands of their growing population of frail elders. By overestimating cost savings from nursing home
reductions, the implementation plan will have insufficient resources to ensure the successful development of the community-based system.

Below are our specific recommendations or "action plan" for the State of New Hampshire to develop a coherent, comprehensive and effective community
support system for the elderly. These recommendations are based on the totality of our research and are explained in greater detail in Chapter Eight.

A. Develop a statewide network of regional community-based support agencies to be the single entry point and independent care coordinators for all
community-based long term care services for elders and which can ensure needed wrap around services such as transportation;[14

B. Develop consumer and caregiver support councils to ensure regional systems that are responsive to the community's needs;

C. Amend the Medicaid Waiver to permit a wider array of flexible benefits, including bundled service packages, consumer directed vouchers, and personal
care attendant services;

D. Develop an array of local community-based residential options that allow for "aging in place" and consumer-direction, by amending the Medicaid Waiver
accordingly, adopting appropriate assisted living regulations and by working with funding institutions, such as the New Hampshire Housing Finance
Authority to invest in initiatives to develop these residential options;

E. Increase monetary and systemic support for families and informal caregivers by expanding respite opportunities under the Medicaid Waiver, permitting
limited reimbursement for care provided by family caregivers who reduce employment to provide care, developing support opportunities through the
regional consumer support agencies and enacting a limited state-funded caregiver support program to reimburse family for out of pocket expenses which
prevent institutionalization;

F. Use Proportionate Share dollars to fund the creation of an infrastructure (community support agencies and innovative support programs) sufficient to give
the new community-based system a fair chance to succeed;

G. Adjust state and county portion of Medicaid costs for nursing home and home and community-based care so as to eliminate any financial incentive on the
state to place elders in nursing homes;

H. Amend New Hampshire's Nurse Practice Act and regulations to permit increased utilization of personal care attendants and nurse delegation in the
provision of home care;

1. Require community-based home health providers who accept Medicaid reimbursement to provide Medicaid home and community-based care waiver
services to any qualified individual in the provider's catchment area;

J. Eliminate the disparity in the financial eligibility criteria for Medicaid home and community-based care and nursing home care, which currently forces
individuals into higher cost nursing home care;

K. Develop strong elder organizations in the state in order to ensure the needed leadership to plan ongoing reform and to create support for implementing the
needed changes; and

L. Expand existing capacity in the home care and community support industries so that they can meet the growing demand for such services by investing in
training, economic development and by ensuring competitive compensation for direct care providers.

Conclusion

These recommendations, if followed, could serve as an implementation plan for a community-based long term care system that will prepare the state for the
challenge of the anticipated boom in its older citizens over the next twenty to twenty-five years.] 15] They address many of the problems with the state's
current community-based care system for the elderly, as well as the identified barriers to improving that system.[16] The recommendations incorporate
components of successful programs from both the National Best Practices Survey[17] and the New Hampshire Developmental Service System.[18] A
system of community-care based on these recommendations will be more responsive than the existing system to the needs and stated desires of New
Hampshire's elderly population and their families. According to the experience of other states,[ 19] as well as the case studies of New Hampshire elders,[20]
a community-based long term care system for the elderly which follows these recommendations should also result in cost-savings to the state.

[1] Paying family members for the provision of home care services through Medicaid is legally complex and difficult to implement. Attached as Appendix
11 is a detailed memorandum on the topic.

[2] Typically, the integration of funding into a capitated payment results in the provider or network developing an integrated services delivery system. Note,
however, that the integration of services can also be accomplished without formally integrating funding streams. This is typically done through coordination
and integrated care management (see c, below).

[3] These programs are legally complex and difficult to implement. Attached as Appendix IV is a detailed memorandum on fiscal models for
consumer-directed personal care services.

[4] See comments of Walter Luetz, in Chapter 3.

[5] A detailed memorandum that addresses the complex legal issues associated with the nurse practice act and nurse delegation both in New Hampshire and
other states is attached as Appendix II.

[6]While area agencies were developed using state funding, they were created by law as private non-profits whose boards of directors must consist of at
least one-third consumers or their family members.

[71This is achieved by paying the DD area agencies on a contract basis to provide needed services, similar to a capitated approach, rather than reimbursing
them on a fee for service basis for eligible services.

[81This has been achieved through ample funding for equipment, statewide technical assistance to assist individuals with what equipment and funding is
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available, assistance with training and information and the development of a program to recycle used adaptive equipment

[9]Case managers typically have light case loads of up to thirty individuals so that they are able to effectively fill these roles.

[10] The alternative models presented included programs based on the Adult Family Living program from Connecticut, the Pennsylvania Family Caregiver
Support Program, Missouri's Neighbor Helping Neighbor Program, a PACE program from Washington State, a consumer-directed personal care attendant
approach based on the North Dakota Qualified Service Provider Program, Supported Residential Living/assisted living based on an Arizona model and a
DD model of care as developed by an area agency for DD.

[11]Two participants died prior to the follow up interview.

[12] Of the four, two preferred residential programs geared specifically to individuals with Alzheimer's

[13]0regon by 8.6 percent over a 13 year period.

[14]Model legislation for the development of such a network is included in Appendix I.

[15] See Introduction, Chapter 1.

[16] See Appendix V for a summary of consumer and provider identified barriers and problems.

[17] See Chapter 3.

[18] See Chapters 5 and 6.

[19] See discussion in Chapter 1.

[20] See Chapter 7.
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About This Report

2009 Alzheimer's Disease Facts and Figures provides a
statistical resource for U.S. data related to Alzheimer's disease,
the most common type of dementia, as well as other dementias.
Background and context for interpretation of the data are
contained in the Qverview. This includes definitions of the
types of dementias and a summary of current knowledge about
Alzheimer's disease. Additional sections address prevalence,
mortality and lifetime risk of Alzheimer's disease and other
dementias, as well as paid and family caregiving and use and
costs of care and services. The Special Report for 2009 focuses
on the emerging issue of mild cognitive impairment (MCI).

Specific information in this year's Alzheimer's Disease Facts
and Figures includes:

e Qverall number of Americans with Alzheimer's disease
nationally and for each state

e Proportion of women and men with Alzheimer’s and other
dementias

e Estimates for short-term and lifetime risk for developing
Alzheimer's disease and other dementias at age 65, 75 and 85,
as well as estimates for lifetime risks at age 55

e Number of family caregivers, hours of care provided, economic
value of unpaid care nationally and for each state, and the
impact of caregiving on caregivers

e New data on family caregiving from state and local public
health surveys

Alzheimer's Association, 2009 Alzheimer's Disease Facts and Figures,

to be published in Alzheimer's & Dementia, Volume 5, Issue 3.

e Use and costs of health care, long-term care and hospice care
for people with Alzheimer's disease and other dementias

e Impact of Alzheimer’s disease on Medicare, Medicaid, U.S.
businesses, and individuals and their families

e Number of deaths due to Alzheimer’s disease nationally and
for each state, and death rates by age, gender and ethnicity

* Emerging importance of understanding the healthy cognition-
to-dementia continuum, particularly relationships between
MCI and subsequent risk for Alzheimer's disease and other
dementias

The Appendix details sources and methods used to derive
data presented in this document. Definitions of terms and an
extensive reference list are also provided in the Appendix.

This report frequently cites statistics that apply to individuals
with all types of dementia. When possible, specific information
about Alzheimer's disease is provided; in other cases, the
reference may be a more general one of “Alzheimer’s disease
and other dementias.”
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Overview of Alzheimer's Disease

Alzheimer’'s disease
Is the most common
cause of dementia.

This section provides information about the definition of dementia, the
characteristics of specific types of dementia and the symptoms of, risk factors
for and treatment of Alzheimer’s disease. More detailed information on these
topics is available at www.alz.org.





Dementia: Definition and Specific Types

Dementia is characterized by loss of or decline in memory and other
cognitive abilities. It is caused by various diseases and conditions
that result in damaged brain cells. To be classified as dementia,

the following criteria must be met:

e |t must include decline in memory and in at least one of the
following cognitive abilities:
1) Ability to generate coherent speech or understand spoken or
written language;
2) Ability to recognize or identify objects, assuming intact

4) Ability to think abstractly, make sound judgments and
plan and carry out complex tasks.
e The decline in cognitive abilities must be severe enough to
interfere with daily life.

Different types of dementia have been associated with

distinct symptom patterns and distinguishing microscopic brain
abnormalities. Increasing evidence from long-term epidemio-
logical observation and autopsy studies suggests that many
people have microscopic brain abnormalities associated with
more than one type of dementia. The symptoms of different
types of dementia also overlap and can be further complicated

sensory function; by coexisting medical conditions. Table 1 provides information

3) Ability to execute motor activities, assuming intact motor about the most common types of dementia.

abilities, sensory function and comprehension of the required
task; and

Table 1:

Common Types of Dementia and Their Typical Characteristics

Characteristics

Type of Dementia

Alzheimer's disease Most common type of dementia; accounts for 60 to 80 percent of cases.

Difficulty remembering names and recent events is often an early clinical symptom; apathy
and depression are also often early symptoms. Later symptoms include impaired judgment,
disorientation, confusion, behavior changes, and trouble speaking, swallowing and walking.

Hallmark abnormalities are deposits of the protein fragment beta-amyloid (plaques) and
twisted strands of the protein tau (tangles).

Vascular dementia
(also known as multi-infarct or post-stroke
dementia or vascular cognitive impairment)

Considered the second most common type of dementia.

Impairment is caused by decreased blood flow to parts of the brain, often due to a series
of small strokes that block arteries.

Symptoms often overlap with those of Alzheimer’s, although memory may not be as
seriously affected.

Characterized by the presence of the hallmark abnormalities of Alzheimer’s and another
type of dementia, most commonly vascular dementia, but also other types, such as
dementia with Lewy bodies.

Mixed dementia
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Table 1 (Continued):

Common Types of Dementia and Their Typical Characteristics

Type of Dementia Characteristics

Dementia with Lewy bodies Pattern of decline may be similar to Alzheimer’s, including problems with memory
and judgment and behavior changes.

Alertness and severity of cognitive symptoms may fluctuate daily.
Visual hallucinations, muscle rigidity and tremors are common.

Hallmarks include Lewy bodies (abnormal deposits of the protein alpha-synuclein) that
form inside nerve cells in the brain.

Parkinson’s disease Many people who have Parkinson’s disease develop dementia in the later stages of
the disease.

The hallmark abnormality is Lewy bodies (abnormal deposits of the protein alpha-synuclein)
that form inside nerve cells in the brain.

Frontotemporal dementia Involves damage to brain cells, especially in the front and side regions of the brain.
Typical symptoms include changes in personality and behavior and difficulty with language.
No distinguishing microscopic abnormality is linked to all cases.

Pick’s disease, characterized by Pick’s bodies, is one type of frontotemporal dementia.

Creutzfeldt-Jakob disease Rapidly fatal disorder that impairs memory and coordination and causes behavior changes.

Variant Creutzfeldt-Jakob disease is believed to be caused by consumption of products
from cattle affected by mad cow disease.

Caused by the misfolding of prion protein throughout the brain.

Normal pressure hydrocephalus Caused by the buildup of fluid in the brain.
Symptoms include difficulty walking, memory loss and inability to control urine.

Can sometimes be corrected with surgical installation of a shunt in the brain to drain

excess fluid.
Mild cognitive impairment (MCI) is a condition in which For others, the symptoms of MCI do not progress to dementia,
a person has problems with memory, language or another and some people who have MCI at one point in time later
essential cognitive function that are severe enough to revert to normal cognitive status. To learn more about the
be noticeable to others and show up on tests, but not severe potential role of MCl as a transitional state to early
enough to interfere with daily life. Some people with Alzheimer's disease, see the section, Special Report: Mild
MCI go on to develop dementia. Cognitive Impairment and Early-Stage Alzheimer’s Disease.

6 Overview of Alzheimer's Disease 2009 Alzheimer’s Disease Facts and Figures





More about Alzheimer's Disease

In Alzheimer's disease, as in other types of dementia,
increasing numbers of nerve cells deteriorate and die.

A healthy adult brain has 100 billion nerve cells, or neurons,
with long branching extensions connected at 100 trillion
points. At these connections, called synapses, information
flows in tiny chemical pulses released by one neuron and
taken up by the receiving cell. Different strengths and patterns
of signals move constantly through the brain’s circuits,
creating the cellular basis of memories, thoughts and skills.

In Alzheimer's disease, information transfer at the synapses
begins to fail, the number of synapses declines and eventually
cells die. Brains with advanced Alzheimer's show dramatic
shrinkage from cell loss and widespread debris from dead

and dying neurons.

Symptoms of Alzheimer’s Disease

Alzheimer's disease can affect different people in different
ways, but the most common symptom pattern begins with
gradually worsening difficulty in remembering new informa-
tion. This is because disruption of brain cells usually begins
in regions involved in forming new memories. As damage
spreads, individuals also experience confusion, disorganized
thinking, impaired judgment, trouble expressing themselves
and disorientation to time, space and location, which may
lead to unsafe wandering and socially inappropriate behavior.
In advanced Alzheimer’s, people need help with bathing,
dressing, using the bathroom, eating and other daily
activities. Those in the final stages of the disease lose their
ability to communicate, fail to recognize loved ones and
become bed-bound and reliant on 24/7 care. Alzheimer's
disease is ultimately fatal.

Although families generally prefer to keep the person with
Alzheimer's at home as long as possible, most people with
the disease eventually need more assistance than families
can provide, and they move into a nursing home or another
residence where professional care is available.

2009 Alzheimer's Disease Facts and Figures

Risk Factors for Alzheimer's Disease

Although the cause or causes of Alzheimer’s disease are not
yet known, most experts agree that Alzheimer's, like other
common chronic conditions, probably develops as a result of
multiple factors rather than a single cause.

The greatest risk factor for Alzheimer’s disease is advancing
age. Most Americans with Alzheimer's disease are aged 65
or older, although individuals younger than age 65 can also

develop the disease.

When Alzheimer’s or other dementia is recognized in a person
under age 65, these conditions are referred to as “younger-
onset” or “early-onset” Alzheimer’s or “younger-onset” or
“garly-onset” dementia.

A small percentage of Alzheimer’'s disease cases, probably
less than 5 percent, is caused by rare genetic variations found
in a small number of families worldwide. In these inherited
forms of Alzheimer's, the disease tends to develop before age
65, sometimes in individuals as young as 30.

A genetic factor in late-onset Alzheimer's disease (Alzheimer's
disease developing at age 65 or older) is apolipoprotein E-e4
(APOE-e4). APOE-€4 is one of three common forms of the
APQE gene, which provides the blueprint for a protein that
carries cholesterol in the bloodstream. Everyone inherits

one form of the APOE gene from each of his or her parents.
Those who inherit one APOE-e4 gene have increased risk of
developing Alzheimer’s disease. Those who inherit two
APOE-e4 genes have an even higher risk. However, inheriting
one or two copies of the gene does not guarantee that the
individual will develop Alzheimer’s.

Overview of Alzheimer's Disease
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Treatment and Prevention of
Alzheimer's Disease

No treatment is available to slow or stop the deterioration
of brain cells in Alzheimer's disease. The U.S. Food and Drug
Administration has approved five drugs that temporarily
slow worsening of symptoms for about six to 12 months, on
average, for about half of the individuals who take them.
Based on deepening insight into the underlying biology of
Alzheimer's and emerging conceptual frameworks for
understanding the disease, researchers have identified
treatment strategies that may have the potential to change
its course. A number of experimental therapies are in
clinical testing in human volunteers.

Despite the current lack of disease-modifying therapies,
studies have consistently shown that active medical
management of Alzheimer's and other dementias can
significantly improve quality of life through all stages of the
disease for diagnosed individuals and their caregivers.
Active management includes appropriate use of available
treatment options, effective integration of coexisting
conditions into the treatment plan, and use of supportive
services such as counseling, activity and support groups
and adult day center programs.

Many scientists consider the emerging field of prevention one of
the most exciting recent developments in the dementia research
arena. A growing body of evidence suggests that the health of
the brain—one of the body’s most highly vascular organs—is
closely linked to the overall health of the heart and blood vessels.
Some data indicate that management of cardiovascular risk
factors, such as high cholesterol, Type 2 diabetes, high blood
pressure and overweight, may help avoid or delay cognitive
decline. Additional evidence points to a significant role for
regular physical exercise in maintaining lifelong cognitive health.
More limited data suggest that a low-fat diet rich in fruits and
vegetables may support brain health, as may a robust social
network and a lifetime of intellectual curiosity and

mental stimulation.
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Prevalence

Millions of
Americans now
have Alzheimer's
disease or other
U ED

More women than men have Alzheimer's and other dementias, primarily
because women live longer, on average, than men, and their longer life
expectancy increases the time during which they could develop Alzheimer’s
or other dementia.





The prevalence of Alzheimer's and other dementias also differs
by education; those with fewer years of education appear to
have higher rates of Alzheimer's and other dementias. Some
researchers believe that having more years of education
(compared with those with fewer years) provides a “cognitive
reserve” that allows individuals to compensate for symptoms
of Alzheimer's or other dementia. However, it is generally
believed that these differences reflect socioeconomic factors
such as higher rates of disease and less access to medical
care in lower socioeconomic groups. Racial and ethnic
differences in rates of Alzheimer’s disease and other
dementias have also been reported, although differences
have not been consistently found.

The number of Americans with Alzheimer's and other
dementias is increasing every year because of the steady
growth in the older population. The number will continue to
increase and escalate rapidly in the coming years as the
baby boom generation ages.

Figures from different studies on the prevalence and charac-
teristics of people with Alzheimer's and other dementias vary,
depending on how each study was conducted. Data from
several studies are used in this section to describe the
prevalence of these conditions and the proportion of people
with the conditions by gender, years of education, race and
cause of dementia. Data sources and methodologies are
described, and more detailed information is contained in

the End Notes section in the Appendix. Estimates of lifetime
risk of Alzheimer's disease and other dementias are also
briefly discussed.

Prevalence of Alzheimer's Disease
and Other Dementias

Currently, an estimated 5.3 million Americans of all ages
have Alzheimer's disease. This figure includes 5.1 million
people aged 65 and older*' and 200,000 individuals under age
65 who have younger-onset Alzheimer's.! Based on these
estimates, approximately 500,000 Americans under age

65 have Alzheimer’s or other dementia. Of these, about 40
percent are estimated to have Alzheimer's disease.
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e One in eight persons aged 65 and older (13 percent) have
Alzheimer's disease.”?

e Every 70 seconds, someone in America develops
Alzheimer's disease. By mid-century, someone will develop
Alzheimer’s every 33 seconds.”®

Prevalence of Alzheimer’s Disease and
Other Dementias in Women and Men

Women are more likely than men to have Alzheimer’s
disease and other dementias. Based on estimates from the
Aging, Demographics, and Memory Study (ADAMS),

14 percent of all people aged 71 and older have dementia.2A*
As shown in Figure 1, women aged 71 and older had higher
rates than men: 16 percent for women and 11 percent for
men. The 2008 estimate is that 2.4 million women and

1 million men aged 71 and older have dementia.

Figure 1:

Estimated Percentage of Americans Aged 71+
with Dementia by Gender, ADAMS, 2002

Percent ™ Men Women

20

10
5
0

Created from data from Plassman et al.?





Further analysis of these data shows that the larger proportion
of older women than men who have dementia is primarily
explained by the fact that women live longer, on average, than
men.? Likewise, many studies of the age-specific incidence
(new cases) of dementia have found no significant difference
by gender.34587

The same is true for Alzheimer’s disease. The larger proportion
of older women than men who have Alzheimer's disease is
believed to be explained by the fact that women live longer.2
Again, many studies of the age-specific incidence of
Alzheimer's disease show no significant difference for women
and men 36789101 Thys, it appears that gender is not a risk
factor for Alzheimer’s disease or other dementia once age is
taken into account. Essentially, women are more likely to have
Alzheimer's disease and other dementias because they live
long enough to develop these conditions and generally live
longer than men.

Prevalence of Alzheimer's Disease and
Other Dementias by Years of Education

People with fewer years of education appear to be at higher
risk for Alzheimer’s and other dementias than those with more
years of education. Studies of the prevalence of dementia
show that having fewer years of education is associated with
greater likelihood of having dementia,>'? and incidence studies
show that having fewer years of education is associated with
a greater risk of developing dementia.>%" One study found,
for example, that people with less than 12 years of education
had a 15 percent greater risk of developing dementia than
people with 12 to 15 years of education and a 35 percent
greater risk of developing dementia than people with more
than 15 years of education.®

Similar findings have been reported for Alzheimer’s disease.
Studies of the prevalence of Alzheimer's disease show that
having fewer years of education is associated with higher
likelihood of having Alzheimer’s disease,?'? and incidence
studies show that having fewer years of education is
associated with greater risk of developing Alzheimer’s
disease 88131

A number of researchers have noted that years of education
may be a surrogate marker for factors that affect access to
education, such as socioeconomic status and where one lived
as a child.™'® Attaining fewer years of education is generally
related to additional factors, such as lower levels of occupa-
tional attainment and higher prevalence of physical health
conditions in adulthood, that are also associated with the
development of dementia.

Prevalence of Alzheimer’s Disease and
Other Dementias in African-Americans
and Whites

African-Americans are frequently reported to be more likely
than whites to have Alzheimer's disease and other dementias.
However, more detailed analysis of these relationships
indicates that the differences may be largely explained by
factors other than race. Most analyses that examined racial
differences in Alzheimer’s and other dementias, and have
simultaneously looked at age, gender, years of education and
comorbid conditions, report significant differences on the
basis of race do not persist.%#>81216

Researchers examining racial differences in risk factors

for Alzheimer's disease only have reported similar findings.
Most analyses that have combined age, gender, years of
education, African-American versus white race, and apolipo-
protein E (APOE) status have found that the higher prevalence
of Alzheimer's disease in African-Americans is primarily
explained by these other factors, or that their increased risk
is greatly reduced once these factors are taken into

account 2456912

Lifetime Risk Estimates for Alzheimer's
and Other Dementias

The Framingham original study population was used to
estimate short-term (10-year), intermediate (20- and 30-year)
and lifetime risks for Alzheimer's disease, as well as overall
risk for any dementia.”*5 Nearly 2,800 persons 65 years of age
and free of dementia were identified in 1975 and provided the
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Figure 2:

Framingham Estimated Risks for Dementia
(All Types) by Age and Sex

10 Year Risks (Percentage) M Men Women

25

, R
Age 65 75 85

Created from data from Seshadri et al."”

basis for an incidence study of dementia, as well as Alzheimer’s
disease. This group (cohort) was followed for up to 29 years.
Key findings included significantly higher lifetime risk for

both dementia and Alzheimer's in women compared to men.
More than 20 percent of women reaching the age of 65 would
ultimately develop dementia (estimated lifetime risk), compared
to approximately 17 percent of men. For Alzheimer’s, the
estimated lifetime risk was nearly one in five for women
compared to one in 10 for men. Unpublished data from
Framingham indicated that at age 55, the estimated lifetime
risk for Alzheimer's was 17 percent in women (approximately
one in six women), compared to 9 percent in men (nearly one in
10 men). The unpublished data for any dementia in women who
reached 55 was 21 percent, and for men 14 percent.'
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Figure 3:

Framingham Estimated Risks for Alzheimer’s
by Age and Sex

10 Year Risks (Percentage) M Men Women

20

(]

0 [

Age 65 75 85

Created from data from Seshadri et al."”

Increases in short- and intermediate-term risks for dementia and
Alzheimer's were seen not only at age 65, but also were markedly
increased at ages 75 and 85 for both women and men. However,
compared with women, the risks were not as high in men.

Figures 2, 3, 4 and 5 present 10-year risks for men and women
for dementia and Alzheimer’s, as well as estimated lifetime risks
for these disorders. Again, these differences in lifetime risks

for women compared with men are largely due to the longer

life expectancy for women.

For women, at age 65, the short-term risk for developing dementia
over the next 10 years is approximately 1 percent. However, at
age 75, for women, the risk of developing dementia over the next
10 years jumps more than sevenfold, and at 85, the risk skyrockets
to 20-fold. Similar dramatic increases are seen for Alzheimer’s
disease. The risk scenario for men follows a similar trajectory.





Figure 4:

Framingham Estimated Lifetime Risks for
Dementia (All Types) by Age and Sex

Percentage ™ Men Women

25

0

Age 65 75 85

Created from data from Seshadri et al."”

The Framingham lifetime risk estimates for women are above
20 percent for dementia and clearly higher in women than in
men. Although the concept of lifetime risk generally reflects
the risk from birth to death, dementia is a condition that usually
occurs after age 65. While there is an important minority of
people with younger-onset Alzheimer’s, the dementia risk

prior to age 65 is relatively modest. Estimating the risk in
people who have reached the age of at least 65 dementia-free
provides a reasonable estimate of lifetime risk in the bulk of
the population at risk for dementia.

Figure 5:

Framingham Estimated Lifetime Risks for
Alzheimer's by Age and Sex

Percentage ™ Men Women

25

0

Age 65 75 85

Created from data from Seshadri et al."”

The definition of Alzheimer’s disease and other dementias used
in the Framingham study required documentation of moderate
to severe disease as well as symptoms lasting a minimum of
six months. As a result of these requirements, the Framingham
study estimates are considered to be conservative. Thus, when
one considers the numbers of people with mild to moderate
levels of dementia, as well as those with dementia for less
than six months’ duration, the current and future numbers of
people at risk for Alzheimer's disease and other dementias far
exceed those stated in the Framingham study.
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Estimates for the Numbers of People
with Alzheimer's Disease, by State

As reflected in Table 2, the projected number of people

aged 65 and older with Alzheimer’s disease varies by region
of the country, as well as by state. The table presents the
estimated numbers of people with Alzheimer's disease by age
groups 65 years and older. The projections are presented by
region and state for the years 2000, 2010, 2020 and 2025.
The percentage change in Alzheimer's between 2000 and
each of the subsequent time periods is also shown.
Comparable projections for prevalence data on dementia

by state are not available.

Not only is there substantial variability by state in the
projected numbers of people with Alzheimer’s, but this
variability is also reflected between regions of the country.
(See Figures 6 and 7 for estimated numbers of people with
Alzheimer's in 2000 and 2025.) Some of the difference is
clearly due to where the 65-and-older population resides
within the United States. However, between 2000 and 2025,
it also is clear that across the country, states and regions are
expected to experience double-digit percentage increases
overall in the numbers of people with Alzheimer’s. Compared
with the numbers of people with Alzheimer’s estimated for
2000, the South, Midwest and West are expected to experi-
ence increases that will result in 30-50 percent (and greater)
increases over the 25-year period. Some states in the West
(Alaska, Colorado, Idaho, Nevada, Utah and Wyoming)

are projected to experience a doubling (or more) of their
populations aged 65 and older with Alzheimer's.
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The increased numbers of people with Alzheimer's will
have a marked impact on states’ infrastructures and health-
care systems, not to mention on families and caregivers.
Although the projected increases in the Northeast are not
nearly as marked as those in other regions of the United
States, it should be noted that this section of the country is
the residence of a large proportion of people aged 65 and
older with Alzheimer’s.

This table also underscores the fact that the impact of
Alzheimer's is not equal across the age groups constituting
people aged 65 and older. Although there are dramatic
increases in Alzheimer's disease across the elderly age groups,
an especially significant impact is expected to occur in the

85 and older age groups.

The final color-coded map of the United States in this section
(Figure 8) provides an overview of the amount of change in
the proportion of the U.S. population that is expected to be
aged 65 and older between 2000 and 2025. Of particular
note are the states that are anticipated to experience growth
exceeding 80 percent.





Figure 6:

Estimated Number of People with Alzheimer's by State, 2000

500,000+ ' 201,000 499,000 [ 101,000 -200,000 [ 51,000 -100,000 [ 50,000 or less

Created from data from Hebert et al. 147
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Figure 7:

Estimated Number of People with Alzheimer's by State, 2025

7/ 500,000+ ' 201,000 -499,000 [ 101,000-200,000 [ 51,000 -100,000 [ 50,000 or less

Created from data from Hebert et al. 147
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Figure 8:

Projected Changes Between 2000 and 2025 in Alzheimer Prevalence by State

[ 811%-127.0% = 49.1%-81.0% [ 31.1%-49.0% [241%-31.0% [ 0-24.0%

Created from data from Hebert et al. 147
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Causes of Dementia

Alzheimer's disease is the most frequent cause of dementia.
As shown in Figure 9, Alzheimer’s accounts for 70 percent
of all cases of dementia in Americans aged 71 and older?
Vascular dementia accounts for 17 percent of cases of
dementia, and other diseases and conditions, including
Parkinson's disease, Lewy body disease, frontotemporal
dementia and normal pressure hydrocephalus, account for
the remaining 13 percent.*

The proportion of cases of dementia attributable to
Alzheimer's disease increases with age. In people aged 90 and
older, Alzheimer's disease accounts for 80 percent of all
dementias compared with 47 percent for people aged 71-79.

However, data are beginning to emerge to suggest that
attribution of dementia to specific types may not be as clear
cut as previously believed. The study by Schneider and
colleagues reports that most older community-dwelling
residents (mean age at death, approximately 88 years) have
changes in the brain suggestive of disease, and that those
with dementia often have evidence of multiple types of
brain disease.”

Of the first 141 autopsies, 80 examined brain tissue from
people with intermediate or high likelihood of having
Alzheimer’s based on clinical evaluation, which included
medical history, neuropsychological tests and physical
examination with an emphasis on neurologic function.

Less than half of the 80 autopsies showed evidence of
Alzheimer’s alone. Nearly a third showed evidence of
Alzheimer's and infarcts; 15 percent showed evidence of
Alzheimer's and Parkinson’s disease/Lewy body disease;

5 percent showed evidence of all three diseases; and 2.5
percent showed evidence of Alzheimer’s and brain disease
other than infarcts and Parkinson’s disease/Lewy body
disease. Although 50 percent of participants with no or low
likelihood of having Alzheimer's disease based on clinical
evaluation also had no evidence of dementia on autopsy,
approximately one-third showed evidence of brain infarcts.
Thus, there is reason to believe that the causes of dementia
may be much more complicated than originally believed.

Figure 9:

Causes of Dementia in People Aged 71+,
ADAMS, 2002

13% Other Dementia
17% Vascular Dementia

70% Alzheimer's

Created from data from Plassman et al. 2

“These data reflect the conclusions of an expert panel of physicians and psychologists about the primary cause of dementia in each subject found to have dementia in the
Aging, Demographics, and Memory Study (ADAMS).? Some subjects were also given secondary diagnoses in recognition of the growing awareness that dementia is often
associated with more than one disease or condition. See Table 1 in the section Overview of Alzheimer’s Disease for a brief explanation of “mixed dementia,” that is, dementia
with symptoms and brain abnormalities associated with two or more diseases and conditions, for example, Alzheimer’s disease and vascular dementia.
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Looking to the Future

The number of Americans surviving into their 80s and 90s and

beyond is expected to grow because of advances in medicine

and medical technology, as well as social and environmental

conditions. Since the incidence and prevalence of Alzheimer's

disease and other dementias increase with age, the number
of peaple with these conditions will also grow rapidly.

In 2000, there were an estimated 411,000 new (incident)
cases of Alzheimer’s disease. By 2010, that number is
expected to increase to 454,000 new cases per year; by
2029, to 615,000; and by 2050, to 959,000.%

In 2011, the first baby boomers will turn 65. By 2029, all baby
boomers will be at least 65 years old.

The 85 years and older population currently comprises

nearly 50 percent of the individuals with Alzheimer's disease,
or about 2.7 million people. By the time the first wave of
baby boomers reaches age 85 years (2031), there will be

an estimated 3.5 million people aged 85 and older with
Alzheimer's.?248

The number of people aged 65 and older with Alzheimer’s
disease is estimated to reach 7.7 million in 2030, more than
a 50 percent increase from the 5.1 million aged 65 and older
who are currently affected.”?

By 2050, the number of individuals aged 65 and older with
Alzheimer's is projected to number between 11 million and
16 million—unless medical breakthroughs identify ways to
prevent or more effectively treat the disease. Barring such
developments, by that date, more than 60 percent of people
with Alzheimer’s disease will be aged 85 or older.?2
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Table 2:

Projections by Region and State for Total Numbers of Americans Aged 65 and Older with Alzheimer’s

Projected Number Percentage
(in 1,000s) with Alzheimer's Change in Alzheimer's
by Age Group (Compared to 2000)

Northeast* Year 65-74 75-84 85+ Total
Connecticut 2000 3.6 35.0 30.0 68.0

2010 2.8 30.0 37.0 70.0 3

2020 3.6 29.0 38.0 70.0 3

2025 3.9 34.0 38.0 76.0 12
Maine 2000 1.6 13.0 10.0 25.0

2010 1.2 12.0 12.0 25.0 0

2020 1.7 12.0 12.0 25.0 0

2025 2.0 14.0 12.0 28.0 12
Massachusetts 2000 6.6 61.0 52.0 120.0

2010 5.1 54.0 64.0 120.0 0

2020 6.8 51.0 66.0 120.0 0

2025 7.5 61.0 67.0 140.0 17
New Hampshire 2000 1.2 9.8 8.0 19.0

2010 1.0 9.9 11.0 22.0 16

2020 1.4 10.0 12.0 23.0 21

2025 1.7 13.0 12.0 26.0 37
New Jersey 2000 9.1 80.0 63.0 150.0

2010 1.5 73.0 74.0 150.0 0

2020 9.4 71.0 77.0 160.0 7

2025 10.0 83.0 79.0 170.0 13
New York 2000 20.0 170.0 140.0 330.0

2010 16.0 150.0 150.0 320.0 -3

2020 20.0 150.0 160.0 330.0 0

2025 21.0 170.0 160.0 350.0 6
Pennsylvania 2000 17.0 150.0 110.0 280.0

2010 12.0 130.0 140.0 280.0 0

2020 15.0 120.0 130.0 260.0 -7

2025 17.0 140.0 130.0 280.0 0
Rhode Island 2000 1.3 12.0 10.0 24.0

2010 0.9 10.0 13.0 24.0 0

2020 1.2 9.1 12.0 23.0 -4

2025 1.4 11.0 12.0 24.0 0
Vermont 2000 0.6 5.2 44 10.0

2010 0.5 5.1 5.3 11.0 10

2020 08 5.2 55 12.0 20

2025 0.9 6.5 56 13.0 30
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Table 2 (Continued):

Projected Number Percentage
(in 1,000s) with Alzheimer's Change in Alzheimer's
by Age Group (Compared to 2000)

Midwest* Year 65-74 75-84 85+ Total
[llinois 2000 12.0 110.0 89.0 210.0

2010 10.0 98.0 100.0 210.0 0

2020 13.0 97.0 110.0 220.0 5

2025 14.0 110.0 110.0 240.0 14
Indiana 2000 6.6 54.0 42.0 100.0

2010 5.9 55.0 54.0 120.0 20

2020 7.0 56.0 58.0 120.0 20

2025 8.4 65.0 60.0 130.0 30
lowa 2000 3 32.0 30.0 65.0

2010 3.0 30.0 36.0 69.0 6

2020 36 30.0 38.0 71.0 9

2025 42 34.0 39.0 71.0 18
Kansas 2000 2.6 25.0 23.0 50.0

2010 2.3 24.0 26.0 53.0 6

2020 3.2 25.0 28.0 56.0 12

2025 3.7 30.0 29.0 62.0 24
Michigan 2000 11.0 89.0 67.0 170.0

2010 8.3 82.0 85.0 180.0 6

2020 10.0 71.0 86.0 170.0 0

2025 12.0 90.0 87.0 190.0 12
Minnesota 2000 45 43.0 40.0 88.0

2010 4.0 41.0 50.0 94.0 7

2020 5.4 43.0 53.0 100.0 14

2025 6.4 51.0 56.0 110.0 25
Missouri 2000 6.5 55.0 48.0 110.0

2010 56 53.0 55.0 110.0 0

2020 1.2 53.0 57.0 120.0 9

2025 8.3 63.0 58.0 130.0 18
Nebraska 2000 1.7 16.0 15.0 33.0

2010 1.6 16.0 19.0 37.0 12

2020 2.1 17.0 21.0 39.0 18

2025 24 20.0 21.0 44.0 33
North Dakota 2000 0.8 7.5 7.3 16.0

2010 0.7 1.7 9.8 18.0 13

2020 0.8 7.3 11.0 19.0 19

2025 1.0 8.4 11.0 20.0 25
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Table 2 (Continued):

Projected Number Percentage
(in 1,000s) with Alzheimer’s Change in Alzheimer's
by Age Group (Compared to 2000)

Midwest (continued) Year 65-74 75-84 85+ Total
Ohio 2000 13.0 110.0 82.0 200.0

2010 11.0 110.0 110.0 230.0 15

2020 13.0 100.0 120.0 230.0 15

2025 15.0 120.0 120.0 250.0 25
South Dakota 2000 0.9 8.1 17 17.0

2010 0.8 8.0 9.7 19.0 12

2020 1.0 7.8 10.0 19.0 12

2025 1.2 9.2 11.0 21.0 24
Wisconsin 2000 5.7 51.0 45.0 100.0

2010 49 49.0 55.0 110.0 10

2020 6.4 49.0 58.0 110.0 10

2025 7.5 58.0 60.0 130.0 30

Projected Number Percentage
(in 1,000s) with Alzheimer’s Change in Alzheimer's
by Age Group (Compared to 2000)

South* Year 65-74 75-84 85+ Total
Alabama 2000 5.6 440 35.0 84.0

2010 5.2 44.0 41.0 91.0 8

2020 6.9 47.0 44.0 99.0 18

2025 7.8 56.0 46.0 110.0 31
Arkansas 2000 35 29.0 23.0 56.0

2010 35 29.0 28.0 60.0 7

2020 47 32.0 30.0 67.0 20

2025 5.4 39.0 32.0 76.0 36
Delaware 2000 0.9 6.7 48 12.0

2010 0.7 6.7 6.9 14.0 17

2020 0.9 6.7 7.2 15.0 25

2025 1.0 8.0 7.4 16.0 33
District of Columbia 2000 0.6 5.2 42 10.0

2010 0.5 4.2 45 9.1 -9

2020 0.6 39 47 9.1 9

2025 0.6 45 48 10.0 0
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Table 2 (Continued):

Projected Number Percentage
(in 1,000s) with Alzheimer's Change in Alzheimer's
by Age Group (Compared to 2000)

South (continued)

Florida 2000 23.0 200.0 150.0 360.0

2010 22.0 210.0 220.0 450.0 25

2020 32.0 230.0 250.0 510.0 42

2025 37.0 290.0 270.0 590.0 64
Georgia 2000 7.5 58.0 44.0 110.0

2010 74 60.0 57.0 120.0 9

2020 10.0 68.0 64.0 140.0 27

2025 12.0 84.0 68.0 160.0 45
Kentucky 2000 5.1 39.0 30.0 74.0

2010 49 41.0 35.0 80.0 8

2020 6.3 43.0 38.0 87.0 18

2025 7.0 50.0 39.0 97.0 31
Louisiana 2000 5.1 38.0 30.0 73.0

2010 47 41.0 37.0 83.0 14

2020 6.0 43.0 43.0 92.0 26

2025 7.0 51.0 46.0 100.0 37
Maryland 2000 5.1 42.0 31.0 78.0

2010 4.4 40.0 41.0 86.0 10

2020 5.8 4.0 44.0 90.0 15

2025 6.6 49.0 45.0 100.0 28
Mississippi 2000 34 26.0 220 51.0

2010 32 26.0 24.0 53.0 4

2020 41 28.0 26.0 58.0 14

2025 47 33.0 27.0 65.0 27
North Carolina 2000 9.4 72.0 53.0 130.0

2010 9.2 80.0 78.0 170.0 31

2020 12.0 88.0 89.0 190.0 46

2025 14.0 110.0 94.0 210.0 62
Oklahoma 2000 38 31.0 27.0 62.0

2010 37 34.0 37.0 74.0 19

2020 5.0 37.0 42.0 85.0 37

2025 5.8 450 45.0 96.0 55
South Carolina 2000 48 36.0 25.0 67.0

2010 45 38.0 37.0 80.0 19

2020 6.2 42.0 43.0 91.0 36

2025 7.0 51.0 45.0 100.0 49
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Table 2 (Continued):

Projected Number Percentage
(in 1,000s) with Alzheimer's Change in Alzheimer's
by Age Group (Compared to 2000)

South (continued) Year 65-74 75-84 85+ Total
Tennessee 2000 6.9 54.0 41.0 100.0

2010 6.6 56.0 54.0 120.0 20

2020 8.7 61.0 59.0 130.0 30

2025 9.8 73.0 62.0 140.0 40
Texas 2000 19.0 140.0 110.0 270.0

2010 19.0 160.0 160.0 340.0 26

2020 26.0 190.0 190.0 400.0 48

2025 31.0 230.0 200.0 470.0 74
Virginia 2000 7.1 56.0 41.0 100.0

2010 6.6 59.0 60.0 130.0 30

2020 8.9 64.0 67.0 140.0 40

2025 10.0 71.0 71.0 160.0 60
West Virginia 2000 2.7 21.0 16.0 40.0

2010 2.5 22.0 19.0 44.0 10

2020 32 22.0 20.0 46.0 15

2025 35 26.0 21.0 50.0 25

Projected Number Percentage
(in 1,000s) with Alzheimer's Change in Alzheimer's
by Age Group (Compared to 2000)

West * Year 65-74 75-84 85+ Total
Alaska 2000 0.3 1.9 1.1 34

2010 0.4 2.7 1.9 5.0 47

2020 05 34 2.7 6.6 94

2025 0.6 41 3.1 7.7 126
Arizona 2000 5.4 43.0 29.0 78.0

2010 5.4 47.0 45.0 97.0 24

2020 7.9 54.0 52.0 110.0 4

2025 9.3 68.0 57.0 130.0 67
California 2000 28.0 240.0 180.0 440.0

2010 24.0 220.0 230.0 480.0 9

2020 36.0 250.0 270.0 560.0 27

2025 44.0 320.0 300.0 660.0 50
Colorado 2000 3.1 26.0 21.0 49.0

2010 3.7 34.0 35.0 72.0 47

2020 5.4 40.0 44.0 90.0 84

2025 6.3 50.0 48.0 110.0 124
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Table 2 (Continued):

Projected Number Percentage
(in 1,000s) with Alzheimer’s Change in Alzheimer's
by Age Group (Compared to 2000)
West (continued) Year 65-74 75-84 85+ Total
Hawaii 2000 1.4 12.0 8.9 23.0
2010 1.1 12.0 15.0 27.0 17
2020 1.5 11.0 18.0 30.0 30
2025 1.0 14.0 19.0 34.0 48
Idaho 2000 1.1 9.9 7.9 19.0
2010 1.3 12.0 13.0 26.0 37
2020 2.0 15.0 15.0 32.0 68
2025 24 19.0 17.0 38.0 100
Montana 2000 0.9 8.4 6.8 16.0
2010 1.0 9.3 11.0 21.0 31
2020 1.5 11.0 13.0 25.0 56
2025 1.7 13.0 14.0 29.0 81
Nevada 2000 1.8 12.0 7.1 21.0
2010 2.0 15.0 12.0 29.0 38
2020 2.8 18.0 14.0 35.0 67
2025 3.3 22.0 16.0 42.0 100
New Mexico 2000 1.9 14.0 11.0 27.0
2010 1.8 16.0 14.0 31.0 15
2020 25 18.0 17.0 37.0 37
2025 3.0 22.0 18.0 43.0 59
Oregon 2000 3.2 30.0 24.0 57.0
2010 35 34.0 39.0 76.0 33
2020 5.5 40.0 45.0 90.0 58
2025 6.6 52.0 49.0 110.0 93
Utah 2000 1.4 12.0 8.8 22.0
2010 1.6 15.0 16.0 320 45
2020 24 19.0 20.0 4.0 86
2025 3.0 24.0 23.0 50.0 127
Washington 2000 47 43.0 35.0 83.0
2010 5.1 48.0 53.0 110.0 33
2020 8.0 58.0 62.0 130.0 57
2025 9.7 75.0 69.0 150.0 81
Wyoming 2000 0.5 3.7 29 7.0
2010 05 49 47 10.0 43
2020 0.7 5.8 6.0 13.0 86
2025 0.9 1.2 6.7 15.0 114
*Regions defined by U.S. Census designations.
Created from data from Herbert et al."*”
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Mortality

Alzheimer's disease
was the sixth-
leading cause of
death across all ages
In the United States
in 2006.





In 2006, Alzheimer's disease was reported as the underlying
cause of death for 72,914 people. However, underreporting
of Alzheimer's disease as an underlying cause of death has
been well documented.?#%%.2” Death rates from the disease
can vary a great deal across states and result from differences
in state demographics and reporting practices. On the other
hand, death rates among people with Alzheimer's disease
dramatically increase with age. From one community-based,
15-year prospective study, the mortality rate for people aged
75-84 with Alzheimer's was nearly 2.5 times greater than for
those aged 55-74 with the disease. At age 85 and older, the
rate was nearly twice that of those with Alzheimer's aged
75-84.%8 Two-thirds of those dying of dementia did so in
nursing homes, compared with 20 percent of cancer patients
and 28 percent of people dying from all other conditions.

Deaths from Alzheimer's Disease

While the total number of deaths attributed to other major
causes of deaths has been decreasing, those due to
Alzheimer's have continued to increase. In 1991, only 14,112
death certificates recorded Alzheimer's disease as the
underlying cause.” Comparing changes in selected causes of
death between 2000 and 2006 (Figure 10), deaths attributed
to Alzheimer's disease increased 47.1 percent, while those
attributed to the number one cause of death, heart disease,
decreased 11.5 percent. Table 3 compares the number of
deaths and percentage change for selected causes of deaths
in 2000 and 2006.

Although deaths attributed to Alzheimer’s are increasing,
underreporting of this condition on death certificates results

in significant underestimates of the public health impact of
Alzheimer’s. A number of studies have documented substantial
underreporting of Alzheimer’s disease on death certificates as
an underlying or contributory cause of death. Underreporting
Alzheimer's disease as the cause of death occurs in the
community, as well as in nursing homes.?-%.27

Table 3:

Percentage Changes in Selected Causes of
Death, 2000 and 2006

Cause 2000 2006 Percentage Change
Heart disease 710,760 629,191 -11.5
Breast cancer 41,200°  40,970¢ -0.6
Prostate cancer 31,900°  27,350¢ -14.3
Stroke 67,6612 137,265 -18.1
Alzheimer's disease 49,558°  72,914° +47.1

a National Center for Health Statistics. Deaths: Final Data for 2000.*°
b American Cancer Society. Cancer Facts and Figures 2000

¢ Heronetal.®

d American Cancer Society. Cancer Facts and Figures 2006.%

An increased risk of death may also apply to people newly
diagnosed with Alzheimer's. One 2004 study noted that people
newly diagnosed with Alzheimer’s survived about half as long as
those of similar age who did not have the disease.® In this study,
average survival time was four to six years after diagnosis, but
survival can be as long as 20 years from the first symptoms
(although these early symptoms may be fairly subtle and not
immediately recognized).

The mechanisms by which dementia leads to death may create
ambiguity about the underlying cause of death. Severe dementia
frequently causes such complications as immobility, swallowing
disorders or malnutrition. These complications can significantly
increase the risk of developing pneumonia, which has been found
in several studies to be the most commonly identified cause of
death among elderly people with Alzheimer’s disease and other
dementias. One researcher described the situation as a “blurred
distinction between death with dementia and death from
dementia."?
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State-by-State Deaths from
Alzheimer's Disease

Table 4 provides information on the number of deaths

due to Alzheimer's by state and overall in the United States.
The information was obtained from death certificates and
reflects the underlying cause of death: “the disease or injury
which initiated the train of events leading directly to death.”3*
The table also provides age-adjusted rates by state. Age
adjustment should not be viewed as providing a measurement
of actual risk, but should be viewed as providing an indication
of relative risk between the states. Thus, in terms of relative
comparisons, the highest age-adjusted rates for deaths due to

Figure 10:

Alzheimer's occurred in southern states (Alabama, Louisiana,
South Carolina and Tennessee), with the exceptions of Arizona
and Washington State. The age-adjusted rate for Florida would
suggest, on the surface, that the risk of mortality from
Alzheimer's is more modest in that state compared with others.
Florida is home to a large number of people aged 65 years and
older, and this is the age group at highest risk for Alzheimer's
and death from this disease. However, it may well be that the
large number of active, healthy retirees aged 65 years and older
living in the state have an impact on producing the more
modest levels for age-adjusted relative risks.

Percentage Changes in Selected Causes of Death Between 2000 and 2006

Alzheimer’s Disease ¢

Prostrate Cancer ¢ _

Breast Cancer 4

Heart Disease ¢

a National Center for Health Statistics. Deaths: Final Data for 2000
b American Cancer Society. Cancer Facts and Figures 2000.%'

¢ Heron et al.®

d American Cancer Society. Cancer Facts and Figures 2006.%
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Table 4:

Number of Deaths Due to Alzheimer’s and Age-Adjusted Rates* per 100,000 Population by State, 2005

State

Alabama
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
District of Columbia
Florida
Georgia
Hawaii
Idaho
[llinois
Indiana
lowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi

Missouri

* Age-adjusted to year 2000 standard population

Number of
Deaths

1,501
61
1,831
686
1,706
1,064
777
180
112
4,608
1,745
192
407
2,827
1,651
1,082
912
1,147
1,405
476
958
1,638
2,359
1,320
21
1,635

Created from data from Kung et al.3*

Age-Adjusted
Rate per 100,000

33.2
213
31.3
22.6
23.2
28.5
16.1
20.0
19.1
18.4
27.0
114
29.4
20.8
24.7
25.4
27.2
28.9
34.2
29.1
17.5
19.8
21.2
22.5
26.7
254

State

Number of
Deaths

Age-Adjusted
Rate per 100,000

Montana
Nebraska
Nevada

New Hampshire
New Jersey
New Mexico
New York
North Carolina
North Dakota
Ohio
Oklahoma
Oregon
Pennsylvania
Rhode Island
South Carolina
South Dakota
Tennessee
Texas

Utah

Vermont
Virginia
Washington
West Virginia
Wisconsin
Wyoming

United States
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267
473
310
376
1,815
327
2,065
2,417
287
3478
1,012
1,239
3,429
298
1,316
290
2,033
4,629
368
184
1,550
2,309
504
1,512
110
11,599

23.9
21.8
17.1
26.1
17.6
18.3

9.2
295
29.8
26.0
28.1
28.9
18.9
18.8
32.4
27.3
36.2
21.2
21.5
25.7
22.5
35.9
23.2
22.4
22.7
229
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Death Rates by Age, Gender
and Ethnicity

Although Alzheimer's disease and death from Alzheimer's

can occur in people under age 65, the primary occurrence is in
the elderly. However, as can be seen in Table 5, death rates
for Alzheimer's increase dramatically between the elderly

age groups of 65—74, 75-84, and 85+. Increased rates are also
apparent between 2004 and 2005 for these older age groups.
To put these age-related differences into perspective, for

U.S. deaths in 2005, the differences in total mortality rates
between 65-74 years and 75—-84 years was 2.5-fold, and
between 75-84 years and aged 85 and older, 2.6-fold.

For diseases of the heart, the differences were 2.9-fold and
3.2-fold, respectively. For all cancers, the differences were
1.7-fold and 1.3-fold respectively. The corresponding differ-
ences for Alzheimer's were 8.6-fold and 4.9-fold. The large
increase in death rates due to Alzheimer's among America’s
oldest age groups underscores the impact of having neither

a cure for Alzheimer's nor highly effective treatments.*

Table 5:

U.S. Alzheimer Death Rates (per 100,000) by Age,
2000, 2004, and 2005

Age 2000 2004 2005
45-54 0.2 0.2 0.2
55-64 20 1.9 2.1
65-74 18.7 19.7 20.5
75-84 139.6 168.7 177.3
85+ 667.7 818.8 861.6

Created from data from Kung et al.**
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In 2005, the Alzheimer's death rate for females was approxi-
mately twice that of males, and this relationship was seen
across racial and ethnic groups. White females had the
highest death rates for Alzheimer's disease. As can be seen in
Table 6, there was substantial variability in rates among the
racial groups and by gender.3* However, it should be noted
that the lower death rates in non-Hispanic blacks and those
of Hispanic origin probably reflect the relatively younger age
distributions for those two groups, as compared with
non-Hispanic whites, rather than a true lower occurrence

of Alzheimer's.

Table 6:

U.S. Alzheimer Death Rates (per 100,000)
by Race/Ethnicity and Gender, 2005

Male Female

All races* 14.1 339
Non-Hispanic Black 7.2 16.9
Hispanic 315 7.0
Non-Hispanic White 18.5 448

*The lower death rates in non-Hispanic blacks and those of Hispanic origin

probably reflect the relatively younger age distributions for those two groups, compared
to non-Hispanic whites, rather than a true lower occurrence of Alzheimer's.

Created from data from Kung et al.*





Location of Death

A study of national death certificates for 2001 found that 66.9
percent of people aged 65 and older who died of dementia did
so in nursing homes.® (See Table 7.) In contrast, 20.6 percent
of patients dying from cancer died in nursing homes. Among
those dying of other conditions, 28 percent died in nursing
homes. Location of death varied significantly across regions of
the country. For example, the percentage of dementia deaths
in hospitals ranged from 5 percent in Rhode Island to 37
percent in the District of Columbia. Those with dementia died
more frequently in the hospital in the Southeastern states.

Table 7:

Location of Death for People Aged 65
and Older, 2001

Location of Death  Dementia  Cancer  All Other Conditions

Hospital 15.6% 354% 52.2%
Nursing home 66.9 20.6 28.0
Home 12.7 37.8 17.0
Other 4.7 6.2 2.8

Created from data from Mitchell et al.®
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Caregiving

In the next two
years, the first baby
boomers will reach
their 65th birthday.

p
[ on the U.S. healthcare system





Older Americans represent approximately 12 percent of the
population. However, they comprise 26 percent of physician
office visits, approximately a third of all hospital stays, a third
of all prescriptions, nearly 40 percent of all medical emergency
responses and 90 percent of nursing home residents,
according to the National Academy of Sciences.*® Alzheimer's
disease will clearly require a significant portion of future
healthcare workforce needs.

In its Executive Summary, the National Academy of
Sciences states that an estimated 3.5 million additional
formally trained healthcare providers will be required by
2030—more than a one-third increase in the current ratio of
providers to the total population—just to maintain current
levels of staffing. The Executive Summary also documents
that the vast majority of healthcare workers who provide the
bulk of services to the elderly do not have training in geriat-
rics. Currently, less than 1 percent of physician assistants
specialize in geriatrics. A similar percentage of pharmacists
and registered nurses are certified in geriatrics. It's estimated
that only about 4 percent of social workers—a33 percent of
what’s needed—specialize in geriatrics.

As of 2007, the number of physicians certified in geriatric
medicine totaled 7,128; those certified in geriatric psychiatry
equaled 1,596. By 2030, the need for geriatricians is estimated
to number approximately 36,000. Some have estimated that
the increase from current levels will amount to less than

10 percent, while others believe there will be a net loss of
physicians for geriatric patients.

Thus, significant formal healthcare staffing needs are
anticipated to be unmet or underserved as America
approaches unparalleled demands for these services in its
elderly population groups. It should be noted that the National
Academy of Sciences report only provides a snapshot of the
health worker needs and the shortages thereof impacting
people with Alzheimer’s and other dementias and their

families. Increased staffing to meet the needs of the dementia
population must include not only increased numbers of

staff, but also specific dementia-care training of physicians,
nurses, social workers and other healthcare providers working
in these settings.

Almost 10 million Americans provide unpaid care for a person
with Alzheimer's disease or other dementia. These unpaid
caregivers are primarily family members but also include
friends and neighbars. In 2008, they provided 8.5 billion hours
of unpaid care, a contribution to the nation valued at

$94 billion.

Caring for a person with Alzheimer’s or other dementia is often
very difficult, and many family and other unpaid caregivers
experience high levels of emotional stress and depression as a
result. Caregiving also has a negative impact on the health,
employment, income and financial security of many caregivers.

In 2008, 9.9 million family members, friends and neighbors
provided unpaid care for a person with Alzheimer’s disease or
other dementia.”® Table 8 on page 42 shows the number of
family and other unpaid caregivers for the United States and
each state. The number of caregivers by state ranges from
about 15,000 in Alaska to 1.1 million in California.

Some people with Alzheimer's and other dementias have more
than one unpaid caregiver, for example, people who live with
their primary caregiver and also receive help from another
relative, friend or neighbor.¥’

Many people with Alzheimer's or other dementia also
have other serious medical conditions such as diabetes and
congestive heart failure.® Their family and other unpaid
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caregivers often help to manage the other medical conditions
in addition to the person’s Alzheimer's or other dementia.
Some of these caregivers say that the person’s Alzheimer's or
other dementia is his or her main health problem, and others
say that one of the person’s other serious medical conditions is
his or her main health problem.®” On average, about 29 percent
of all unpaid caregivers of older people in the United States
say that they are caring for a person with Alzheimer’s or other
dementia, and one-quarter to one-third of these caregivers say
that the person’s Alzheimer’s or other dementia is his or her
main health problem.”®

In 2008, the 9.9 million family and other unpaid caregivers
of people with Alzheimer’s and other dementias provided 8.5
billion hours of care. This number represents an average of
16.6 hours of care per caregiver per week, or 863 hours of
care per caregiver per year." Table 8 shows the total hours
of unpaid care provided for the United States and each state.
Even in a small state such as Rhode Island, caregivers of
people with Alzheimer’s and other dementias provided 30
million hours of unpaid care in 2008.

Caregivers of people with Alzheimer's and other dementias
provide more hours of help, on average, than caregivers of
other older people. The number of hours varies in findings
from different studies. One study found that 23 percent of
caregivers of people with Alzheimer's and other dementias
provided more than 40 hours a week, compared with 16
percent of caregivers of other older people.¥” Another study
found that 40 percent of caregivers of people with Alzheimer’s
and other dementias provided more than 40 hours a week of
help, compared with 28 percent of caregivers of other

older people.®

The average number of hours of unpaid care provided for
people with Alzheimer's and other dementias increases as the
person’s disease worsens.* The number of hours of unpaid
care is also greater, on average, for people with co-existing
medical conditions in addition to Alzheimer’s or another
dementia.®®
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Some family and other unpaid caregivers who live with a
person who has Alzheimer’s or other dementia provide supervi-
sion and help 24 hours a day, 7 days a week, getting up with
the person at night and assisting with all daily activities.*"*
Such around-the-clock care is needed when the person cannot
be left alone because of risk of wandering, getting lost and
other unsafe activities.

In 2008, the economic value of the care provided by family and
other unpaid caregivers of people with Alzheimer’s and other
dementias was $94 billion. This number represents 8.5 billion
hours of care valued at $11.10 per hour, which is the average
of the minimum wage ($5.85 per hour) and the average wage
of a home health aide in July 2008 ($16.35 per hour).*' Table
8 shows the value of the care provided by family and other
unpaid caregivers for the United States and each state.

Unpaid caregivers of people with Alzheimer’s and other
dementias provided care valued at more than $1 billion in
each of 31 states. Unpaid caregivers in each of five states,
California, Florida, New York, Pennsylvania and Texas,
provided care valued at more than $4 billion.

About 60 percent of family and other unpaid caregivers of
people with Alzheimer's disease and other dementias are
women. %34 These caregivers provide assistance for various
relatives and non-relatives. One study found that 87 percent
of caregivers of people with Alzheimer's and other dementias
were taking care of a relative, including a parent or parent-in-
law (57 percent), a grandparent (11 percent), or a spouse

(6 percent). The remaining 13 percent of caregivers were
taking care of a non-relative, including a friend or neighbor.¥





Some caregivers live with the people for whom they are
providing care, and other caregivers do not. One study found
that 23 percent of caregivers of people with Alzheimer's and
other dementias lived in the same household as the person
for whom they were providing care.¥ The proportion varies in
different studies, however, depending on how caregivers were
recruited for the study. Another study of caregivers of people
with Alzheimer’s and other dementias who were receiving
long-term care insurance benefits found that two-thirds of
caregivers lived in the same household as the person for
whom they were providing care.®

Caregivers range in age from very young to very old. One study
found that 19 percent of caregivers of people with Alzheimer’s
and other dementias were under age 35; 29 percent were age
35-49; 37 percent were age 50-64; and 14 percent were age
65 and older (see Figure 11). Their average age was 48.

Figure 11:

In addition, a 2003 survey found that about 250,000 American
children age 8 to 18 are unpaid caregivers for a person with
Alzheimer's or another dementia.** These children represent
18 percent of the 1.4 million American children age 8 to 18
who provide unpaid help for any person.*

Long-distance Caregivers

Ten percent of the 9.9 million family and other unpaid care-
givers of people with Alzheimer’s and other dementias live
more than two hours from the person for whom they provide
care, and another 4 percent live one to two hours away.”’
Depending on the definition of “long-distance caregiving,”
these numbers indicate that 990,000 to 1.4 million caregivers
of people with Alzheimer’s and other dementias are “long-
distance caregivers.”

Ages of Alzheimer and Other Dementia Caregivers, 2003

Under 35 [ 35-49 50-64 [ 65+

Percent
40
35
30
25
20

Created from data from Families Care: Alzheimer's Caregiving in the United States.
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Caregiving Tasks

The kinds of help provided by family and other unpaid caregivers
depend on the needs of the person with Alzheimer’s or other
dementia and change as the disease worsens. Caregiving tasks
can include:3%

e Shopping for groceries, preparing meals and providing
transportation;

e Helping the person take medications correctly and follow
treatment recommendations for his or her dementia and other
medical conditions;

¢ Managing finances and legal affairs;

e Supervising the person to avoid unsafe activities, such as
wandering and getting lost;

e Bathing, dressing, feeding and helping the person use the
toilet or providing incontinence care;

Figure 12

e Making arrangements for medical care and paid in-home,
assisted living or nursing home care; and

¢ Managing behavioral symptoms.

As shown in Figure 12, family and other unpaid caregivers of
people with Alzheimer’s and other dementias are more likely
than caregivers of other older people to assist with all kinds of
personal care, for example, bathing the person (35 percent of
Alzheimer and dementia caregivers versus 25 percent of other
caregivers) and dealing with bladder and bowel incontinence
(32 percent of Alzheimer and dementia caregivers versus

13 percent of other caregivers).” These tasks are often made
more difficult by the confusion, disorientation and agitation of
the person with dementia, who may be unable to cooperate
and may even resist care.

Percentage of Alzheimer and Other Dementia Caregivers vs. Caregivers of Other Older People

Who Provide Help with Specific Daily Tasks, 2003

[ Caregivers of people with Alzheimer's and other dementias
Percent
45
40
35
30
25
20

Getting dressed

Caregivers of other older people

Bathing Dealing with incontinence

Created from data from Families Care: Alzheimer's Caregiving in the United States.”
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When a person with Alzheimer's or other dementia moves to
an assisted living facility or nursing home, the kinds of help
provided by his or her family and other unpaid caregivers
usually change, but many caregivers continue to assist with
financial and legal affairs and arrangements for medical care
and to provide emotional support. Some also continue to help
with bathing, dressing and other personal care needs.*>*

Duration of Caregiving

Because Alzheimer's and other dementias usually progress
slowly, most caregivers spend many years in the caregiving
role. At any one time, 32 percent of family and other unpaid
caregivers of people with Alzheimer’s and other dementias
have been providing help for five years or longer, and 39
percent have been providing care for one to four years.¥

Figure 13:

In contrast, 27 percent of caregivers of other older people
have been providing help for five years or longer, and

32 percent have been providing care for one to four years.
Figure 13 shows the percentage of Alzheimer and other
dementia caregivers versus caregivers of other older people
who have provided care for various lengths of time.

Impact of Caregiving on the Caregiver

Caring for a person with Alzheimer’s or other dementia

poses special challenges. Although memory loss is the
best-known symptom, these diseases also cause loss of
judgment, orientation, and ability to understand and communi-
cate effectively and, frequently, changes in personality and
behavior. Individuals require increasing levels of supervision
and personal care, and many caregivers experience high levels
of stress and negative effects on their health, employment,
income and financial security.

Duration of Caregiving, 2003

W1 Caregivers of people with Alzheimer’s and other dementias

Percent
40

5+ years 1-4 years

Created from data from Families Care: Alzheimer's Caregiving in the United States.®

Caregivers of other older people

Less than 1 year Occasionally
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Impact on the Caregiver's Emotional Well-Being

Most family and other unpaid caregivers are proud of the help
they provide, and some manage caregiving tasks with little
difficulty.#“® Yet many caregivers experience high levels of stress
and depression associated with caregiving.

e More than 40 percent of family and other unpaid caregivers of
people with Alzheimer’s and other dementias rate the
emotional stress of caregiving as high or very high.¥

e About one-third of family caregivers of people with Alzheimer's
and other dementias have symptoms of depression.*%

e One study of family care provided for people with dementia
in the year before the person’s death found that half the
caregivers spent at least 46 hours a week assisting the person;
59 percent felt that they were “on duty” 24 hours a day; and
many felt that caregiving in this end-of-life period was
extremely stressful.*? The stress of caregiving was so great
that 72 percent of the family caregivers said they experienced
relief when the person died.

e (Caregiver stress, especially stress related to their loved one's
behavioral symptoms, is associated with nursing home
placement.®"* One study found, however, that family caregiver
stress was just as high after the person was placed in a
nursing home as before placement.®

Impact on the Caregiver's Health

Many caregivers of people with Alzheimer’s and other dementias
experience negative health outcomes associated with caregiving.

e Family and other unpaid caregivers of people with Alzheimer’s
and other dementias are more likely than non-caregivers to
report that their health is fair or poor.%** They are also more
likely than unpaid caregivers of other older people to say that
caregiving made their health worse. ¥
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e Family and other unpaid caregivers of people with Alzheimer’s
or other dementia are more likely than non-caregivers to
have high levels of stress hormones,®%5" reduced immune
function,®® slow wound healing,*® new hypertension® and
new coronary heart disease.'

One study of spouse caregivers of people with Alzheimer's or
other dementia found that 24 percent of the caregivers had an
emergency department visit or hospitalization in the previous
six months; caregivers who were more depressed and those
who were taking care of individuals who needed more help
with daily activities and had more behavioral symptoms were
more likely to have an emergency department visit or
hospitalization.®

One study of spouse caregivers of people who were hospital-
ized for various diseases and conditions found that caregivers
of people who were hospitalized for dementia were more likely
than caregivers of people who were hospitalized for other
diseases and conditions to die in the following year.%(These
findings were adjusted for the age of the spouse caregiver.)
Among male caregivers, 9 percent died in the year after their
wife's hospitalization for dementia, compared with 6 percent
who died in the year after the wife’s hospitalization for colon
cancer and 7 percent who died in the year after the wife's
hospitalization for stroke. Among female caregivers,

5 percent died in the year after their husband's hospitalization
for dementia, compared with 3 percent who died in the

year after the husband’s hospitalization for colon cancer

and 4 percent who died in the year after the husband's
hospitalization for stroke.

Impact on the Caregiver's Employment

Many caregivers of people with Alzheimer’s and other
dementias have to quit work, reduce their work hours or take
time off because of caregiving responsibilities.

e One study of family and other unpaid caregivers of people with
Alzheimer's and other dementias found that 57 percent were
employed full time or part time. Of those who were employed,





two-thirds said they had to go in late, leave early or take time

off because of caregiving; 18 percent had to take a leave of
absence; 13 percent had reduced their hours; and 8 percent
had turned down promotions.¥’ Eight percent of caregivers in
the study had to quit work entirely because of caregiving.

Another study of family and other unpaid caregivers of more
than 2,000 older people found that caregivers of people

who had Alzheimer's or other dementia without behavioral
symptoms were 31 percent more likely than caregivers of
other older people to have reduced their hours or quit work.%
Caregivers of people who had Alzheimer's or other dementia
with behavioral symptoms were 68 percent more likely than
caregivers of other older people to have reduced their hours
or quit work.

Impact on the Caregiver's Income and Financial Security

Family and other unpaid caregivers who turn down promotions,
reduce their work hours and quit work lose job-related income
and benefits, including employer contributions to their own
retirement savings. In addition, people with Alzheimer's and
other dementias use substantial amounts of paid care. Some
of this care is covered for some people by public programs and
private insurance, but the person and family must pay out-of-
pocket for much of the care.

e One study found that 49 percent of family and other unpaid
caregivers of people with Alzheimer's and other dementias
(not including spouse caregivers) had caregiving-related out-
of-pocket expenditures that averaged $219 a month.¥

e Another study of family caregivers of people aged 50 and

older, including people with Alzheimer’s and other dementias,

found that long-distance caregivers had higher caregiving-
related out-of-pocket expenditures than other caregivers. %

Since 2003, a few states have added questions about family
caregiving for people with Alzheimer’s and other dementias

to their Behavioral Risk Factors Surveillance System (BRFSS)
survey. The BRFSS fields an annual telephone survey of a
large, representative sample of each state’s residents that is
conducted by states with assistance from the U.S. Centers

for Disease Control and Prevention (CDC).% BRFSS survey
findings on family caregiving for people with Alzheimer’s and
other dementias are now available for Washington State and
North Carolina. In addition, in 2007, Los Angeles County added
questions about caregiving for people with these conditions
to its public health survey, and findings are available from that

survey. The findings from these three surveys generally support

the national level data presented earlier in this section, but
they also suggest some important differences among states
and localities in the number of family and other unpaid care-

givers of people with Alzheimer's disease and other dementias.

e Washington State added 18 questions about caregiving to
its 2007 BRFSS survey, including questions about caregiving
for people with Alzheimer’s and other dementias. Findings
from the survey show that 15 percent of state residents
aged 18 and older identified themselves as caregivers,
and 31 percent of these caregivers, equivalent to 199,900
Washington State residents, said that the person for whom
they provided care had “a problem with memory loss or a
condition like Alzheimer’s disease or a related dementia.”®

e North Carolina added questions about caregiving, including
questions about caregiving for people with Alzheimer's and
other dementias, to its BRFSS survey starting in 2003.%

In 2003 and 2004, the caregiving questions asked about
care provided for a family member or friend aged 60 or
older. Findings for those years show that about one-quarter
of state residents aged 18 and older identified themselves
as caregivers, and 43 percent of these caregivers said the
person for whom they provided care had “a problem with
memory loss or confusion or a disorder like Alzheimer’s
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disease.”® In 2005, the state changed the wording of the
question about caregiving to include care provided for a
family member or friend of any age. Findings from the 2005
survey show that 16 percent of state residents aged 18 and
older identified themselves as caregivers. The question about
“memory loss or confusion or a disorder like Alzheimer’s
disease” was only asked of caregivers who said the person
for whom they provided care was aged 60 or older, and

42 percent of those caregivers said the person for whom they
provided care had “a problem with memory loss or confusion
or a disorder like Alzheimer's disease."”

In 2007, Los Angeles County added questions about
caregiving, including questions about caregiving for people
with Alzheimer's and other dementias, to its annual public
health survey.”" Findings from this survey show that 25
percent of county residents aged 18 and older who identified
themselves as caregivers said that the person for whom they
provided care had “Alzheimer’s or a related form of memory
impairment.”’? This is equivalent to 310,000 Los Angeles
County residents aged 18 and older.

The survey findings from Washington State, North Carolina
and Los Angeles County differ in the proportion of family and
other unpaid caregivers who say they provide help to a person
with Alzheimer's disease, dementia, memory loss or memary
impairment. These differences may reflect variations in the
wording of the survey questions or real differences in the
prevalence of caregiving for people with Alzheimer's and other
dementias by state and locality.

In 2008, Florida, New York and Texas added questions about
caregiving, including caregiving for people with Alzheimer's and
other dementias, to their BRFSS surveys. Once available, the
findings from these surveys will help to clarify the extent of
variation in the proportion of family and other unpaid caregivers
who provide care for people with Alzheimer’s and other
dementias across states.
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In addition to information about the number and proportion of
caregivers for people with Alzheimer's and other dementias,
the Washington State, North Carolina and Los Angeles County
surveys provide extensive information about the characteristics
of these caregivers. As noted earlier, 31 percent of people who
identified themselves as caregivers in the 2007 Washington
State survey said that the person for whom they provided care
had “a problem with memory loss or a condition like Alzheimer's
disease or a related dementia.” Of these caregivers, 36 percent
said that Alzheimer’s or other dementia was the person’s main
health problem, and the other 64 percent said the person had
another main health problem, such as heart disease, diabetes,
cancer, stroke or arthritis, in addition to his or her memory loss,
Alzheimer’s or other dementia.”’

Table 9 shows selected findings from the Washington State
survey for caregivers who said that the person for whom

they provided care had “a problem with memory loss or a
condition like Alzheimer’s disease or a related dementia.” Since
the questions about caregiving were embedded in the state's
BRFSS survey, the findings include responses to the caregiving
questions and responses to other survey questions that can be
analyzed for caregivers of people with Alzheimer's and other
dementias because these caregivers are identified in the survey.
As noted in the table:

e 53 percent of the caregivers were aged 45-64; 30 percent
were under age 45; and 16 percent were aged 65 or older;

® 59 percent were female;

e 26 percent were living with the person for whom they
provided care;

e 25 percent were providing 40 or more hours of care a week;

e 13 percent were long-distance caregivers; that is, they lived
one or more hours away from the person for whom they
provided care; and

e 27 percent had children under age 18 living in their house-
hold, including 12 percent with one child and 15 percent with
two or more children (data not shown).t’





The findings from Washington State show that stress is the
greatest difficulty faced by caregivers of people with Alzheimer’s
and other dementias. In addition, 18 percent of caregivers say
they do not have enough time for themselves; 14 percent say
they do not have enough time for their families; and 13 percent
answer that caregiving creates a financial burden for them.
More than one-third say that information about local programs
would help with caregiving; 30 percent respond that money for
additional resources would benefit them; one-quarter select
respite care as an important need; and 22 percent say that
family consultation or counseling would help.%

In North Carolina, 42 percent of people who identified them-
selves as caregivers in the 2005 North Carolina survey said

that the person for whom they provided care had “a problem
with memory loss or confusion or a disorder like Alzheimer’s
disease.”” Information is available about caregiver gender, race,
age, education and household income for caregivers who do and
do not say the person for whom they provided care had memory
loss or confusion or a disorder like Alzheimer's disease.

In Los Angeles County, 25 percent of people who identified
themselves as caregivers in the 2007 survey said that the person
for whom they provided care had “Alzheimer’s or a related form
of memory impairment.””? The survey data show that:

57 percent of the caregivers were aged 40—-64; 31 percent
were under age 40; and 12 percent were aged 65 or older;

e 77 percent of the caregivers were providing care for a relative,
including 49 percent who were providing care for a parent or
parent-in-law;

® 58 percent were female;

e 37 percent were spending 20 or more hours a week on
caregiving;

e 48 percent were employed 35 or more hours per week, and
those working caregivers reported providing an average of
18 additional hours per week of care, including 17 percent
who provided 10-19 hours of care, 36 percent who provided
20+ hours of care, and 47 percent who provided less than
10 hours of care;

e 20 percent had income below the poverty level.”?

In 2009, all states will include the following question about
caregiving in their BRFSS surveys:

“People may provide regular care or assistance to a friend or
family member who has a health problem, long-term illness or
disability. During the past month, did you provide any such
care or assistance to a friend or family member?”

The CDC has also released an approved set of nine questions
about caregiving that states could add to their BRFSS surveys
beginning in 2009. This set of questions includes the question,
“During the past year, has the person you care for experienced
changes in thinking or remembering?” which can be further
clarified by the interviewer to mean that the person “had

more difficulty remembering people, places or things, or under-
standing or making decisions as easily as they once did.”
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Table 8:

Number of Alzheimer and Other Dementia Caregivers, Hours of Unpaid Care
and Economic Value of the Care by State, 2008

42

State

All States
Alabama
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
District of Columbia
Florida
Georgia
Hawaii
Idaho
[llinois
Indiana
lowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota

Mississippi

Number of Alzheimer/
Dementia Caregivers

9,856,945
168,363
14,539
179,305
111,758
112121
143,956
113,074
29,589
16,837
573,249
353,919
30,540
47,047
349,614
211,236
96,292
84,717
153,210
160,914
46,215
168,071
208,821
364,293
175,960
133,528
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Hours of Unpaid
Care per Year

8,508,514,817
145,331,368
12,550,265
154,715,727
96,469,079
959,982,607
124,262,492
97,605,554
25,540,976
14,533,507
494,828,745
305,502,898
26,362,111
40,611,136
301,786,819
182,339,133
83,119,307
73,128,121
132,251,117
138,900,565
39,893,050
145,079,317
180,254,341
314,457,518
151,888,916
115,261,619

Value of
Unpaid Care

$94,444,514,466
$1,613,178,184
$139,307,943
$1,718,010,574
$1,070,806,781
$10,655,806,936
$1,379,313,661
$1,083,421,654
$283,504,829
$161,321,930
$5,492,599,071
$3,391,082,166
$292,619,427
$450,783,610
$3,349,833,685
$2,023,964,382
$922,624,309
$811,722,145
$1,467,987,394
$1,541,796,269
$442,812,859
$1,610,380,420
$2,000,823,183
$3,490,478,446
$1,685,966,972
$1,279,403,972





Table 8 (Continued):

Number of Alzheimer/ Hours of Unpaid Value of

State Dementia Caregivers Care per Year Unpaid Care
|

Missouri 180,997 156,236,940 $1,734,230,037
Montana 33,365 28,800,394 $319,684,369
Nebraska 54,647 47,171,212 $523,600,451
Nevada 75,652 65,302,918 $724,862,386
New Hampshire 41,215 35,576,788 $394,902,345
New Jersey 290,550 250,802,854 $2,783,911,684
New Mexico 58,446 50,450,909 $560,005,088
New York 651,705 562,552,068 $6.244,327,960
North Carolina 317,742 274,274,804 $3,044,450,328
North Dakota 17,490 15,097,380 $167,580,919
Ohio 391,022 337,530,280 $3,746,586,108
Oklahoma 113,475 97,951,999 $1,087,267,190
Oregon 122,043 105,347,495 $1.169,357,192
Pennsylvania 432,589 373,410,861 $4,144,860,553
Rhode Island 35,291 30,463,091 $338,140,312
South Carolina 162,350 140,140,116 $1,555,555,287
South Dakota 27,235 23,508,847 $260,948,201
Tennessee 225,258 194,442,829 $2,158,315,399
Texas 760,548 656,505,018 $7.287,205,697
Utah 90,283 77,932,159 $865,046,968
Vermont 15,848 13,680,360 $151,851,997
Virginia 250,025 215,821,226 $2,395,615,613
Washington 181,542 156,706,861 $1,739,446,160
West Virginia 84,499 72,939,381 $809,627,130
Wisconsin 180,134 155,491,718 $1,725,958,068
Wyoming 15,825 13,660,020 $151,626,219

Created from data from the 2000 BRFSS, U.S. Census Bureau, National Alliance for Caregiving and AARP. 48 A8 A10.66
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Table 9:

Family and Other Unpaid Caregivers of People with Alzheimer's,
Other Dementias and/or Memory Loss, Washington State, 2007

Characteristics of the Caregivers of People with Alzheimer's/
Caregivers and Care Recipient Dementia and/or Memory Loss n=199,861
18-44 30%

45-64 53%

65+ 16%

Female 59%

Male 4%
Employed/homemaker/student 69%
Unemployed/retired/unable to work 31%
White/non-Hispanic 90%
Black/non-Hispanic 1%
Other/non-Hispanic 6%

Hispanic 3%

Married or living with a partner 69%

Divorced, widowed, separated 15%

Never married 16%

Children in the Caregiver's Household
None 72%
One or mare 27%

Caregiver Self-Reported Activity Limitation Due to Health Problems

Caregiver Physical Activity

Meets physical activity recommendations 56%
Insufficient physical activity 36%
No physical activity 8%
Less than $20,000 10%
$20,000 - $49,000 48%
$50,000 or more 42%
Under 45 6%
45-64 16%
65-74 14%
75-84 28%
85+ 36%
Female 1%
Male 29%
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Table 9 (Continued):

Characteristics of the
Caregivers and Care Recipient

Care Recipient’s Relationship to Caregiver

Caregivers of People with Alzheimer's/
Dementia, and/or Memory Loss n=199,861

Parent or parent-in-law 51%
Grandparent or other family member 20%
Friend or neighbor 16%
Spouse or partner 10%
Client or patient 2%

Care Recipient’s Distance from Caregiver

Lives with caregiver 26%
Less than 20 minutes away 44%
20-60 minutes away 17%
1-2 hours away 7%
More than 2 hours away 6%

Respondent is Primary Caregiver

34%

Hours of Care Provided per Week

0-8 45%
9-19 16%
20-39 14%
40+ 25%

Areas in Which the Care Recipient Needs Most Help (Caregiver Could Name up to 2 Areas.)

Learning, remembering, confusion A%
Self care 39%
Moving around 26%
Feeling anxious or depressed 23%
Communicating with others 14%
Getting along with people 9%

Greatest Difficulty Faced by Caregiver (Caregiver Could Name up to 2 Difficulties.)

Creates stress 48%
Not enough time for himself/herself 18%
Affects family relationships 15%
Not enough time for family 14%
Financial burden 13%
Interferes with work 1%
Creates or aggravates health problems 5%

Services That Would be Helpful for Caregivers

Information about local programs 38%
Money to pay for additional resources 30%
Respite care (breaks from caregiving) 25%
Family consultation/counseling 22%
Education 19%
Other 7%

Created from data from the Washington State Behavioral Risk Surveillance Survey, 2007.7
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Use and Cost of Health Care,
Long-term Care and Hospice Care

People with
Alzheimer's disease
and other dementias
are high users of
healthcare and long-
term care services.





In 2004, total per-person payments from all sources for

health and long-term care were three times higher for Medicare
beneficiaries aged 65 and older with Alzheimer’s and other
dementias than for other Medicare beneficiaries in the same
age group ($33,007 compared with $10,603 per person).” A"
Table 10 shows total per-person payments and per-person
payments from Medicare, Medicaid and other sources for
healthcare and long-term care services for Medicare beneficia-
ries aged 65 and older who did or did not have Alzheimer's

or other dementia.

Most older people with Alzheimer's disease and other
dementias have Medicare,*'? and their high use of hospital
and other healthcare services translates into high costs for
Medicare. In 2004, average Medicare payments per person
for beneficiaries aged 65 and older with Alzheimer’s and
other dementias were almost three times higher than average
Medicare payments for other Medicare bengficiaries in the
same age group ($15,145 compared with $5,272 per person).”
(See Table 10.)

Medicaid pays for nursing home and other long-term care
services for some people with very low income and few

Table 10:

assets,A”® and the high use of these services by people with
Alzheimer's and other dementias translates into high costs for
Medicaid. In 2004, average Medicaid payments per person

for Medicare beneficiaries aged 65 and older with Alzheimer’s
and other dementias were more than nine times higher than
average Medicaid payments for other Medicare beneficiaries in
the same age group ($6,605 compared with $718 per person).”
(See Table 10.)

With one exception, average per person payments from

each other source were also higher for Medicare beneficiaries
with Alzheimer’s and other dementias than for other Medicare
beneficiaries. As shown in Table 10, average per person
payments by private insurance were 1.3 times higher ($1,847
compared with $1,466).” Average per person payments by other
payers, including the Department of Veterans Affairs, were

2.5 times higher ($519 compared with $211). Out-of-pocket
payments were 1.3 times higher ($2,464 compared with $1,916),
and uncompensated care was 1.3 times higher ($261 compared
with $201). Only average per person payments by HMOs were
lower for people with Alzheimer’s and other dementias than for
other Medicare beneficiaries ($410 compared with $704).”

Average Per Person Payments by Source for Healthcare and Long-term Care Services, Medicare Beneficiaries
Aged 65 and Older, with and without Alzheimer's Disease and Other Dementias, 2004

Average Per Person Payments

Total payments*

Medicare
Medicaid

Private insurance
Other sources
HMO
Out-of-pocket

Uncompensated care

* Payments by source do not equal total payments exactly due to the effect of population weighting.

Created from data from Bynum, Medicare Current Beneficiary Survey.
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Alzheimer’s or Other Dementia

Beneficiaries with Alzheimer’s
or Other Dementia

Beneficiaries with no

$10,603 $33,007
5,272 15,145

718 6.605

1,466 1,847

211 519

704 410

1,916 2,464

201 261
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American businesses also incur high indirect costs due to

lost productivity, missed work and replacement expenses for
employees who are caring for a person with Alzheimer's or
other dementia and have to reduce their hours, take time off or
completely quit working because of the demands of caregiving.

In 2005, the direct costs to Medicare and Medicaid for care for
people with Alzheimer's and other dementias and the estimated
indirect costs to businesses for employees who were caregivers
of peaple with Alzheimer’s and other dementias amounted to
more than $148 billion, including:

 $91 billion in Medicare costs for care of beneficiaries with
Alzheimer’s and other dementias.”

e $21 billion in state and federal Medicaid costs for nursing
home care for people with Alzheimer's and other dementias.’

* $36.5 hillion in indirect costs to business for employees who
are caregivers of people with Alzheimer's and other demen-
tias, calculated for 2002 and projected to 2005.75A™

All of these costs will continue to rise each year as the number
of people with Alzheimer’s and other dementias grows with the
aging of our population.

Use and Costs of Healthcare Services

People with Alzheimer's disease and other dementias have
more than three times as many hospital stays as other older
people. Their total Medicare costs and Medicare costs for
hospital care are almost three times higher than for other
Medicare beneficiaries. Use and costs of healthcare services
for people with other serious medical conditions are strongly
affected by the presence or absence of Alzheimer’s and other
dementias; that is, people with serious medical conditions, such
as coronary heart disease, diabetes, congestive heart failure
and cancer who also have Alzheimer’s or other dementia have
higher use and costs of healthcare services than people with
these medical conditions but no Alzheimer’s or other dementia.
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Use of Healthcare Services by Setting

Older people with Alzheimer's disease and other dementias
have more hospital stays, skilled nursing home stays and home
healthcare visits than other older people. As noted earlier,
almost all people aged 65 and older have Medicare, and the
following information about use of healthcare services is
based primarily on data from Medicare claims and surveys of
Medicare beneficiaries.

e Hospital: In 2004, Medicare beneficiaries aged 65 and older
with Alzheimer’s and other dementias were 3.1 times more
likely than other Medicare beneficiaries in the same age
group to have a hospital stay (828 hospital stays per 1,000
beneficiaries with Alzheimer's and other dementias compared
with 266 hospital stays per 1,000 beneficiaries for other
Medicare beneficiaries).” (See Figure 14.) At any one time,
about one-quarter of all hospital patients aged 65 and older
are people with Alzheimer's and other dementias.’®

Figure 14:

Hospital Stays for Medicare Beneficiaries
Aged 65 and Older with and without Alzheimer's
and Other Dementias, 2004

[ Beneficiaries with Alzheimer's and other dementias

[0 Beneficiaries with no Alzheimer’s or other dementia

900
800
700
600
500
400
300
200
100

0

Hospital Stays per 1,000 Beneficiaries

Created from data from Bynum, Medicare Current Beneficiary Survey.”®
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Table 11:

Percentages of Medicare Beneficiaries Aged 65 and Older with Alzheimer's and
Other Dementias by Specified Coexisting Medical Conditions, 2004

Coexisting Condition

Hypertension

Coronary heart disease

Stroke — late effects

Diabetes

Osteoporosis

Congestive heart failure

Chronic obstructive pulmonary disease
Cancer

Parkinson's disease

Created from data from Bynum, Medicare Current Beneficiary Survey.”®

e Skilled nursing facility (SNF): In 2004, Medicare beneficiaries
aged 65 and older with Alzheimer's and other dementias were

eight times more likely than other Medicare beneficiaries in the
same age group to have a Medicare-covered stay in an SNF
(319 stays per 1,000 beneficiaries with Alzheimer's and other
dementias compared with 39 stays per 1,000 beneficiaries for
other beneficiaries).”

e Home health care: In 2004, one-quarter of Medicare beneficia-
ries aged 65 and older who received Medicare-covered home
health care services were people with Alzheimer’s and other
dementias,”” about twice as many as one would expect given
the proportion of Medicare beneficiaries with Alzheimer’s and
other dementias among all Medicare beneficiaries.

Impact of Coexisting Medical Conditions

Most people with Alzheimer’s and other dementias have one

or more other serious medical conditions. For example, in 2004,
26 percent of Medicare beneficiaries aged 65 and older with
Alzheimer's and other dementias also had coronary heart disease;

2009 Alzheimer's Disease Facts and Figures

Percentage With Alzheimer’s or Other Dementia and the Coexisting Condition

60
26
25
23
18
16
15
13

23 percent also had diabetes; 16 percent also had congestive
heart failure; and 13 percent also had cancer.”® (See Table 11.)

As shown in Table 11, the percentages of Medicare beneficia-
ries with Alzheimer's disease and other dementias who also
have various coexisting medical conditions clearly sums to more
than 100 percent. This means that many Medicare beneficiaries
with Alzheimer’s and other dementias have more than one other
serious medical condition.

People with serious medical conditions and Alzheimer's or other
dementia are more likely to be hospitalized and to stay in the
hospital longer than people with the same serious medical
conditions but no Alzheimer's or other dementia.

e Coronary heart disease: In 2006, Medicare beneficiaries
with coronary heart disease and Alzheimer's or other
dementia had 946 hospital discharges per 1,000 beneficiaries,
compared with 668 hospital discharges per 1,000 for
beneficiaries with coronary heart disease and no Alzheimer’s

or other dementia.”®*"® The average number of hospital days
was also greater for beneficiaries with coronary heart disease
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and Alzheimer’s or other dementia (6.2 days per person
compared with 3.7 days for beneficiaries with coronary heart
disease but no Alzheimer's or other dementia).”®

Diabetes: In 2006, Medicare beneficiaries with diabetes

and Alzheimer’s or other dementia had 902 hospital
discharges per 1,000 beneficiaries, compared with 550
hospital discharges per 1,000 for beneficiaries with diabetes
and no Alzheimer's or other dementia.”® The average number
of hospital days was also greater for beneficiaries with
diabetes and Alzheimer’s or other dementia (6 days per
person compared with 3.2 days for beneficiaries with
diabetes but no Alzheimer's or other dementia).”®

e Congestive heart failure: In 2006, Medicare beneficiaries
with congestive heart failure and Alzheimer’s or other
dementia had 976 hospital discharges per 1,000 beneficiaries,
compared with 822 hospital discharges per 1,000 for
beneficiaries with congestive heart failure and no Alzheimer’s
or another dementia.” The average number of hospital days
was also greater for beneficiaries with congestive heart
failure and Alzheimer’s or other dementia (6.4 days per person
compared with 4.8 days for beneficiaries with congestive
heart failure but no Alzheimer's or other dementia).”

Cancer: In 2006, Medicare beneficiaries with cancer and
Alzheimer's or other dementia had 791 hospital discharges
per 1,000 beneficiaries, compared with 490 hospital
discharges per 1,000 for beneficiaries with cancer and no
Alzheimer's or other dementia.” The average number of
hospital days was also greater for beneficiaries with cancer
and Alzheimer’s or other dementia (5.1 days per person
compared with 2.8 days for beneficiaries with cancer but
no Alzheimer’s or other dementia).’®
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People with Alzheimer's and other dementias are most
often hospitalized for treatment of their coexisting medical
conditions,”® and data from an analysis of 1999 Medicare
claims suggest that some of these hospitalizations are
potentially preventable.®® A potentially preventable
hospitalization is defined as a hospitalization for a condition
that can be prevented altogether or whose course can be
mitigated with optimum outpatient management, thus
preventing the hospitalization. In 1999, Medicare beneficiaries
aged 65 and older with Alzheimer’s disease and other
dementias were 2.4 times more likely than other Medicare
beneficiaries in that age group to have a potentially
preventable hospitalization.®

One study of a large, nationally representative sample
ofpeople aged 70 and older found that those with cognitive
impairment who said (or their proxy respondent said) that a
doctor had told them they had Alzheimer’s disease or other
dementia had significantly more physician contacts (including
both in-person and telephone contacts) and significantly
fewer hospital days than a comparison group of people with
cognitive impairment who said (or their proxy respondent said)
that a doctor had not told them they had Alzheimer's disease or
other dementia.?' This finding suggests that recognition of
Alzheimer's or other dementia by the doctor, the person

with the condition and/or the family may increase optimum
outpatient management and reduce hospital days.
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Costs of Healthcare Services by Setting

In 2004, average per person payments from all sources for
healthcare services, including hospital, physician and other
medical provider, skilled nursing facility, home health care and
prescription medications, were higher for Medicare beneficiaries
aged 65 and older with Alzheimer's and other dementias than
for other Medicare beneficiaries in the same age group.

e Hospital: In 2004, average per person payments from all
sources for hospital care for Medicare beneficiaries aged 65
and older with Alzheimer’s and other dementias were 2.8 times
higher than for other Medicare beneficiaries in the same age
group ($7,663 per person compared with $2,748 per person for
beneficiaries with no Alzheimer’'s or other dementia).”®
(See Table 12 and Figure 15.)

Figure 15:

Average Per Person Payments for Hospital
Care for Medicare Beneficiaries Age 65 and
Older Who Have Alzheimer’s and Other
Dementias Compared with Other Medicare
Beneficiaries, 2004

[l Beneficiaries with Alzheimer's and other dementia

Beneficiaries without Alzheimer's or other dementia

$8,000
$7,000
$6,000
$5,000
$4,000
$3,000
$2,000
$1,000

$0

Hospital Payments

Created from data from Bynum, Medicare Current Beneficiary Survey.
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e Medical provider: In 2004, average per person payments
from all sources for services provided by physicians and other
providers, laboratory services and medical equipment and
supplies for Medicare beneficiaries aged 65 and older with
Alzheimer's and other dementias were 1.4 times higher than
for other Medicare beneficiaries in the same age group
($4,355 per person compared with $3,097 per person).”

(See Table 12.)

e Skilled nursing facility. In 2004, average per person
payments from all sources for skilled nursing facility care for
Medicare beneficiaries aged 65 and older with Alzheimer’s

and other dementias were 9 times higher than for other
Medicare beneficiaries in the same age group ($3,030 per
person compared with $333 per person).” (See Table 12.)

e Home health care: In 2004, average per person payments
from all sources for home health care services for Medicare
beneficiaries aged 65 and older with Alzheimer’s and other
dementias were 4.5 times higher than for other Medicare
beneficiaries in the same age group ($1,256 per person
compared with $282 per person).” (See Table 12.)

e Prescription medications: Information on payments for
prescription drugs for people with and without Alzheimer's
and other dementias is only available for people who were
living in the community. In 2004, average per person payments
from all sources for prescription medications for community-
living Medicare beneficiaries aged 65 and older with
Alzheimer’s and other dementias were 1.5 times higher than
for other community-living Medicare beneficiaries in the same
age group ($2,509 per person compared with $1,728 per
person).” (See Table 12.)
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Table 12:

Average Per Person Payments for Healthcare Services, Medicare Beneficiaries Aged 65 and Older
with and without Alzheimer's and Other Dementias, 2004

Average Per Person Payment for Those Average Per Person Payment for Those
Healthcare Service With No Alzheimer's or Other Dementia With Alzheimer’s or Other Dementia

Hospital $2,748 $7,663
Medical provider® 3,097 4,355
Skilled nursing facility 333 3,030
Home health care 282 1,256
Prescription medications 1,728 2,509

% u

Medical provider” includes physician, other medical provider, laboratory services and medical equipment and supplies.
Created from data from Bynum, Medicare Current Beneficiary Survey.”®

Costs of Coexisting Medical Conditions Alzheimer’s or other dementia had higher average per person
payments than Medicare beneficiaries with the same medical

Average per person payments for many healthcare services conditions but no Alzheimer's or other dementia. The one

are higher for people who have other serious medical condi-
tions and Alzheimer’s or other dementia than for people who
have the other serious medical conditions but no Alzheimer’s

exception is average per person payments for physician visits
for people with congestive heart failure, where the average per
person payment is $29 lower for Medicare beneficiaries with
congestive heart failure and Alzheimer's or other dementia than
for Medicare beneficiaries with congestive heart failure and

or other dementia. Table 13 shows total average per person
Medicare payments and average per person Medicare
payments for selected services for Medicare beneficiaries
with other serious medical condition who either do or do not
have Alzheimer's or other dementia.” With one exception,
Medicare beneficiaries with a serious medical condition and

no Alzheimer’s or other dementia ($1,470 per person compared
with $1,499 per person).”®
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Use and Costs of Long-term settings at different times in the often-long course of their

Care Services iliness. Given the high average cost of these services, e.g.,
adult day center services ($64 a day), assisted living ($36,372 a
Most people with Alzheimer's disease and other dementias year) and nursing home care ($69,715-$77,380 a year), none of
live at home, usually with help from family and friends. As their these services is affordable for long for most people with
dementia progresses, they generally receive more and more Alzheimer's and other dementias or their families. Medicaid is
care from family and other unpaid caregivers. As noted in the the only federal program that will cover the long nursing
section on caregiving, some receive around-the-clock supervi- home stays that most people with dementia require in the late
sion and help from a spouse or other unpaid caregiver who lives stages of their illness, but Medicaid requires beneficiaries to
with them and provides care as needed, 24 hours a day. Many be poor to receive coverage. Private long-term care insurance

people with Alzheimer’s and other dementias also receive paid is only an option for those healthy and wealthy enough to

services at home, in adult day centers, in assisted living purchase policies before developing dementia.
facilities or in nursing homes, or in more than one of these

Table 13:

Average Per Person Payments by Type of Service and Medical Condition, Medicare Beneficiaries with or
without Alzheimer’s and Other Dementias, 2006

Average Average Medicare Average Medicare
Selected Medical Average Total Average Medicare Medicare Physician Skilled Nursing Home Health Care
Condition by (AD/D) Status*® Medicare Payment Hospital Care Payment Visits Payment  Facility Care Payment Payment

Coronary Heart Disease

With AD/D $20,780 $7.453 $1,494 $3,072 $1.,497
Without AD/D 14,640 5,809 1,292 963 743
Diabetes

With AD/D 20,655 7197 1,412 3,07 1,651
Without AD/D 12,979 4,799 1,129 923 757
Congestive Heart Failure

With AD/D 21,315 7,642 1,470 3,203 1,504
Without AD/D 17,739 1172 1,499 1,424 1,026
Cancer

With AD/D 18,775 6,198 1,328 2,488 1,283
Without AD/D 13,600 4,308 1,095 704 499

*AD/D=Alzheimer’s and other dementias.
Created from data from Bynum, National 20% Sample Medicare Fee-for-Service Beneficiaries.”®
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Use of Long-term Care Services
by Setting

At any one time, about 70 percent of people with Alzheimer’s
and other dementias are living at home.® Most of these people
receive unpaid help from family members and friends, but some
also receive paid home and community-based services, such as
personal care and adult day center care. A study of older people
who needed help to perform daily activities, such as dressing,
bathing, shopping and managing money, found that those who
also had cognitive impairment were more than twice as likely
as those who did not have cognitive impairment to receive

paid home care (29 percent of those with cognitive impairment
received paid services compared with 12 percent of those who
did not have cognitive impairment).®® In addition, those who had
cognitive impairment and received paid services used almost
twice as many hours of care monthly as those who did not have
cognitive impairment (206 hours compared with 108 hours).

People with Alzheimer’s and other dementias make up a

large proportion of all elderly people who receive non-medical
home care, adult day center services, assisted living care and
nursing home care.

e Home care: More than one-third (about 37 percent) of
older people who received primarily non-medical home care
services, such as personal care and homemaker services,
through state home care programs in Connecticut, Florida
and Michigan had cognitive impairment consistent with
dementia 8858

e Adult day center services: At least half of all elderly adult
day center participants have Alzheimer’s disease or other
dementia .t
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e Assisted living care: Estimates from various studies indicate
that 45—67 percent of residents of assisted living facilities
have Alzheimer’s disease or other dementia.’>#

e Nursing home care: In 2007, 69 percent of all nursing
home residents had some degree of cognitive impairment,
including 27 percent who had mild cognitive impairment and
42 percent who had moderate to severe cognitive impair-
ment.% (See Table 14.) In June 2008, 47 percent of all nursing
home residents had a diagnosis of Alzheimer's or other
dementia in their nursing home records.”

Alzheimer's special care unit: Nursing homes had a total of
86,669 beds in Alzheimer's special care units in June 2008,
accounting for 5 percent of all nursing home beds at that
time. The total number of nursing home beds in Alzheimer’s
special care units increased in the 1980s but has decreased
since 2004, when there were 93,763 beds in such units.%
Since almost half of nursing home residents have Alzheimer’s
or other dementia, and only 5 percent of nursing home beds
are in Alzheimer's special care units, it is clear that the great
majority of nursing home residents with Alzheimer’s and other
dementias are not in Alzheimer’s special care units.

2009 Alzheimer's Disease Facts and Figures





Table 14:

Cognitive Impairment in Nursing Home Residents by State, 2007

State

Total Nursing
Home Residents*

Level of Cognitive Impairment (Percentage)

None

Very Mild/Mild

Moderate/
Severe

Alabama
Alaska
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
District of Columbia
Florida
Georgia
Hawaii
Idaho
[llinois
Indiana
lowa
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan
Minnesota
Mississippi

Missouri

50,282
1,274
39,950
33,474
254,790
38,404
62,423
9,220
5,398
204,842
65,142
8,331
12,176
167,966
84,181
49,104
35,814
49,537
42,425
18,313
64,611
103,029
99,066
70,112
27,884
77,797

2009 Alzheimer's Disease Facts and Figures

27
29
47
24
34
28
37
35
39
40
15
25
30
29
35
22
23
30
24
35
39
34
30
29
23
29

27
27
24
30
26
30
26
26
24
23
24
23
28
32
26
30
31
24
28
25
23
24
26
30
28
31

46
44
30
47
40
42
37
39
37
38
61
53
43
39
39
48
46
46
49
4
39
42
44
41
48
40

Use and Costs of Health Care, Long-term Care and Hospice Care

55





Table 14 (Continued) :

Cognitive Impairment in Nursing Home Residents by State, 2007

Level of Cognitive Impairment (Percentage)

State Home Residents* None Very Mild/Mild Severe

Montana 11,510 27 30 43
Nebraska 27,110 25 31 44
Nevada 12,206 39 25 36
New Hampshire 15,532 31 25 44
New Jersey 116,562 42 25 34
New Mexico 13,115 28 29 43
New York 227,231 35 25 40
North Carolina 87,247 33 23 44
North Dakota 10,648 22 30 48
Ohio 186,302 28 27 45
Oklahoma 37,504 29 31 41
Oregon 26,688 35 29 36
Pennsylvania 180,306 31 27 4
Rhode Island 16,935 30 28 42
South Carolina 37,117 28 22 50
South Dakota 11,317 22 30 49
Tennessee 70,375 25 26 49
Texas 183,562 24 32 45
Utah 17,377 37 29 34
Vermont 6,881 27 26 47
Virginia 69,221 32 26 42
Washington 57,001 32 28 40
West Virginia 21,655 36 21 43
Wisconsin 73,121 34 28 38
Wyoming 4,925 20 29 52
U.S. Total 3,196,923 K] 27 42

*These figures include all individuals who spent any time in a nursing home in 2007. Percentages for each state may not sum to 100 percent because of rounding.
Created from data from Nursing Home Data Compendium 2008 Edition.*®
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Costs of Long-term Care Services
by Setting

Costs are high for care at home or in an adult day center,

assisted living facility or nursing home. Except where

otherwise specified, the cost figures in the following bullets

are for all service users, nat just those with Alzheimer’s

and other dementias.

Home care: In 2008, the average hourly rate for non-

medical home care, including personal care and home-
maker services, was $18, or $144 for an eight-hour day.*

Adult day center services: In 2008, the average cost of
adult day center services was $64 per day.* Ninety-five

percent of adult day centers provided care for people with
Alzheimer's disease and other dementias, and 2 percent of
these centers charged additional fees for these clients.

Assisted living facility: In 2008, the average cost for basic
services in an assisted living facility was $3,031 a month,

or $36,372 a year.® Fifty-two percent of assisted living
facilities provided specialized Alzheimer’s and other
dementia care and charged an average of $4,267 a month,
or $51,204 a year for this care.

Nursing home: In 2008, the average cost for a private
room in a nursing home was $212 a day, or $77,380 a year.
The average cost of a semi-private room in a nursing home
was $191 a day, or $69,715 a year.® In Alzheimer’s special
care units, the average cost for a private room was $219

a day, or $79,935 a year, and the average cost for a semi-
private room was $198 a day, or $72,270 a year.
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Affordability of Long-term
Care Services

Few individuals with Alzheimer's disease or other dementia
and their families can afford to pay for long-term care services
for as long as the services are needed.

¢ [ncome and asset data are not available for people with
Alzheimer's or other dementia, but the median income for
people aged 65 and older was $17,382 in 2007.% The median
income for households headed by an older person was
$29,730. Even for older people whose incomes fall comfort-
ably above the median, the costs of home care, adult day
center services, assisted living care or nursing home care can
quickly exceed their incomes.

e |n 2005, 65 percent of older people living in the community
and 84 percent of those at high risk of needing nursing
home care had assets that would pay for less than a year in
a nursing home.¥ Fifty-seven percent of older people in the
community and 75 percent of those at high risk of needing
nursing home care did not have enough assets to cover even
a month in a nursing home.

Long-term Care Insurance

In 2002, about 6 million people had long-term care insurance
policies, which paid out $1.4 billion for services for those who
filed claims in that year.® Private health and long-term care
insurance policies funded only about 7.2 percent of national
long-term care spending in 2005.% However, long-term care
insurance plays a significant role in paying for the care of
people with dementia who purchase policies before developing
the disease.

A study of people filing claims on their long-term care insurance
policies for the first time during 2003, 2004 and 2005 shows
that about two-thirds of those filing claims for care in assisted
living residences (63 percent) and nursing homes (64 percent)
had cognitive impairment.'® The figure was 28 percent for those
filing claims for paid home care.
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Medicaid Costs

Medicaid covers nursing home care and other long-term care
services in the community for individuals who meet program
requirements for level of care, income and assets. To receive
coverage, beneficiaries must have low incomes or be poor due
to their expenditures on these services. The federal government
and states share in managing and funding the program, and
states differ greatly in the services covered by their Medicaid
programs.

Medicaid plays a critical role for people with dementia who
can no longer afford to pay for their long-term care expenses on
their own.

* |n 2004, 28 percent of Medicare beneficiaries aged 65 and
older with Alzheimer's disease or other dementia were also
Medicaid beneficiaries.”

e About half of all Medicaid beneficiaries with Alzheimer's or
other dementia are nursing home residents, and the rest live
in the community.#

e Among nursing home residents with Alzheimer's disease and
other dementias, 51 percent relied on Medicaid to help pay
for their nursing home care in 2000.%2

e Most nursing home residents who qualify for Medicaid must
spend all their Social Security income and any other monthly
income, except for a very small personal needs allowance, to
pay for nursing home care. Medicaid only makes up the
difference if the resident cannot pay the full cost of care or
has a financially dependent spouse.

e Among older people with Alzheimer’s disease and other
dementias who were living in the community in 2000, 18
percent relied on Medicaid to help pay for their care.®
Depending on which home and community-based services are
covered by Medicaid in their state, these people could receive
personal care, which provides assistance with daily activities
like bathing and dressing; homemaker services; adult day
care; respite care or other services.
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e |n 2004, total per person Medicaid payments for Medicaid
beneficiaries aged 65 and older with Alzheimer's and other
dementias were 3.8 times higher than Medicaid payments for
other Medicaid beneficiaries in the same age group ($23,631
per Medicaid beneficiary with Alzheimer's or other dementia
compared with $6,236 per Medicaid beneficiary with no
Alzheimer's or other dementia).”®

Much of the difference in Medicaid payments for beneficia-
ries with Alzheimer’s and other dementias compared with

other Medicaid beneficiaries is due to Medicaid payments for
beneficiaries with Alzheimer's and other dementias who live

in nursing homes and other residential care facilities, such as
assisted living facilities. Including the large Medicaid payments
for Medicaid beneficiaries with Alzheimer's and other demen-
tias in nursing homes and other residential care facilities, total
Medicaid payments for beneficiaries aged 65 and older with
Alzheimer's and other dementias were almost as high in 2004
as total Medicaid payments for all other Medicaid beneficiaries
in that age group combined ($19 billion compared with $22.6
billion);” this was true even though Medicaid beneficiaries
aged 65 and older with Alzheimer’s and other dementias
accounted for only 18 percent of all Medicaid beneficiaries
aged 65 and older in that year.

Out-of-pocket Costs for Healthcare
and Long-term Care Services

Although Medicare, Medicaid, and other sources such as

the Veterans Health Administration and private insurance pay
for most hospital and other healthcare services, and some
long-term care services, for older people with Alzheimer’s and
other dementias, individuals and their families still incur high
out-of-pocket costs. These costs are for Medicare and other
health insurance premiums, deductibles and co-payments and
healthcare and long-term care services that are not covered
by Medicare, Medicaid or other sources.

In 2004, Medicare beneficiaries aged 65 and older with
Alzheimer's disease and other dementias had average per
person out-of-pocket costs amounting to $2,464 for healthcare
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and long-term care services that were not covered by other
sources.” (See Table 10 at the beginning of this section.)
Average per person out-of-pocket costs for people with
Alzheimer's and other dementias were highest for those who
were living in nursing homes and assisted living facilities
($16,689 per person). Out-of-pocket costs for people aged 65
and older with Alzheimer’s and other dementias who were
living in the community were 1.2 times higher than the average
for all other Medicare beneficiaries in that age group ($2,298
per person for people with Alzheimer's and other dementias
compared with $1,916 per person for all other Medicare
beneficiaries).”

Before the implementation of the Medicare Part D Prescription
Drug Benefit in 2006, out-of pocket expenses were increasing
annually for Medicare beneficiaries.™" In 2003, out-of-pocket
costs for prescription medications accounted for about one-
quarter of total out-of-pocket costs for all Medicare benefi-
ciaries aged 65 and older.'® Other important components of
out-of-pocket costs were premiums for Medicare and private
insurance (45 percent) and payments for hospital, physi-

cian and other healthcare services that were not covered by
other sources (31 percent). With the implementation of the
Medicare Part D Prescription Drug Benefit, out-of-pocket costs
for prescription drugs are expected to drop, and this change
will benefit Medicare beneficiaries with Alzheimer’s and other
dementias. Clearly, however, the biggest component of out-of-
pocket costs for people with Alzheimer’s and other dementias
is nursing home and other residential care, and out-of-pocket

costs for these services are likely to continue to grow over time.

Use and Costs of Hospice Care

Hospices provide medical care, pain management, and
emotional and spiritual support for people who are dying,

including people with Alzheimer's disease and other dementias.

Hospices also provide emotional and spiritual support and
bereavement services for families of people who are dying.
The main purpose of hospice care is to allow individuals to die
with dignity and without pain and other distressing symptoms
that often accompany terminal illness. Individuals can receive
hospice care in their homes, assisted living residences or
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nursing homes. Medicare is the primary source of payment for
hospice care, but private insurance, Medicaid and other sources
also pay for hospice care.

Use of Hospice Services

The National Hospice and Palliative Care Organization
estimates that in 2007 about 10 percent of all people admitted
to hospices in the United States had a primary hospice
diagnosis of Alzheimer's disease or other dementia.'™ Likewise,
an extensive review of Medicare hospice records found that in
2005, 9.8 percent of people who received Medicare-covered
hospice benefits were people with a primary hospice diagnosis
of Alzheimer's disease or other dementia, including 5.7 percent
(43,000 people) with a primary hospice diagnosis of Alzheimer’s
disease and 4.1 percent (31,000 people) with a primary hospice
diagnosis of other dementia.'®

The number of people with Alzheimer’s and other dementias
who receive hospice care has increased in recent years.

In 2001, only 6.8 percent of all hospice admissions were people
with a primary hospice diagnosis of Alzheimer’s or other
dementia, compared to 10.1 percent in 2007.'01%5

Hospice length of stay has also increased in recent years.

The average length of stay for hospice beneficiaries with a
primary hospice diagnosis of Alzheimer's disease increased
from 66 days in 2000 to 99 days in 2005; likewise, the average
length of stay for hospice beneficiaries with a primary hospice
diagnosis of dementia increased from 57 days in 2000 to

85 days in 2005.%

Costs of Hospice Services

In 2004, total payments from all sources for hospice care for
Medicare beneficiaries aged 65 and older with Alzheimer’s and
other dementias amounted to $2.8 billion.” Average per person
payments for hospice care for beneficiaries aged 65 and older
with Alzheimer’s or other dementia were eight times higher
than for other Medicare beneficiaries in the same age group
($976 per person compared with $120 per person).”
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Special Report:

Mild Cognitive
Impairment

and Early-Stage
Alzheimer's
Disease

This special section of 2009 Alzheimer's Disease Facts and Figures
highlights what is known about MCI and identifies implications and
opportunities for advancing Alzheimer research.





Mild cognitive impairment (MCI) is a condition in which a
person has problems with memory, language or another essen-
tial cognitive function that are severe enough to be noticeable
to others and show up on cognitive tests, but not severe enough
to interfere with daily life. Studies indicate that as many as
10-20 percent of people aged 65 and older have MCI. It is an
integral part of our understanding of Alzheimer's disease and
other dementias because a significant portion of people with
MCI, but not all, will later develop Alzheimer's. Questions
remain to be answered about the relationship between MCI and
subsequent development of Alzheimer's and other dementias.

[t is unclear what mechanisms put those with MCl at greater
risk for developing Alzheimer’s or other dementia. But early
identification and intervention can be of real benefit to the
person affected, and participation by people with MCl in clinical
trials can accelerate scientific learning.

Figure 16:

The concept of MCI has come to represent a potential transi-
tional state between normal aging and the earliest symptoms
of Alzheimer’s. The figure below provides a schematic of the
continuum from healthy cognition to various levels of cognitive
impairment and, finally, to increasing severity of dementia.
Individuals with MCI experience increased forgetfulness, yet
continue to function reasonably well overall. To the casual
observer, an individual with MCI seems largely normal.
However, the individual with MCI is often aware of a significant
change in memory, and family members may observe changes
in the individual’s abilities. While briefly forgetting an acquain-
tance’s name or misplacing one’s car keys is quite common,
forgetting significant events such as doctor appointments and
recent visits of relatives and friends is worrisome. When the
information being forgotten is important to the individual and
forgetfulness is becoming more frequent, a thorough evaluation
by a physician is appropriate.

Healthy Cognition—to—Dementia Continuum

Mild

Healthy Cognition

Moderate Severe Mild Moderate Severe

Cognitive Impairment Dementia

An individual's movement from healthy cognition to dementia is a continuum. The transition from healthy or normal cognition to cognitive impair-
ment is not distinct, but blurred, as represented by the blurred coloring between various stages of cognitive function in the illustration. Similar
transitions occur between cognitive impairment and dementia. When individuals experience declines in cognitive function that are severe enough
to be noticeable to others and show up on cognitive tests, but not severe enough to interfere with daily life, they may have mild cognitive impair-
ment (MCI). Individuals with MCI are at greater risk of developing Alzheimer's disease.
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Assessing Memory Loss

Memory concerns are a common reason for physician visits.
Typically, the physician will obtain a health history from the
person and someone who knows the individual well. If a pattern
of increasing forgetfulness of important information emerges,
the physician will perform a mental status examination as well
as a general medical examination. If the physician is concerned
about the degree of forgetfulness, additional testing might be
undertaken, such as a neuropsychological examination, which
is an inventory of a person’s cognitive abilities—memaory,
language function, problem solving and visuospatial skill—to
help determine if the memory and thinking concerns are beyond
what would be expected for the individual’s age, and the extent
to which other abilities beyond memory are impaired. Magnetic
resonance imaging (MRI) scans of the brain and tests for
treatable causes of cognitive impairment, such as a thyroid
abnormality or a vitamin B12 deficiency, are examples of the
kinds of evaluations a physician might make to better under-
stand the reason for the cognitive impairment. If forgetfulness
is becoming increasingly severe yet has developed gradually
and no other obvious explanations such as medication side
effects, coexisting illnesses, anxiety or depression exist, the
physician might conclude that a neurodegenerative process,
such as MCI, is a possibility.

Individuals with MCI, however, are quite functional. They are
still driving, paying bills and interacting in society in a relatively
normal way. Difficulties only become apparent when their
memories are stressed or they are required to multi-task.
Individuals with this degree of memory impairment but intact
cognitive functions such as language skills, attention, executive
function (the ability to plan, reason, solve problems and focus
on a task) and visuospatial skills (the ability to understand and
use symbols and maps, for example, and the ability to translate
visual signals into a correct impression of where objects are in
space) are considered to have MCI. With the aging of society,
MCI is becoming an increasingly important condition to
recognize since it can represent the earliest stages of
Alzheimer’s disease, may be treatable and is important for
counseling, planning and educational purposes.

Frequency

Several recent epidemiologic studies have been

completed assessing the frequency of MCl in the general
population.'%107.1081%¢ The Mayo Clinic Study of Aging has
estimated the prevalence of MCI to be between 13 percent and
16 percent of individuals aged 70 to 89 years old." Several
international studies have indicated a prevalence of between
10 percent and 20 percent in individuals aged 65 and older.'®!"
This is a significant proportion of the population considering
that baby boomers are now aging into the period of highest risk
for cognitive disorders and dementia. As a result of the baby
boomer impact, the Alzheimer's Association estimates that if
nothing is done to delay the onset or slow the progression of
Alzheimer's disease, this single entity will bankrupt the
healthcare system as we know it.

Outcome

While some individuals with MCI ultimately revert to

normal cognitive status or do not go on to develop dementia,
individuals with MCI develop dementia, most commonly
Alzheimer's, at a higher rate than individuals without MCI.
People whose MCI symptoms cause them enough concern to
visit a physician appear to have a higher risk of developing
dementia. It's estimated that as many as 15 percent of these
individuals progress from MCI to dementia each year. From this
estimate, nearly half of all people who have visited a physician
about MCI symptoms will develop dementia in three or four
years."? This estimate is somewhat higher than for individuals
whose MCl is identified through assessments of community
residents. When individuals are identified as having MCI
through community sampling (and not as a result of visits to
physicians because of cognitive concerns), their rate of
progression is as high as 10 percent per year."” This may reflect
that symptoms among those identified through community
sampling are generally less severe than symptoms among those
who seek medical care. Thus, if a person already is concerned
about his or her memory and meets criteria for MCI, he or she is
more likely to progress to dementia at a higher rate.

62 Special Report: Mild Cognitive Impairment and Early-Stage Alzheimer's Disease 2009 Alzheimer's Disease Facts and Figures





Predictors of Progression from
MCI to Dementia

Some individuals with MCI may develop dementia at a higher
rate than other individuals with MCI, depending on certain
characteristics. For example, if a person with MCl also has
brain atrophy as shown on an MRI scan—meaning that the
brain regions involved with memory are smaller than those

in individuals without memory impairments—the person is
more likely to rapidly progress to dementia. 1314115116117

Other factors also predict who might progress more rapidly to
dementia, such as severity of memory impairment, a certain
pattern of glucose metabolism in the brain that is characteristic
of Alzheimer's and levels of particular proteins in cerebrospinal
fluid that are consistent with Alzheimer's."811®

Biomarkers such as these are an area of active investigation

by researchers. Clinical trials investigating new therapeutic
agents for Alzheimer's are increasingly incorporating imaging
techniques as well as biomarkers. Ultimately, it is hoped that
these studies will provide clearer answers about which
individuals with MCI are more likely to develop Alzheimer’s and
when it is likely to happen. In addition, these individuals will be
very important to identify, as they possess the characteristics of
early Alzheimer’s and may be the best candidates for inclusion
in clinical trials to try to understand how to prevent Alzheimer's.

One large study of this nature co-sponsored by the Alzheimer’s
Association is the Alzheimer’s Disease Neuroimaging Initiative
(ADNI). This study involves 800 individuals: 200 who are
cognitively normal, 400 with MCI and 200 with mild
Alzheimer’s. All participants undergo a variety of brain imaging
techniques such as MRI scans or positron emission tomography
(PET) scans to measure glucose metabolism in the brain.

A subset also receives PET scans of the brain to identify
beta-amyloid, a protein that is a hallmark of Alzheimer's.™
About 50 percent of the participants undergo lumbar punctures,
which enable measurement of cerebrospinal fluid biomarkers.
These biomarkers are being assessed to determine their utility
in predicting who is more likely to progress to Alzheimer's in
the near future.'
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Most investigators believe that the earlier interventions occur

in the Alzheimer’s disease process, the greater the chances of
delaying or stopping additional damage to the brain. Extensive
research efforts are under way to detect Alzheimer's at its earliest
stage. Ideally, physicians would intervene even before the
development of overt symptoms.

Treatment

No drugs have been approved by the FDA for the treatment of MCI.

Several large international clinical trials of drug interventions for
MCI have been completed. Unfortunately, virtually none of these
trials have shown the intervention to slow the rate of progression
from MCI to Alzheimer's.'"12212 One clinical trial cosponsored

by the National Institute on Aging, Pfizer, Inc. and Eisai, Inc.,
documented a reduced risk of progressing from MCI to Alzheimer's
for the first 12 months of the trial for individuals who had been
treated with donepezil. A subset of subjects in the study with the
APQE-4 gene who were treated with donepezil had a reduced risk
of developing Alzheimer's for the first 24 months. However, the
study lasted 36 months, and by that time, neither of the interven-
tions, donepezil and high-dose vitamin E, demonstrated a lasting
effect. Nevertheless, this trial was the first to indicate that an
intervention could reduce the risk of developing Alzheimer's in

the short term and suggested that patients with MCI might be
important to study in the search for therapies. That is, presumably
the earlier people at risk for developing Alzheimer’s are identified,
the earlier interventions can occur and hopefully prevent
continuing damage to the brain.
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The Future

The field of Alzheimer’s disease research is evolving rapidly.
We are learning a great deal about the early symptoms of
individuals who will go on to develop Alzheimer's. It is
important to not ignore these early warning features because,
as discussed above, the earlier we intervene, the better.

At present this “intervention” might include education and
knowledge about the course of the disease. With mare
research, recommendations may include information about
lifestyle and even pharmacological interventions. Although not
all individuals with MCI develop Alzheimer’s, for those who

do, MCl represents an earlier stage in Alzheimer symptoms and
is receiving increasing attention by both researchers and
physicians. Memory impairment is a common complaint among
older patients, and much has been learned about which types of
memory complaints may increase Alzheimer’s risk. Studying
individuals with MCI helps identify those individuals at higher
risk for developing Alzheimer's.'412126 At the same time, not all
concerns about memary are problematic. With aging, minor
forgetfulness does occur and should not be interpreted to
mean that Alzheimer’s disease is inevitable.

With more information from longitudinal studies of aging and
dementia, researchers will be able to further characterize the
early features of Alzheimer's. Neuroimaging techniques and
biomarker studies will help identify the severity of disease in
these individuals with early signs of Alzheimer’s. If interventions
are successful in individuals showing early symptoms of MCl,
they may also be helpful for individuals who have yet to develop
symptoms but are considered to be at high risk of developing
Alzheimer's based on neuroimaging and biomarker studies.
Those individuals then may be candidates for intervention

even before the development of symptoms. This would
represent attainment of the ultimate goal: prevention of
Alzheimer's disease.
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End Notes

A1. Number of Americans aged 65 and older with Alzheimer's disease:
Denis Evans, MD, and colleagues computed the 5 million number in early
2007, at the request of the Alzheimer's Association. The number is based
on linear extrapolation from their previously published prevalence
estimates for 2000 (4.5 million) and 2010 (5.1 million). See, Hebert, LE;
Scherr, PA; Bienias, JL; Bennett, DA; and Evans, DA. "Alzheimer’s disease
in the U.S. population: Prevalence estimates using the 2000 census.”
Archives of Neurology 2003;60:1119-1122. These prevalence numbers are
based on incidence data from the Chicago Health and Aging Project
(CHAP).

A2. Proportion of Americans with Alzheimer's disease: The 13 percent,

is calculated by dividing the number of people aged 65 and older with
Alzheimer's disease (5.1 million) by the U.S. population aged 65 and older
in 2008, the latest available data from the U.S. Census Bureau (38 million)
=13 percent. Thirteen percent is the same as 1in 8.

A3. Number of seconds for development of a new case of Alzheimer's
disease: The 70 seconds number is calculated by dividing the number of
seconds in a year (31,536,000) by the number of new cases in a year.
Hebert et al. (2001) estimated that there would be 411,000 new cases in
2000, and 454,000 new cases in 2010. See, Hebert, LE; Beckett, LA;
Scherr, PA; and Evans, DA. “Annual incidence of Alzheimer disease in
the United States projected to the years 2000 through 2050." Alzheimer
Disease and Associated Disorders 2001;15:169-173. The Alzheimer's
Association calculated that the incidence of new cases in 2009 would be
449,700 by multiplying the 10-year change from 411,000 to 454,000
(43,000) by 0.9 (for the number of years from 2000 to 2009 divided by the
number of years from 2000 to 2010), adding that result (38,700) to the
Hebert et al. (2001) estimate for 2000 (411,000) = 449,700. 31,536,000
divided by 449,700=70.1 seconds, rounded to 70 seconds. Using the same
method of calculation for 2050, 31,536,000 divided by 959,000 (from
Hebert et al. (2001) = 32.8 seconds, rounded to 33 seconds.

A4. The Aging, Demographics, and Memory Study (ADAMS): ADAMS
provides estimates of the number of Americans aged 71 and older who
had Alzheimer’s disease and other dementias in 2002. See Plassman, BL;
Langa, KM; Fisher, GG; Heeringa, SG; Weir, DR; Ofstedal, MB; et al.
“Prevalence of Dementia in the United States: The Aging, Demographics,
and Memory Study.” Neuroepidemiology 2007; 29:125-132. Updated to
2008, ADAMS data indicate that there are now about 3.7 million
Americans aged 71 and older who have dementia, including about 2.6
million people in that age group who have Alzheimer’s disease. These
figures do not include Americans under age 71 who have Alzheimer’s and
other dementias—an estimated 1 million people in 2008. Analysis of the
reasons for the difference in prevalence estimates from the CHAP study
(Hebert et al., 2003) and the ADAMS study is ongoing. Conclusions

from this analysis, which are not available at the time this Alzheimer's
Association report is being published, will help to clarify the difference
in estimates from the two studies.

A5. Criteria for identifying subjects with Alzheimer's disease and other
dementias in the Framingham study: Standard diagnostic criteria (DSM IV
criteria) were used to diagnose dementia in the Framingham study, but, in
addition, the subjects had to have at least “moderate” dementia according
to the Framingham criteria, which is equivalent to a score of 1 or more on
the Clinical Dementia Rating Scale (CDR), and they had to have symptoms
for six months or more. Standard diagnostic criteria (the NINCDS-ADRDA
criteria) were used to diagnose Alzheimer’s disease. The examination for
dementia and Alzheimer's disease is described in detail in Seshadri, S;
Wolf, PA; Beiser, A; Au, R; McNulty, K; White, R; et al. “Lifetime risk of
dementia and Alzheimer’s disease: The impact of mortality on risk
estimates in the Framingham Study.” Neurology 1997; 49:1498—1504.

AB. Number of baby boomers who will develop Alzheimer's disease and
other dementias: The numbers for remaining lifetime risk of Alzheimer’s
disease and other dementias for baby boomers were developed by the
Alzheimer's Association by applying the data provided to the Association
on remaining lifetime risk by Alexa Beiser, Ph.D.; Sudha Seshadri, M.D.;
Rhoda Au, Ph.D.; and Philip A. Wolf, M.D., from the Departments of
Neurology and Biostatistics, Boston University Schools of Medicine and
Public Health to U.S. Census data for the number of women and men aged
4310 61 in November 2007, used here to estimate the number of women
and men who will be aged 44 to 62.

A7. State-by-state prevalence of Alzheimer’s disease: These state-by-
state prevalence numbers are based on incidence data from the Chicago
Health and Aging Project (CHAP), projected to each state’s population,
with adjustments for state-specific gender, years of education, race, and
mortality. See Hebert, LE; Scherr, PA; Bienias, JL; Bennett, DA; and Evans
DA. "State-specific projections through 2025 of Alzheimer disease
prevalence.” Neurology 2004; 62:1645. The numbers in Table 2 are found
in online material related to this article at www.neurology.org.

A8. Number of family and other unpaid caregivers of people with
Alzheimer's and other dementias: To calculate this number, the Alzheimer's
Association started with data from the Behavioral Risk Factor Surveillance
System (BRFSS). In 2000, the BRFSS survey asked respondents aged 18
and older whether they had provided any regular care or assistance during
the past month to a family member or friend aged 60 or older who had a
long-term illness or disability. To determine the number of family and other
unpaid caregivers by state, we applied the proportion of caregivers for
each state from the 2000 BRFSS (as reported in McKune, SL; Andresen,
EM; Zhang, J; Neugaard, B. Caregiving: A National Profile and Assessment
of Caregiver Services and Needs. University of Florida and Rosalynn Carter
Institute, 2006) to the number of people aged 18 and older in each state
from the U.S. Census Bureau report for July 2008 accessed at http://www.
census.gov/popest/national/files/NST-EST2008-alldata.csv on Dec. 27,
2008. To calculate the proportion of family and other unpaid caregivers
that provides care for a person with Alzheimer’s or other dementia, we
used data from a national telephone survey conducted in 2003, for the
National Alliance for Caregiving (NAC) and AARP (see National Alliance
for Caregiving and AARP. Caregiving in the U.S. (Bethesda, Md., February
2004). This survey asked respondents aged 18 and older whether they
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were providing unpaid care for a relative or friend aged 18 or older or

had provided such care during the past 12 months. Respondents who
answered affirmatively were then asked about the health problems of the
person for whom they provided care. In response, 23 percent of caregivers
said that: 1) Alzheimer's or other dementia was the main problem of the
person for whom they provided care; or 2) the person had Alzheimer's or
other mental confusion in addition to his or her main problem. The 23
percent figure pertains to caregivers of people aged 18 and older, but
almost all people with Alzheimer's and other dementias are at least 50
years old, and we needed a percentage figure to use with the BRFSS state
numbers for caregivers of people aged 60 and older. To estimate that
percentage, we divided the proportion of caregivers of people with
Alzheimer's and other dementias from the NAC/AARP survey (23 percent)
by the proportion of caregivers of people aged 50 and older with any
health problem from the NAC/AARP survey (79 percent), and estimated
that 29 percent of caregivers aged 18 and older are taking care of a person
aged 50 or older with Alzheimer’s or other dementia. We applied the 29
percent figure to the total number of caregivers of people aged 60 and
older in each state.

A9. Number of hours of unpaid care: To calculate this number, the
Alzheimer's Association used data from a follow-up analysis based on
the 2003 NAC/AARP survey (see Alzheimer's Association and National
Alliance for Caregiving. Families Care: Alzheimer's Caregiving in the
United States, 2004, accessible at www.alz.org). This analysis showed
that 23 percent of caregivers of people with Alzheimer's and other
dementias provided 40 or more hours of care a week; 8 percent provided
an average of 30 hours per week; 21 percent provided an average of

15 hours a week; 47 percent provided an average of 4 hours a week; and
1 percent did not report their hours of care. Based on these proportions,
the average hours of care provided per week is 16.6, or 863 hours per
year. We multiplied the number of family and other unpaid caregivers
(9,856,945) by the average hours of care per year (863) = 8,506,543,535
hours, rounded to 8.5 billion hours.

A10. Value of unpaid caregiving: To calculate this number, the Alzheimer's
Association used the method of Arno et al. (see Ao, PS; Levine, C; and
Memmott, MM. “The economic value of informal caregiving.” Health
Affairs. 1999; 18:182—188). This method uses the average of the minimum
wage ($5.85 in July 2008) and the mean wage of home health aides
(816.35 in July 2008) (see U.S. Department of Labor, Bureau of Labor
Statistics. “Employment, Hours and Earnings from Current Employment
Statistics Survey,” Series 10-CEU 6562160008, Home Health Care Services
[NAICS code 6216], Average Hourly Earnings, July 2008, accessed at
ftp://ftp.bls.gov/pub/suppl/empsit.edseeb16.txt, Nov. 4, 2008.) We
multiplied the total number of hours of unpaid care (8,506,543,535 hours)
by $11.10 = $94,422,633,239, rounded to $94 billion.

A11. Medicare Current Beneficiary Survey Report: These data come from
an analysis of findings from the 2004 Medicare Current Beneficiary Survey
(MCBS). The analysis was conducted for the Alzheimer's Association by
Julie Bynum, M.D., M.PH., Dartmouth Institute for Health Policy and
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Clinical Care, Center for Health Policy Research. The MCBS is a continuous
survey of a nationally representative sample of about 16,000 Medicare
beneficiaries who are linked to Medicare Part B claims. The survey is
supported by the U.S. Centers for Medicare and Medicaid Services (CMS).
For community-dwelling survey participants, MCBS interviews are
conducted in person three times a year with the Medicare beneficiary or
a proxy respondent if the beneficiary is not able to respond for himself

or herself. For survey participants who are living in a nursing home or
another residential care facility, such as an assisted living residence,
retirement home, or a long-term care unit in a hospital or mental health
facility. MCBS interviews are conducted with a nurse who is familiar

with the survey participant and his or her medical record. Data from the
MCBS analysis that are included in 2009 Alzheimer's Disease Facts

and Figures pertain only to Medicare beneficiaries aged 65 and older.

For this MCBS analysis, people with dementia are defined as:

1) Community-dwelling survey participants who answered yes to the
MCBS question, “Has a doctor ever told you that you had Alzheimer's
disease or dementia?” Proxy responses to this question were accepted.

2) Survey participants who were living in a nursing home or other
residential care facility and had a diagnosis of Alzheimer's disease or
other dementia in their medical records

3) Survey participants who had at least one Medicare claim with a
diagnostic code for Alzheimer's disease or other dementia in 2004. The
claim could be for any Medicare service, including hospital, skilled nursing
facility, outpatient medical care, home health care, hospice, or physician
or other healthcare provider visit. The diagnostic codes used to identify
survey participants with Alzheimer's disease and other dementias are
331.0,331.1,331.11, 331.19, 331.2, 331.7, 331.82, 290.0, 290.1, 290.10,
290.11,290.12, 290.13, 290.20, 290.21, 290.3, 290.40, 290.41, 290.42,
290.43,291.2,294.0,294.1, 294.10 and 290.11.

A12. Medicare: Medicare is a medical insurance program available

to all Americans aged 65 and older and to a limited number of younger
individuals who meet the requirements for Social Security Disability
Insurance (SSDI). In 2007, 95 percent of people aged 65 and older had
Medicare (see U.S. Department of Health and Human Services, Health
Care Financing Review: Medicare and Medicaid Statistical Supplement,
Brief Summaries of Medicare and Medicaid, Nov. 1, 2008). Original,
fee-for-service Medicare covers hospital care; physician services; home
health care; laboratory and imaging tests; physical, occupational, and
speech therapies; hospice; and other medical services. Medicare
beneficiaries can choose to enroll in a Medicare health maintenance
organization (HMO) as an alternative to original fee-for-service Medicare.
Medicare does not cover long-term care in a nursing home, but it does
cover short stays in skilled nursing facilities when the stay follows within
30 days of a hospitalization of three or more days for an acute illness
such as a heart attack or broken hip. Medicare beneficiaries pay premiums
for coverage and generally also pay deductibles and co-payments for
particular services. Medicare premiums, deductibles and co-payments

do not cover the full cost of services to beneficiaries, and the program is
also tax supported.





A13. Medicaid: Medicaid is a publicly funded health services program

for low-income Americans. It is jointly funded by the federal government
and the states according to a complex formula. In addition to basic health
services, Medicaid covers nursing home care and various home- and
community-based long-term care services for individuals who meet
program requirements for level of care, income and assets. States have
considerable flexibility about which services are covered in their Medicaid
programs, and covered services vary greatly in different states.

A14. Cost to businesses of Alzheimer's disease: This number comes
from an analysis by Koppel, 2002. See Koppel, R. Alzheimer's Disease:
The Costs to U.S. Businesses in 2002 (Washington, D.C.: Alzheimer's
Association, June 2002), accessible at www.alz.org, search “Alzheimer’s
Disease: The Costs to U.S. Businesses in 2002.” The total cost to
businesses from this analysis includes an additional $24.6 billion for
the costs to businesses of healthcare and long-term care services for
people with Alzheimer's and other dementias. The $24.6 billion consists
primarily of government taxes that are used for publicly funded services.
That amount is not included here because, to a great extent, it overlaps
with the $91 billion for Medicare and $21 billion for Medicaid.

A15. National 20% Sample Medicare Fee-for-Service Beneficiaries Report:
These data come from an analysis of Medicare claims data for 2005-2006.

The analysis was conducted for the Alzheimer's Association by Julie
Bynum, M.D., M.PH., Dartmouth Institute for Health Policy and Clinical
Care, Center for Health Policy. The data come from Medpar files (hospital
and SNF services) Qutpatient files (outpatient hospital services), Carrier
files (physician and supplier services), Hospice files (hospice services),
DIME files (durable medical equipment), and Home Health files (home
health services). Data from the analysis that are included in 2009
Alzheimer's Disease Facts and Figures pertain only to Medicare
beneficiaries aged 65 and older. For this analysis, people with dementia
are defined as those who have at least one claim with a diagnostic code
for Alzheimer’s disease or other dementia in Medpar Medicare Part B,
Hospice, or Home Health files in 2005. The diagnostic codes used to
identify survey participants with Alzheimer’s disease and other dementias
are 331.0, 331.1, 331.11, 331.19, 331.2, 331.7, 331.82, 290.0, 290.1,
290.10, 290.11, 290.12, 290.13, 290.20, 290.21, 290.3, 290.40, 290.41,
290.42,290.43,291.2,294.0, 294.1, 294.10 and 290.11. People with other
chronic conditions (identified using ICD-9 codes from the Clinical
Classification Software produced by AHRQ) are defined as those who had
at least one Medicare Part A claim or two Part B claims occurring at least
seven days apart, with a diagnostic code for the condition. Medicare
beneficiaries with Alzheimer’s disease, other dementias and other
chronic conditions were identified in 2005 Medicare claims, and outcomes
(use and costs of services) were taken from 2006 Medicare claims.

This prospective method decreases the influence of people with a new
diagnosis, which is usually associated with higher use and costs of
services compared with ongoing management of the condition.
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Definitions

Adult day center

A center providing social, medical and/or specialized services during the day
for functionally or cognitively impaired adults needing supervised care in a safe
setting. Services may include social activities, meals, exercise, transportation,
mental stimulation and personal care such as bathing.

Age-adjusted rates

Rates calculated after adjusting for the effect of age disparities in the
populations being examined. This enables reliable population comparisons that
are not skewed by age disparities.

Alzheimer's disease

A form of dementia in which physical changes in the brain cause early
symptoms such as difficulty in remembering names and recent events. Apathy
and depression may also be early symptoms. Later symptoms include impaired
judgment, disorientation, confusion and behavior changes. In its latest stages,
the brain changes of Alzheimer’s cause difficulty with eating and drinking.
Alzheimer's is ultimately fatal.

Alzheimer's special care unit
A unit in a long-term care facility that provides specialized services for
individuals with Alzheimer's disease.

APOE-e4

Apolipoprotein E (APOE)-e4, one of three common forms of the APOE gene.

The APOE gene provides the blueprint for a protein that carries cholesterol in the
bloodstream. Everyone inherits one form of the APOE gene from each parent.
Those who inherit one APOE-e4 gene have increased risk of developing
Alzheimer's disease. Those who inherit two APOE-e4 genes are at even higher
risk. However, inheriting one or two APOE-e4 genes does not guarantee that an
individual will develop Alzheimer’s.

Assisted living residence

Assisted living residences generally provide 24-hour staffing, recreational
activities, meals, housekeeping, laundry and transportation to their residents,
who typically need help with some but not all activities of daily living.

Beta-amyloid

A protein fragment that accumulates into the amyloid plaques in the brain that
are one hallmark of Alzheimer’s disease. Elevated levels of beta-amyloid (caused
by overproduction of beta-amyloid or the body’s reduced ability to remove
beta-amyloid) are believed to interfere with brain cells” ability to communicate
with each other, leading to a cascade of damaging events ending in cell death.

Caregiver
A person who provides care for an individual needing help due to illness or
injury. A caregiver may be a family member, friend or paid health professional.

Clinical trials

Medical studies involving human volunteers. Before approving a drug for
use, the U.S. Food and Drug Administration (FDA) requires that the drug first
be shown successful in laboratary or animal studies. Only then can clinical
trials involving human volunteers begin.

Phase I clinical trials typically enroll fewer than 100 individuals and are
primarily concerned with assessing risks and side effects associated with
a drug.

Phase Il clinical trials typically enroll up to a few hundred volunteers and
focus on showing whether the drug is safe and determining the best dose
of the drug.

Phase Il clinical trials enroll several hundred to thousands of volunteers,
often at multiple study sites in the United States and sometimes abroad.
They provide the chief evidence for safety and effectiveness that the
FDA will consider in deciding whether to approve a drug.

Phase IV clinical studies, also called post-marketing studies, are often
required by the FDA after a drug is approved. The study sponsor must
monitor the health of individuals taking the drug to gain further insight
into its long-term safety and effectiveness and the best way to use it.

Coexisting condition

A health condition that already exists when another health condition
develops. Since most cases of Alzheimer's disease develop at age 65 or
older, individuals with Alzheimer's commonly have other age-related health
issues, such as heart disease, hypertension or diabetes. Alzheimer’s may
affect management of coexisting conditions.

Comorbidity
See Coexisting condition.

Dementia

To be classified as dementia, the condition must include a decline in
memory and in at least one of four specific cognitive abilities. The decline
in cognitive ability must be severe enough to interfere with daily life.
Dementia is caused by various diseases that result in damaged brain cells.
Alzheimer's disease is one form of dementia.

Direct costs of care

Costs such as hospital stays, emergency room visits, physician visits,
medications, services of paid caregivers and assisted living, adult day care,
home healthcare and nursing home expenses that are associated with
caring for an individual with a given health condition.

2009 Alzheimer's Disease Facts and Figures Appendix

73





Disease-modifying therapies

Therapies designed to slow or stop the progression of a disease. Many
disease-modifying therapies for Alzheimer's are in clinical trials. Existing
therapies for Alzheimer's are symptomatic, improving the symptoms of
Alzheimer’s but doing nothing to stop the brain cell death of Alzheimer's
that is ultimately fatal.

Early-onset Alzheimer's disease
See Younger-onset Alzheimer's disease.

Early-stage Alzheimer's disease
Alzheimer’s in which the symptoms are relatively mild, allowing most
individuals to continue to do simple daily routines.

FDA

The mission of the U.S. Food and Drug Administration (www.fda.gov) is
to "protect the public health by assuring the safety, efficacy and security
of human and veterinary drugs, biological products, medical devices, the
nation’s food supply, cosmetics and products that emit radiation. The FDA
is also responsible for advancing the public health by helping to speed
innovations that make medicines and foods more effective, safer and
more affordable and for helping the public get the accurate, science-
based information they need to use medicines and foods to improve their
health.” The FDA has approved five drugs for the treatment of Alzheimer’s
disease symptoms: galantamine (Razadyne™), rivastigmine (Exelon™),
donepezil (Aricept™), tacrine (Cognex™, now rarely used) and memantine
(Namenda™).

Home health care

Health care in which the provider comes to the individual’s home. Services
might include companion services; personal care such as assistance with
bathing, dressing, toileting and exercising; homemaker or maid services
such as help with laundry, shopping, and preparing meals; and skilled care
services including helping with medication.

Hospice

A service that provides pain management, comfort care and other
end-of-life services. Hospice is covered by Medicare if a physician
certifies that the individual is likely to die within six months.

Incidence
The number of new cases of a condition among the population at risk
(those able to develop the condition) in a given period.

Indirect costs of care
Costs to businesses such as missed work and decreased productivity that
are associated with medical illness.

Infarct

Dead tissue caused by an obstructed blood supply. One type of dementia
is multi-infarct dementia, which can be caused by a series of small
strokes that block arteries and decrease blood flow to parts of the brain.
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Late-onset Alzheimer's disease
Alzheimer's disease developing at or after age 65.

Long-distance caregiver
As defined by the National Institute on Aging, a caregiver living more than one
hour away from the individual (usually a parent) needing help with care.

Long-term care

According to Medicare.gov, “a ‘variety’ of services that help people with
health or personal needs and activities of daily living over a period of time.
Long-term care can be provided at home, in the community or in various types
of facilities, including nursing homes and assisted living facilities. Most
long-term care services help with activities of daily living, such as eating,
bathing, dressing or moving about. Medicare doesn't pay for such care unless
it's part of certain short-term stays following hospitalization.”

Medicaid

A program that covers nursing home care and various long-term care services
for people with low income and few assets. The federal government and
states share in managing and funding Medicaid. Medicaid programs vary from
state to state, but most healthcare costs are covered for those who qualify
for both Medicare and Medicaid.

Medicare

A federal health insurance program that covers most hospital and other
healthcare services for people aged 65 and older and younger people with
disabilities. Individuals may still incur significant out-of-pocket expenses for
Medicare premiums, deductibles and copayments, as well as for other
healthcare costs not covered by Medicare.

Medicare beneficiary
An individual receiving Medicare benefits.

Mild cognitive impairment (MCI)

A condition in which an individual has problems with memory, language or
another essential cognitive function that are severe enough to be noticeable to
others and show up on tests, but not severe enough to interfere with daily life.
Those with MCl are at greater risk of developing Alzheimer's disease than
those without MCI.

Mortality rate
Death rate.

Nursing home

According to Medicare.gov, “Nursing home is a term that includes both
skilled nursing facilities and nursing facilities. Skilled nursing facilities are
those that participate in both Medicare and Medicaid. Nursing facilities are
those that participate in Medicaid only. Nursing homes primarily engage in
providing residents skilled nursing care and related services for residents
who require medical or nursing care and rehabilitation services for the
rehabilitation of injured, disabled or sick persons.”





Potential preventable hospitalization

A hospitalization for a condition that can be prevented altogether or
whose course can be mitigated with optimum outpatient management,
thus preventing the hospitalization.

Prevalence
The number of existing cases of a condition among the population at risk
(those able to develop the condition) in a given period.

Skilled nursing facility

A health care facility participating in both Medicaid and Medicare that
provides for needs including rehabilitation, intravenous care and high level/
high acuity nursing care. Skilled nursing care is available 24 hours a day.
Services are provided under the full-time supervision of a physician or
registered nurse. Most nursing homes provide both skilled nursing care

and custodial care (care for personal needs such as bathing and eating).
The Medicare skilled nursing care benefit is time limited and usually

goes into effect after hospitalization.

Synapse

A juncture between brain nerve cells (neurons) where messages from

one cell are communicated to neighboring cells. In Alzheimer’s disease,
information transfer at the synapses begins to fail, the number of synapses
declines and neurons eventually die. On autopsy, the brains of individuals
with advanced Alzheimer’s show dramatic shrinkage from cell loss and
widespread debris from dead and dying neurons.

Tau

A protein that helps brain nerve cells (neurons) maintain their physical
structure, including the structure of microtubules through which cells are
nourished. In Alzheimer’s disease, tau protein accumulates into twisted
strands called tangles that interrupt the flow of nutrients and ultimately
cause cell death. Tau tangles are a hallmark of Alzheimer's disease.

Younger-onset Alzheimer’s disease
Alzheimer's disease in which symptoms appear before age 65.
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Introduction

Changes in the age composition of the New Hampshire population have
emerged as one of the defining social, economic and public policy issues of the
21st century. Today nearly one of every four people residing in New Hampshire
(24.1% of New Hampshire’s population) is 55 years of age or older and the
percentage of the population over 65 will continue to increase. To address the
policy issues resulting from this trend, state leaders decided to form a non-
statutory Long Term Care Commission in the Spring of 2008.

Background

New Hampshire has implemented many positive changes in its public long-term
care system over the past ten years. Some of the major accomplishments are:

1. Creation of a statewide ServiceLink Resource Center network to give
older adults and adults with disabilities and their families a single point of
entry for information, counseling and eligibility determination for long-
term care services;

2. Implementation of consumer-directed services through a variety of
models to afford individuals and their families more control over their
services and the manner in which they are delivered;

3. Expansion of access to community-based long-term care residential
models such as assisted living and adult family care;

4. Support for family caregivers through two statewide respite care
programs: the Family Caregiver Support Program and the Alzheimer’s
Disease and Related Disorders grant program; and

5. Implementation of a quality management system which focuses on quality
as experienced by program participants.

There is also ongoing work being accomplished in a Person Centered Planning
program for older adults and adults with physical disabilities and a variety of
information technology initiatives to improve the efficiency and effectiveness of
a person-centered long-term care system.

Long-Term Care Commission

The Long Term Care (LTC) Commission was created by the joint Legislative
Committee on Elderly Affairs at its March 24, 2008 meeting to refocus efforts on
LTC reform by building on the bi-partisan policy direction in place since the
passage of SB 409 in 1998. The Commission’s work was also informed by
ongoing policy development activity already in place, such as the Systems
Transformation grant, the Transportation Task Force and the LTC Direct Care





Workforce Group. The purpose of the Commission was to propose methods for
advancing the following goals:

e Expand support for home and community-based options (HCBS) for
both Medicaid and non-Medicaid populations;

e Increase rates paid by Medicaid for long term services in the community;

e Support family caregiver services;

e Allow for prompt financial and clinical Medicaid eligibility;
determination;

e Address the shortage of health care, long term care and direct care
workers; and

e Address the shortage of trained geriatricians in the medical professions.

The Commission adopted the mission, vision and values developed by the Long
Term Support Systems Transformation Work Group. (A copy of the mission,
vision and values statement is provided in Appendix 1.)

The members of the LTC Commission are listed in Appendix 3. The LTC
Commission met monthly from May through December 2008. The result of their
deliberations during this time period is a set of recommendations outlined
herein.

Recommendations

The LTC Commission makes the following recommendations to improve the
system of long-term services and supports for New Hampshire residents.

1. New Hampshire should support the development of an array of long-term
care services and supports that allows all citizens to choose those which
best meet their needs.

2. The Medicaid eligibility process for long-term care services and supports
should be improved to shorten the time it takes to make a determination
and to make the process less burdensome for individuals and families
needing support. Individuals and families need to know as soon as
possible if they will be eligible to receive public support. Very often
crucial decisions about the type and amount of services and supports
required need to be made quickly; people need timely, accurate and
understandable information to help them with their choices.

The Commission recommends that additional work be accomplished in
the following areas:





a. Evaluate whether Medicaid assessments need to be performed by
nurses or if other trained personnel could perform part or all of the
assessment;

b. Evaluate whether the assessment process can be shortened and/or
simplified;

c. Examine additional opportunities to automate the process using
informational technology solutions; and

d. Evaluate the presumptive eligibility process, and revise the process if
needed.

3. A revolving loan fund should be established to provide financing for building
modifications to create adult family care homes or to assist families and
communities to care for their relatives or friends. This fund would focus
on facilitating care for those who are not eligible for other assistance.
Funding could come from private or public sources to increase the
amount and variety of available long-term services and supports
throughout the state.

4. New Hampshire should establish a Long Term Care Commission to respond
to issues related to the increased demand for long-term care services and
supports. The Commission would be responsible for evaluating the
capacity of the current long-term care system and recommending ways to
develop the needed infrastructure, services and supports for the near-term
and longer-term needs of New Hampshire citizens. The Commission
would work with existing bodies addressing related issues and would
build upon ongoing work. The Commission would address the following
subjects at a minimum:

a. Home and community-based care options for New Hampshire citizens
in all geographic areas;

b. Family caregiver services;

c. Shortage of health care, long-term care and direct care workers,
including medical professionals trained in gerontology;

d. Reimbursement rates for long-term care services;

Prompt financial and clinical public benefit determinations; and

f. Services and supports for New Hampshire citizens which embody
respect, dignity, choice and control until the end of life.

®

The Commission has drafted legislation to establish a Long Term Care
Commission, a copy of which is included as Appendix 2.





Other Topics

There were several other topics which were considered by the Commission, but
did not result in a recommendation.

1. Budget mechanisms to support an individual’s choice of long-term care
services.

2. Strategies for a stable long-term care workforce.
3. Caregiver support programs for all populations.

4. Medicaid budget limits on individual home and community based services.





Appendix 1. Mission, Vision and Values

Mission, Vision and Values

The Commission adopted the mission, vision and values created by the N.H.
Long Term Support Systems Transformation Work Group.

Mission

To create a dynamic and enduring community-based system of long-term
supports, so all New Hampshire citizens may live and age with respect, dignity,
choice and control until the end of life.

Vision

All New Hampshire citizens have access to the full array of long-term supports
and services. This allows them to exercise personal choice and control, and
affords them dignity and respect throughout their lives. To the greatest extent
possible, each of us is able to make informed decisions about our aging, health,
and care needs. There is a high level of quality and accountability in everything
offered and everything provided. Over time, New Hampshire truly becomes an
extended community of people who care about, value and help one another.

Values
These are the ideals toward which we strive for all New Hampshire citizens:

e Quality of Life

e Dignity & Respect

e Choice & Access

e Personal Responsibility
e FEase

e Service

e Integration

e Responsiveness

e Wellness

¢ Quality & Outcomes





Quality of Life. First and foremost, we are steadfast in our commitment to a
quality of life of one’s choosing throughout our lives. To this end, we aspire to the
following:

Dignity & Respect. Each individual is valued. This includes the many
differences that exist among people. Such valuing leads to increased dignity and
respect of older persons and those with disabilities. In the process, the citizens of
New Hampshire come to recognize that everyone is valuable and has something
to contribute to the greater good. Likewise, all types of caregivers (including
family members) are sufficient in number and are developed, trained, valued,
and compensated appropriately.

Choice & Access. All efforts ultimately lead to maximized choice,
independence, control and timely access to a full array of services and options for
all individuals, regardless of age, payer source or personal ability to pay. People
are encouraged to make their own choices within a full range of possibilities
(even as we are mindful of how others, at times, must make choices on behalf of
individuals). Information, education, support and services become increasingly
available on a 24/7 basis. All of these components (and the service system as a
whole) are responsive to individuals as their needs arise and then change over
time. All components of the health care system exist to help and support people.
Thus they act in support of the people they are meant to serve.

Personal Responsibility. Personal responsibility is a lifelong ideal and
commitment. It takes different forms for different people. It often varies
significantly over the course of one’s lifetime. Personal responsibility
encompasses the lifestyle and health care options one has, the choice one makes,
and the actions one takes. Not just for oneself, but for members of one’s
extended family...even one’s friends and neighbors. Such family supports are
the backbone of the care most people receive at most stages of life. These range
from regular communication and personal visits to ongoing education and
proactive planning...from hands-on care to responsible, long-term financing. Yet
we also recognize that there are some individuals, situations, or times when
personal and family efforts need to be supplemented by appropriate community
and governmental supports or structures.

Ease. Not only are services accessible, but the entire system is simple to use. We
strive for a seamless system, capable of smooth transitions from one phase of
living to another as time passes. As people age and lose capabilities,
connectedness, and so forth, we do our best to keep people connected socially
and involved in how their changing needs are met. Each older or disabled adult
in New Hampshire comes to have a personal guide, one single individual with
whom to deal within the larger system.





Service. An integral and essential part of being a citizen- a human being! - is the
commitment to help one another. This belief infuses all that we do, all that we
stand for, and all that we promote. Out of this value of care and connectedness
emerges our ongoing efforts to collaborate - to work together for the good of all
people in our communities and state.

Integration. Everything is well integrated, from systems and processes, to
services and choices. All government-funded services are available as a single,
unified pool to individuals. Such components as community and non-medical
services, the home, family roles, and geographic realities are taken into
consideration. All efforts are mindful of individual, family, and community
desires, differences, and abilities in providing services, support and care. The
system supports the existing inherent resources within each individual’s life.

Responsiveness. We continually seek ways to enlarge society’s capacity to meet
critical needs by providing the services and resources collectively needed and
desired. Over time, we expect communities to become more comprehensively
“livable”, playing a more significant role in supporting the varied needs of all
their citizens. As times, needs, and expectations change, the system of services
will change as well. It is responsive and dynamic. The past and present
influence, but do not control the future. Our culture, our attitudes, our
communities, our neighborhoods, and our systems are all reinvented as needed.
Nothing can stagnate, when change and responsiveness are required. We are
continually alert to unintended consequences to actions and decisions - and we
respond accordingly, so we are able to create what we truly desire.

Wellness. In the inevitable face of aging - with or without disabilities - we
promote wellness. It is the foundation of everything we do. Out of wellness
emerges the ability for all men and women to live to the maximum.

Quality & Outcomes. Quality infuses everything that is done, everything that is
offered, everything that is provided. We pay attention to what does and does not
happen. We measure and assess outcomes, and utilize that data in our ongoing
informed decision-making and modifications to our efforts that result. This, as we
achieve quality - or fall short of it - we know it. We act accordingly.

Operating Procedures

The Commission adopted operating procedures which included a strong
emphasis on not duplicating work being done in other broad-based policy
initiatives and building on reforms that have been completed and which are in
progress.
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Appendix 2. HB 380

2009 SESSION
09-0708

01/10
HOUSE BILL 380
AN ACT relative to long-term care.
SPONSORS: Rep. Donovan, Sull 4; Rep. Pilliod, Belk 5; Rep. Emerton, Hills
7; Rep. Gagnon, Sull 4; Sen. Downing, Dist 22; Sen. Hassan, Dist 23; Sen.
Gallus, Dist 1; Sen. Gatsas, Dist 16
COMMITTEE: Health, Human Services and Elderly Affairs

ANALYSIS
This bill establishes guidelines and standards for the New Hampshire long-
term care policy. This bill also establishes the New Hampshire long-term care

commission to assess and oversee the long-term care system in New
Hampshire.

Explanation: Matter added to current law appears in bold italics.

Matter removed from current law appears [in-brackets-and-struckthrough:|

Matter which is either (a) all new or (b) repealed and reenacted appears in regular type.
09-0708
01/10

STATE OF NEW HAMPSHIRE

In the Year of Our Lord Two Thousand Nine
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AN ACT relative to long-term care.

Be it Enacted by the Senate and House of Representatives in General Court
convened.:

1 Statement of Policy on Long-Term Care.

I. The general court finds and declares that the intent for the New
Hampshire long-term care system is that:

(a) A dynamic and enduring continuum of long-term care services and
supports exist in order that all New Hampshire citizens may live within their
community and age with respect, dignity, choice, and control throughout
their lives.

(b) Each citizen has the opportunity to make informed decisions about his or
her own health, care, and aging needs.

(c) There is quality and accountability in services and supports that are
offered and provided.

II. It is the intent of the general court that long-term care system policies
reflect the goal that New Hampshire strives to be an extended community of
people who care about, value, and help one another.

III. The general court further recognizes that it is time for state leaders to
evaluate and build the long-term care system capacity and infrastructure for
the needs of the citizens of New Hampshire today and in the future.

2 New Chapter; Long-Term Care Guidelines; Commission Established.
Amend RSA by inserting after chapter 151-G the following new chapter:

CHAPTER 151-H
LONG-TERM CARE COMMISSION
151-H:1 Long-Term Care System Design Standards.

I. The long-term care system shall support the informed choices of
individuals.

I1. All individuals shall be treated equally, regardless of age, ability, or needs,
to engender and perpetuate dignity and respect for all, as well as to recognize
that each individual is a valuable and contributing member of the
community.
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III. To the maximum extent possible, the long-term care system shall strive
to afford each individual choice, independence, control, flexibility, and timely
access to a full array of services and supports, regardless of age, abilities,
needs, or payor source, as well as services and supports that are self-
determined, individualized, and that complement the existing supports of the
individual.

IV. Capacity of caregivers, paid and unpaid, shall be sufficient in number and
these caregivers shall be trained, valued, and compensated, as appropriate.

V. Long-term care system access and transitions shall be simple, convenient,
and seamless, such that the entry into all sectors shall be integrated,
regardless of payor or type of long-term care provider.

VI. Long-term care system services and supports shall enable individuals to
remain connected with their community.

VII. The long-term care system shall be dynamic and responsive to changes
that occur over time in the community and in the needs of community
members.

VIII. The long-term care system shall promote wellness and take into
consideration the needs of the whole person.

IX. The long-term care system shall include a comprehensive quality
assurance mechanism across the entire continuum of services, supports, and
settings. Such mechanism shall:

(a) Include a focus on consumer perceptions of quality and processes, so as to
ensure ongoing feedback from individuals and their families; and

(b) Enable timely identification and resolution of issues and improvement of
the overall quality of the system.

151-H:2 Long-Term Care Commission Established.

I. There shall be a New Hampshire long-term care commaission to respond, in
an ongoing manner, to the increased demand for long-term care brought
about by the aging of the state population and the long-term care workforce
shortage. The commission shall consist of the following members:

(a) Two members of the house of representatives, one of whom shall be from
the health, human services and elderly affairs committee and one of whom
shall be from the joint legislative committee on elderly affairs, appointed by
the speaker of the house of representatives.
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(b) One member of the senate who shall be from the health and human
services committee, appointed by the president of the senate.

(¢) The commissioner of the department of health and human services, or
designee.

(d) Two representatives of the New Hampshire Association of Counties, one of
whom shall be an elected official, or designee, and one of whom shall be a
county nursing home representative, both appointed by the association.

(e) A licensed physician, nurse, or nurse practitioner who specializes in the
field of gerontology, appointed by the governor.

(f) Three consumers, as defined in paragraph II, representing 3 different
regions of the state, appointed by the governor.

(g) Three consumer long-term care advocates, nominated by 2 or more
organizations; provided that no more than 2 advocates shall represent one
organization, appointed by the governor.

(h) Four representatives of long-term care provider entities, such as,
residential care, home or community-based care, and non-medical social
services entities, nominated by their respective trade association, appointed
by the governor.

(1) Two representatives from institutions of higher education in the state who
have experience in long-term care policy, nominated by their institutions,
appointed by the governor.

(G) One direct care worker who has at least 2 years experience in long-term
care and i1s nominated by an employer or a consumer, appointed by the
governor.

II. For the purposes of this section:

(a) “Consumer” means an individual who:

(1) Is:

(a) An individual who has received long-term care services; or

(b) An adult who has provided or directed long-term care for a family
member;
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(2) Holds, or whose immediate family member holds, no ownership or
Iinvestment interest in a long-term care provider entity in New Hampshire;
and

(3) Is not an employee of or under contract with a long-term care service
provider.

(b) “Immediate family member” means the spouse; civil union partner; birth
or adoptive parent; stepparent; child or stepchild; sibling, stepbrother or
stepsister; father-in-law, mother-in-law, son-in-law, daughter-in-law, brother-
in-law, or sister-in-law; grandparent or grandchild; spouse of a grandparent
or grandchild; or any person involved in an intimate relationship and
residing in the same household.

ITI. The members of the commission shall as much as possible represent a
geographically diverse membership, to maximize representation of the
various regions of the state.

IV. Each member shall serve for a term of 3 years, except the terms of the
members appointed under subparagraphs I(a)-(c) shall be coterminous with
their terms in office.

V. Legislative members of the commission shall receive mileage at the
legislative rate when attending to the duties of the commission. The
commission shall meet at least 4 times a year. All meetings shall be at the
call of the chair. At the first meeting each year, the commission shall elect
from its membership a chair and vice-chair. The commission shall establish a
procedure to govern its deliberations. Ten members of the commission shall
constitute a quorum.

151-H:3 Long-Term Care Commission; Duties; Report.
I. The commission shall:

(a) Assess the current status of the adequacy and delivery of long-term care
services.

(b) Collect current and long-range data on long-term care and the long-term
care population of the state.

(c) Evaluate state expenditures for long-term care, considering efficiency,
consumer choice, competition, and equal access to providers.

(d) Identify, evaluate, and make recommendations relative to gerontological,
mental health, and developmental services issues in long-term care.
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(e) Recommend the long-term goals for the state for providing a continuum of
long-term care for older adults based on the standards in RSA 151-H:1.

(f) Evaluate and recommend financing mechanisms for long-term care.

(g) Evaluate and make recommendations relative to legislation,
administrative rules, and policies on long-term care.

(h) Coordinate the commission’s activities with other activities related to
long-term care services and supports, as appropriate.

(1) Recommend policies that support the participation of families and
volunteers in meeting long-term care needs.

(j) Recommend goals for providing guardianship services and other
representation for adults who require such assistance.

(k) Carry out other activities the commission considers necessary to perform
its mandate.

I1.(a) The commission may hold public hearings across the state to solicit
public input with respect to long-term care in the state.

(b) The commission may appoint subcommittees to assist with its work and
shall prescribe the duties of the subcommittees. A subcommittee may include
non-commission members and shall include at least one commission member.

ITI. The commission shall annually report its findings and any
recommendations to the speaker of the house of representatives, the
president of the senate, the house clerk, the senate clerk, the governor, the
commissioner of health and human services, and the state library on or
before November 1 of each year.

3 Applicability.

I. Initial appointments to the commission under RSA 151-H:2, I(d)-(j) shall be
staggered terms of one, 2, and 3 years.

I1. The initial meeting of the commission established in section 2 of this act
shall be no later than September 1, 2009 and at the call of the first-named

house member.

4 Effective Date. This act shall take effect upon its passage.
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Appendix 3. LTC Commission Membership

Commission members represented groups involved in long term services and
supports including consumers, providers, policy makers and academics. The
members were:

Ex-Officio: Katja Fox, Governor’s Office

Sen. Margaret Wood Hassan
Rep. James MacKay
Rep. Joan Schulze

Roberta Berner, NH Coalition on Aging

Jill Burke, Granite State Independent Living

Ellen Curelop, NH Independent Case Management Association
Susan Fox, UNH Institute on Disability

Tim Gormley, NH State Council on Aging

Owen Houghton, NH State Council on Aging

Doug McNutt, AARP NH

Arlene Kershaw, Easter Seals NH

Karen Kimball, NH Developmental Disabilities

Dan Klein, NH Health Care Association

Terry Lochhead, NH Community Loan Fund, Elder Rights Coalition
Betsy Miller, NH Association of Counties

Lisa Morris, ServiceLink

Laurel O’Connor, NH Legal Assistance

Kathleen Otte, Bureau of Elderly and Adult Services

Nancy Rollins, Department of Health and Human Services

Barbara Salvatore, EngAGING NH

Carol Stamatakis, NH Council on Developmental Disabilities
Michelle Winchester, Institute for Health, Law and Ethics, Franklin Pierce Law Center
Susan Young, Home Care Association of N.H.
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Executive Summary

Over the period of May 12, 2008 to July 22, 2008, the Bureau of Elderly and Adult Services
in collaboration with the State Committee on Aging and the Institute on Disability at UNH,
conducted seventeen community listening sessions throughout the State to hear what
seniors and local service providers thought about the transformation efforts taking place in
the long term care services system. The listening sessions were held as part of the Systems
Transformation Grant work plan as a means of public outreach and comment. BEAS also
plans to use the findings from these sessions as a documentation of need for the upcoming
State Plan on Aging.

Sessions were held in Nashua, Laconia, Keene, Manchester, Claremont, Concord, Dover,
Plymouth, North Conway, Wolfeboro, Berlin, Salem, Portsmouth, and Littleton at a variety of
venues: senior centers, community meeting spaces, public buildings, and educational facilities.
A total of twelve consumer/community and five provider listening sessions were held, with
over 35S people attending these sessions, including community members, consumers,
advocates, legislators, and community service providers. Consumer/community and
provider listening sessions were held separately in order to assure that the voice of consumer/
community members were clearly heard. Kathleen Otte, BEAS Administrator, facilitated the
discussion. She was accompanied at each session by key BEAS program management staft
and local District Office staff in order to answer questions and assist consumers experiencing
problems in accessing needed services.

Feedback from these community sessions was thoughtful, direct, and indicative of the issues
seniors currently face. Throughout the sessions, a number of recurring concerns became
evident:

«  Overwhelmingly, New Hampshire’s seniors prefer home care, but the current economic
situation is making it difficult for them to stay at home. Home care workers and home-
delivered meals drivers cannot afford the price of gas. Providers are anticipating they will
have to cut back on the areas they serve and the frequency of home visits because they are
losing workers to jobs that do not require travel.

« New Hampshire seniors are very worried about high energy costs. Many spoke of the
difficulty people on fixed incomes will face this winter. Some will have to make difhicult
choices between paying for needed medications and heating their homes. At each session,
people asked for State government to develop more programs and funding for energy
assistance.

« Along these same lines, seniors requested long term care programs to help people who
do not qualify for Medicaid but who cannot afford to pay privately for home health,
homemaker, and other services.

« The need for additional supports for family caregivers, who provide 80% of long term care

services, was heard at several sessions.
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« Transportation still remains a major problem throughout the State. Many seniors rely on
volunteers to take them to medical appointments, in particular chemotherapy and dialysis,
and necessary shopping. The high price of fuel is limiting the ability of volunteers to
continue driving because many volunteers are also on a fixed income.

« Many seniors raised other issues related to transportation such as fear of losing their
driver’s license, lack of adequate parking near senior centers and other services, public
transportation that does not truly meet their needs (routes, schedules, accessibility, etc.),
and lack of well marked crosswalks.

« Dental care was consistently brought up as a serious lack in the State’s health care system.

«  Seniors also noted the need for mental health services for older adults, particularly those
who are isolated.

« People advocated for more programs that encourage socialization and keep seniors
connected with the community. The State’s senior centers were recognized as outstanding
resources for socialization and wellness programs, but not every community has a senior
center.

« A number of seniors advocated for more support for food pantries. Many of them
volunteer at these programs and are seeing a growing incidence of working families with
children who rely on these resources. Food pantries are running out of food.

«  Significant concern was raised about the adequacy of the direct care workforce to provide
home and community based care. Many participants talked about the loss of home care
workers and volunteers due to rising gas prices, particularly in the more rural areas of
the state. Consumer directed services which allows for the hiring of family, friends, and
neighbors was cited as one solution to this problem.

«  Thelack of program literature and brochures that are easily understandable was noted as a
barrier to accessing various programs and services. Materials need to be clearly and simply
written and available in other languages.

o The State’s interest and dividends tax and the school portion of local property taxes were
identified as significant economic barriers for older people on fixed incomes. Many older
people who do not have a pension rely on their investments to support their retirement
and feel that taxing interest and dividends is in reality an income tax.

Comments from participants at the community listening sessions were transcribed by a CART
reporter and carefully coded and analyzed for recurrent themes across the state. This report
provides a more extensive analysis of the themes identified through these listening sessions as
well as a summary of findings from the provider forums.
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Consumer & Community Findings

Kathleen Otte, Administrator for the Bureau of Elderly and Adult Services opened each
session with a brief presentation on the transformation efforts underway at the Bureau. She
commented that the Bureau is working with all of their partners who help them provide
support in the community to assure that services are person-centered and that all providers
understand this philosophy. She noted that this is a paradigm shift and the Bureau wants to
make sure that services are customized so that they are provided for the person and directed
by the person. In a person-centered system, the focus is on the individual, the strengths they
possess, and their network of family and friends. The Bureau is working with its partners to
create a system that is flexible and cost effective and allows maximum choice over services and
supports as people age. She emphasized that one of the core values of the system is “respect”.
We want a system that respects the individual and responds to individual needs.

This section of the report documents the findings from the consumer/community forums
which were held in Nashua, Keene, Plymouth, Conway, Wolfeboro, Concord, Manchester,
Salem, Laconia, Dover, Berlin, and Claremont. In addition, comments from the Conference
on Aging NH Speaks forum held on May 29, 2008 are included. In total, over 300 consumers
and community members provided input for this report. A number of key themes emerged
through these sessions. The following are the key themes in order of the frequency mentioned
during these forums: the economy and funding for services, person-centered services,
communication, prevention and wellness, transportation, workforce, “caught in the middle,”
mental health, social connections and relationships, community engagement, access to
services, and caregivers. In addition, the need for ongoing education and outreach to
professionals, service providers, caregivers, and individuals was identified. Figure 1 illustrates
the distribution of comments across each of these theme areas.

Figure 1: Total Distribution of Comments
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The Economy and Funding for Services

“What about the people just above Medicaid? They don’t have a lot of money. What happens

if they don’t get services? They end up on Medicaid or in nursing homes. Personal care and
homemaking services are not well funded. And nowadays everything is going up, these poor folks
are even less able, between the gas and fuel, and heating and stuff like that.” Berlin

Throughout the state, the current economic situation is a grave concern and issues related

to the economy and rising energy costs dominated the discussion in many of the forums.
Concerns about the economy were raised in all forums a total 396 times. People expressed fear
about staying warm this winter and being able to afford basic needs while paying rising heating
costs. The economic pressures caused by increasing costs for gas, heating fuel, food, and
medication are forcing many people to make untenable choices between basic necessities. The
following comment from the forum in Conway exemplifies the concerns raised throughout the
state:

“They need to do more for the seniors and other people because this is a fixed income area,
unfortunately. The cost of living is getting extremely expensive. Home heating oil, electricity, gas,
groceries, and there is no relief, and they are saying now it doesn’t look like we will bounce back
from this the day after tomorrow. This could take two or three years, and the damage is done.
What will be done to fix it?”

The cost of health care services was also raised as a major issue in most forums. For many, the
increasing costs of medical care are becoming unaffordable. The “donut hole” in the Medicare
system is forcing some seniors to forego needed medications. Medical and dental co-pays and
premiums are often too high to afford, and many doctors want payments up front instead of
offering payment plans.

It was noted in many forums that most people prefer to remain at home as they age and home
care is typically more cost effective than institutional care. However, the economic strains of
paying the increasing costs of heat, food, prescription drugs, medical care, dental care, and
property taxes; make it very difficult for many people to remain at home. As one participant in
Plymouth remarked:

“My biggest concern is this upcoming winter. And people who are struggling to stay in their
homes. I hear stories about moving themselves into one room in their homes last year, and this
year will be really brutal.”

The cost of housing is an issue across the state. There is a need for more affordable housing and
more housing subsidies for low-income seniors. Concern was also raised about landlords who
do not provide adequate services (heat, electricity, etc) and who take advantage of renters,
especially vulnerable seniors.

Long term care insurance was raised at several forums as an option for paying for home care
services. However, many participants noted that it is not an affordable option for many seniors.

Figure 2 reflects how comments about the economy were raised in each community forum.
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Person-Centered Services

“We have different complications and different challenges and a person-centered system identifies
that, what services you may require, and not only what services you require but how they are
delivered.” Claremont

New Hampshire’s systems transformation efforts support people to remain living in their
home and community;, if they choose to remain there, for as long as possible. In-home services
are cost-effective, and are generally preferred over nursing home care. Forum participants
commented that most people want to remain living at home and want to have more control
over their care. Comments related to consumer directed, home and community based services
were made in all forums a total of 378 times. Consumer-directed services give more control

to the individual regarding who provides their care and where and how that care is delivered.
However, participants expressed concern about the availability of safe and affordable options
throughout the state. Particularly in the more rural regions of the state, comments were made
about the lack of options for home care services.

The lack of a wide range of options in home and community based services was raised as
an issue throughout the state. Participants noted that there needs to be more options for
community living such as adult family care and assisted living and that funding needs to be
increased for home and community based services. In addition to a wider range of options,
participants also felt that current programs and services need to be more responsive to the
needs of both participants and caregivers. Programs need to be of interest to seniors, hours
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need to be flexible for working caregivers, and rates need to be affordable. There needs to be
more flexibility from the agencies regarding times services are provided and how long service is
provided. Often services are scheduled at the convenience of the provider and many agencies
set a minimum number of hours that they will provide home care services, regardless of the
amount of care needed by the individual. A person-centered system would provide greater
flexibility in meeting individual needs.

Forum participants remarked that community agencies need more training on consumer
directed, person centered services. People need to be asked what they need, not be presented
with a set agenda or service package. Consumers should have more control over how their
service dollars are spent, who provides their care, and how and when this care is delivered.
Participants also commented that services need to be sensitive and flexible to different cultures
and address the needs of the varied communities. As one participant from Conway observed,
“Quality of life is very different at each stage of our life. Services need to be flexible with our needs.”

While forum participants were supportive of home and community based care, many were
also concerned about the safety of people living at home, particularly those living alone. It was
noted that many people do not have family nearby and become isolated. As one participant
from Dover noted:

“I like the idea of person-centered and at home care, but that isn’t the answer for everybody. If
someone is living in their own home and they’re two miles out of town, their family lives on the
other side of the country and they don’t have anyone to visit them or see them, having someone
come in and provide services for half an hour a day isn’t going to do it.”

Concern was also raised about the increase in cases of self neglect among older adults. Ideas
to address issues of isolation and safety included: using volunteers or emergency personnel to
check in on older residents, building informal support networks of neighbors and friends to
check in on older residents, and working with local emergency response systems to assure that
they know who needs help in an emergency.

Figure 3 presents the frequency of comments related to person centered services in each
forum.
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Communication

“T would not have known about all these services if I wasn’t involved with the community.” Berlin

Communication was raised 200 times across all of the community forums. Many people
expressed that they want information but they don’t know where to get it. Word of mouth is
often how people get the information they need and those who are not well connected have
less knowledge about available services. Other sources of communication that people noted
are newsletters from agencies and community newspapers. Many people requested that more
information be placed on the front page of newspapers and on public radio, commercial radio,
and TV. The use of varied communication avenues was stressed as many seniors do not have
access to computers and other modes of communication. As one participant in Wolfeboro
reported:

“I don’t have a computer. I have a cell phone, I don’t have a land line so I can’t stay on the phone
forever. I didn’t know about all these services, and God knows I need them.”

Whatever medium is used, forum participants noted that communications must be culturally
sensitive and easy to understand. For example, there are many areas of the state that are
bilingual, and there is a language barrier for many to get the info they need and want.
Information needs to be presented in multiple languages, depending on the demographics of
the specific community. It was noted that there may be people in the community who would
volunteer to translate materials. Sometimes information is presented in a way that is difficult
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to understand. Information needs to be presented simply and clearly so that people can
understand what they need to do to access help.

People are often unaware of the resources and services available and, therefore, don’t use them.
Information needs to be distributed through multiple venues including doctor’s offices, service
agencies, businesses, and community centers. Media outlets such as newspapers, radio, and TV
should be utilized to educate the public. This was emphasized by a woman at the Berlin forum:

“If the local attending physicians had said to me, to my dad, to anybody, ‘Hey, you need to give
these people a call because this is what is available’. With my mom, honestly we had no clue that
there were any services available.”

Many participants spoke positively about the listening sessions and suggested that they should
be held more often. They also recommended that other bureaus within DHHS hold similar
public meetings. The need for more sharing of information among state agencies, communities
and service organizations was noted in several forums.

Figure 4 presents the distribution of comments related to communication across the
communities.

Figure 4: Communication
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Prevention and Wellness

“Know your neighbors. Check on people who are living alone. Do that on a daily basis. Promote
wellness. Focus on things that help us stay vital.” Manchester

Issues related to prevention and wellness were mentioned 190 times across all community
forums. Comments related to prevention focused on both physical health as well as advanced
planning for financial and medical needs. Many participants encouraged the state to promote
and support wellness programs in order to encourage healthy behaviors and prevent the need
for more costly services later. It was suggested that a legislative effort to fund prevention and
wellness programs would be beneficial.

The role of communities in promoting health and wellness was stressed. Opening community
centers and recreation facilities in the winter months for walking groups was cited as an
example of using existing community resources to promote health and wellness. Participants
conveyed that information needs to be made easily accessible to the public. Community
centers, senior centers, and other places of congregation are a great place to distribute
information about services that can contribute to health and well-being. A participant from
Claremont summed up the importance of getting information to seniors:

“If we can get the information out about services, as well as initiatives for wellness, I think that
helps. If we can get that information to seniors that will help potentially lower the need for
services.”

The ServiceLinks were consistently commended for their services in all regions of the state. It
was noted that they are a great resource for user-friendly information, educational materials,
and referral to services. The ServiceLinks are seen as an invaluable resource for families and
individuals to help them connect to needed services. A participant in Keene stressed the
importance of accessing the ServiceLinks for information early on:

“T would tell anyone here if you have questions, even if you don’t need the services now, check out
Service Link. It is a resource. I think it's a smart thing to do, while I still have my head on straight.
I don’t want to wait until the need arises.”

The importance of preventative health care and screenings was stressed. Information about
Medicare and other coverage for these services is critical. Many people put off screenings
because they are unsure if procedures are covered and they don’t have the funds to cover the
costs. Dental coverage was noted as an important service in preventing other, more costly
medically related issues. Lack of good dental care was also raised as an issue for preventing
many physical problems as good dental care is linked to overall good health.

Barriers to participating in wellness programs included lack of transportation, bad weather, and
lack of money. Many participants noted that small steps to stay healthy regarding nutrition,
physical wellness, dental care, mental health and spiritual wellness can prevent more serious
illness and possible nursing home placement. The need to fund wellness and prevention
activities was stressed in several forums.
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Recommendations for prevention activities included:
1. Wellness programs need to be provided in community and senior centers.
2. More nutrition programs and nutrition education is needed.

3. Incentives should be made available for the purchase of long term care insurance to make it

more affordable.
4. Provide support services to assist in long range financial planning.

S. Education on the need for advance planning documents such as end of life care and
durable powers of attorney needs to be provided.

Figure 5 represents the frequency of comments related to prevention and wellness across the
community forums.

Figure 5: Prevention and Wellness
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Transportation

“Transportation is a trouble. A lot don’t want to take the bus. A lot can’t walk. It’'s a big problem.
But if churches can do it and get money from donations, why can’t we? We have to go through a
bureaucracy in order to do that.” Nashua

Transportation was raised as in issue in every forum, but was of particular concern in rural
areas such as Berlin, Conway, and Claremont. The issue of public transportation is complex
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and challenging. There have been numerous efforts to better coordinate transportation services
across the state with varying degrees of success. While forum participants did not provide
specific solutions, their input helps to illustrate the complexity of the issue. The urgency to
address transportation issues will become even greater issue as more people remain in their
homes and communities as they age. Participants stressed that the state needs to address this
issue now. As one participant from Berlin stressed, “Transportation is critical for everything.”

There is a need for better transportation services in all parts of the state, but it is more
pronounced in rural areas where there is less public transportation available. Even in areas that
have good public transportation systems, they are often not responsive to the needs of seniors.
For example, many seniors are unable to stand for long periods of time waiting for a bus or

are unable to carry items home from shopping trips. Often bus stops are not close to where
people live, especially those who live in remote areas or off the main roads. Many consumers at
the sessions mentioned that they would like transportation available in the evenings for social
events like movies and going out to dinner. Some people require the use of wheelchairs and
other medical equipment that has to accompany them, and the vehicles used must be able to
accommodate them. In short, even where transportation services are available, they are often
not convenient for the people who need them. As one participant from Dover noted:

“There is a bus that is available at the end of a street, but it’s too far for the elderly to walk there.
And we have asked that they please consider changing their routes because most of the seniors are
at the other end of that street. We've had no success.”

The lack of transportation presents significant barriers to access to services, particularly for
services such as specialty medical care which is not available locally. Some programs provide
transportation to allow participants to attend and others do not. Another issue is that many
seniors are unable to drive themselves and rely on caregivers and/or volunteers to drive them
where they need to go. It was reported that many of the volunteer drivers were not consistent,
and the cost of gas has forced volunteers to either cut back on the amount of help they can
provide or stop driving others completely. Program and funding rules also serve as a barrier
to accessing transportation. For example, several transportation programs are not allowed

to assist a rider from their house to the vehicle. For someone with mobility issues, this can
prevent them from accessing that ride. A participant at the Manchester forum remarked:

“I'm an entry level senior, what I'm finding is that there are a lot of activities out there for seniors
but transportation is a very, very big issue. They would participate but can’t get there because
they don’t have a license or can’t afford transportation.”

Participants related that the myriad of transportation contracts, funding mechanisms and
programs could be better coordinated to utilize these resources more effectively to meet the
needs of NH residents. It was commented that the brokerage model that is being discussed and
piloted in several areas appears to be a promising idea.

A number of suggestions to provide relief for the current high gas prices were elicited. These
included: the state purchasing gas in bulk for agencies and direct care providers, paying
incentives to agencies that reimbursed direct care providers for mileage, adjusting rates to
account for the higher transportation costs, and consolidating trips and sharing vehicles among
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different organizations. Video conferencing was also raised as a way to reduce travel costs by to
limit the need to travel to doctor or agency offices for appointments, meetings, and workshops.

Figure 6 reflects the frequency of comments related to transportation across the communities.

Figure 6: Transportation

25

20

Frequency
o

=
o

o

Community

Work Force

The quality of life for people who require care is directly tied to the quality of the workers who
support them. In New Hampshire and nationally, the ability to recruit and retain a quality
direct care workforce is becoming increasingly difficult. Unable to earn a livable wage and with
no health insurance or other benefits, direct care workers frequently leave for better jobs. The
situation is only expected to get worse. By 2030 the number of people over 65 will nearly triple
and the number of those over 85 will nearly double, at the same time the workforce available to
meet the needs of an aging population is constricting.

Issues related to the workforce were raised 144 times in all forums. Workforce issues range
from the lack of specialized medical professional to the lack of quality direct care workers.
There is concern that we do not have an adequate direct care workforce to support the State’s
efforts to shift care for older adults from nursing facilities to home and community-based
settings. With a population that is older than the national average, there are an increasing
number of New Hampshire residents who require direct care. At the same time, thereisa
shrinking number of qualified workers available to meet this need. In addition to the paid
workforce, the home care work force is made up of many volunteers, and the number of
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available volunteers is also shrinking. Lastly, many spouses and adult children are providing
personal care for their parents, and these informal caregivers need support in order to continue
to provide this care.

Participants reflected that wages and benefits for New Hampshire’s direct care workforce

are inadequate. Most front line workers are not paid a livable wage and few workers receive
benefits of any kind. An assessment of staffing patterns and community needs should be done
in order to make an informed, coherent and powerful argument for additional funding for
direct care wages and benefits.

More ways need to be found to utilize volunteers who are able and willing to share their
experience, talents and passions. Retraining those who have retired or been laid off from other
professions to be caregivers could open the door for many workers. As one participant in
Plymouth stated:

“We should encourage older citizens to come back into the workforce, people who are SS years of
age to come back in and provide care for people.”

There is a need for more physicians, nurses, social workers and volunteers, and an incentive
needs to be created to encourage people to pursue and remain in the field. More effort and
creativity are needed to promote direct support as a viable career option. Students enrolled

in high schools and New Hampshire’s Community Technical Colleges should be informed
about direct support career opportunities. It was also suggested that the state could provide
incentives for medical students to specialize in gerontology and to stay in the area, such as loan
forgiveness for a certain number years of service.

“The state ought to think a little out of the box on how to have incentives for
young people to pursue careers in the occupations that will help address these
needs.” Plymouth

A number of issues related to the direct care workforce were raised. The lack of an adequate
number of direct care workers was mentioned in many forums and the shortage is predicted
to get worse. Many participants argued that the state needs to address the shortage for
personal care, respite care, and other direct service needs if it hopes to increase access to
home and community based services. It was also noted that there needs to be better training,
staff development, and quality assurance for New Hampshire’s direct care workforce.

Some participants noted that direct care services are not well coordinated and that better
communication is needed among provider organizations, direct care workers, and those
receiving services.

Figure 7 reflects the distribution of comments related to workforce issues across the state.
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Figure 7: Workforce

20

18

Frequency
N N N N
[} (o) o N & [«

I

Community

Caught in the Middle

“Our concern is for that group that falls through the cracks, who are not poor enough to qualify
for public programs but don’t have enough income to pay privately for services.” Claremont

“We have people that are growing older caught in the middle. They are not eligible for services
because of their income and so forth and they begin to have needs and cannot afford to pay
privately for some of the services because they are caught in the middle like that.” Claremont

“Something has to be done for that person that needs a little help so they don’t spend down
everything and outlive their money.” Manchester

These were common refrains across all of the forums. Participants were concerned about those
who do not qualify for publicly funded services, but who do not have adequate resources

to pay for services themselves. Those who planned well financially their whole lives feel
“punished” because they don’t qualify for services and programs such as heating assistance
even though they cannot handle current costs for these services.

Long-term care insurance was noted as a useful product but many cannot afford to purchase
it and the benefit package is often limited. In its current form, long term care insurance is
not adequately meeting the identified need. The following comment from a participant in
Plymouth articulates the issue well:

uro

m one of the people in the gap. I work, get a pension, and get social security. I make too much
for any of the program, and so I have had to spend lately, I have spent up to $500 over what I
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make a month for medical and try to stay even. I have been in a rut. But there aren’t any services
for the people in the gaps. It totally frustrates me.”

Some participants noted that there is a lack of awareness and information about what services
people may be eligible for. Income limits vary across programs and some services are available
to all residents of the state. Better communication about what is available and who is eligible is
needed. It was also noted that the paperwork for applying for services needs to be streamlined
and made more manageable for consumers and agencies alike. Better sharing of information
across agencies would make it easier for people to access needed services.

Participants at several forums raised concerns that the rising cost of health care services will
limit the number of people receiving services. While it is extremely difficult for individuals
who do have insurance to afford care, concern was expressed that even those on Medicaid and
Medicare are finding it hard to access care as many providers are unwilling to accept Medicaid’s
and Medicare’s low reimbursement rates. A common complaint at almost every forum
concerned the issue of the “donut hole” in Medicare services where prescriptions are no longer
covered. Many participants noted that the program is confusing and that they pay more for
prescriptions now than before Medicare Part D. Participants expressed concern that people are
having to make a choice between prescriptions and other basic needs like heat or food. As one
participant in Dover lamented:

“1 get so angry sometimes when I think about some of the things that seniors, and I'm counting
me in that, aren’t covered for. When I worked full time, it was wonderful. I had all the care
Ineeded. When I've gotten old, now my teeth, my hearing is shot, my eyes, I can’t see as well,
and yet none of that is covered under Medicare. Not one bloody cent of that is covered. Yet
that affects so many seniors. And the cost of that is just outrageous. I'm very frustrated about
it because I think there needs to be something done. There are other things this can cause with
depression when people can’t communicate or they can’t hear.”

Figure 8 represents the frequency of comments related to concerns about people who cannot
afford to pay for services, yet are not eligible for publicly funded services.
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Figure 8: Caught in the Middle
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Mental Health

“Encouraging people and providing services for people to remain in their home is great, but we see
self-neglect reports rise and isolation and depression increase.” Wolfeboro

The need for mental health services for older adults in New Hampshire was raised a total of
112 times across all of the consumer forums. The lack of access to mental health services was
raised as a concern throughout the state. Many noted that they have seen an increase in self-
neglect, and it was felt that this is partly because people are too proud to ask for assistance from
family and strangers alike. There is a high incidence of depression among older adults. It was
recommended that community based mental health and substance abuse services need to be
increased.

The increasing number of people with Alzheimer’s and related dementias was specifically
raised as a growing concern. Caregiving for someone with Alzheimer’s is particularly
challenging and mental health services for caregivers needs to be addressed. It was suggested
that there needs to be more education about Alzheimer’s disease and related dementias for
both doctors and families that is culturally sensitive.

Figure 9 illustrates the frequency of comments related to mental health services across the
state.
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Figure 9: Mental Health

Community

Social Connections and Relationships

“How important it is for all of us to be connected with one another. That leads to a quality life, a
healthy and happy life.” Conway

“1 get energized by people, and I think that each one here has a gift, and we can help each other
but we don’t have a common place.” Concord

At sessions throughout the state, people commented on the importance of participation in
senior programs and attending social and spiritual events. Senior Centers were praised as
excellent community resources that provide low-cost programs, nutrition, social connections,
physical activity, and medical support. Senior Centers are an untapped resource in many areas
and it was suggested that they should be supported in every community. A Conway participant
stressed how important the local Senior Center is:

“Most of us are so grateful for the Gibson Center and not just the quality of the meals, but for the
people, association and friendships and to learn to get along with people.... We depend on other
people for socializing, for talking, or telling jokes.”

Social relationships can improve the quality of life and keeping people engaged in the
community is important for their overall health and well-being. Unfortunately, many people
who are staying at home, especially in rural areas, are isolated from such activities and social
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connections. Family and friends are a tremendous resource but many seniors do not have

family nearby.

One thing that is overlooked is socialization. There are not the Halloween
parties and availability to get people out of their apartments socializing with
one another, which helps to develop friendships and also mental alertness.
Socialization is key, it is one of the predominant needs that anyone has, to be
with people.” Manchester

Social interaction and psycho-social needs have to be considered when planning services. In
many forums it was noted that an increase in the number of social programs available to seniors
that provide transportation is needed. Many comments specifically supported the need for
more social opportunities on weekends. Services such as Meals on Wheels are important, but
for many, the sharing of time with the person who delivers the meal can be more important
than the meal itself. As one participant from Concord noted about the Meals on Wheels
program, ‘I think that being together and talking was just as important as the meal.”

Figure 10 reflects the frequency of comments related to social connections across the state.

Figure 10: Social Connections and Relationships
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Community Engagement

“These are our neighbors and families, people that we have known probably most
of our lives. So, it isn’t the stranger down the street that just moved in. It’s our
neighbors. So, it is about helping our neighbors and they need help.” Littleton

“In my mind, it’s really about the community system. What can we be doing as friends, as
neighbors, to change to make things more livable for all of us? Do we need to have community
associations, neighborhood associations, more involvement with some of our civic clubs and
organizations so that we are all helping each other?” Nashua

The importance of working together with local communities was stressed in all of the forums.
It was noted that partnerships among community organizations can improve services by
sharing resources and expertise. Collaborative efforts at fundraising could help to address

the varied needs of all residents and to better manage available funds. Many participants
commented that agencies need to share resources more with each other to better serve their
clients. Transportation and transportation funding were raised as an example as one of the
most important areas where collaborative efforts would better utilize existing resources and
improve service.

Forum participants commented that local groups such as churches, Chambers of Commerce
and Rotary Clubs need to be engaged to support seniors in the community as well as to share
information about services and social activities. Individuals in the community could be tapped
to share more of their personal and professional talents in order to make the community better
for all. There needs to be more creative thinking for solutions and more thinking outside the
box rather than relying on publicly funded services. One Keene participant described an
innovative idea they are working on:

“We are trying to get five or six rural communities to get together, starting at an earlier age. We
know the boomer are about to hit us, and that will make a lot of difference in the long run. The
state can’t handle it. We have to do it ourselves. A lot of this is live free or die. And maybe live free
with other people. Independence and choice, respect, those are the things that people talk about.”

There needs to be more inter-agency and inter-departmental collaboration not only with
resources, but with ideas and sharing information. There should be more collaboration with
colleges, universities and other educational establishments. For example, creating or utilizing
programs where students in the Human Services Program become involved with the agencies
and are included in the work force through internships and program requirements can reduce
costs to the system, increase the work force and provide training needed for those entering the

field.

It was also noted that seniors can benefit from stronger partnerships with professionals. For
example, having a good relationship with a physician can provide the connection needed
to feel comfortable asking questions about one’s health and available services. A strong
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relationship with one’s health care providers is critical to empower seniors and foster informed

decision making.

Figure 11 represents the frequency of comments related to community engagement across the

communities.

Figure 11: Community Engagement
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Access to a Range of Service Options

“One of the things that I'm seeing for myself is that there isn’t anything in between independent
living, whether it be in an apartment or house or whatever, and assisted living. And a lot of
people who live here, including me, either have help from friends and relatives, or they don’t. And
Iinquired about services from VNA and I was told that I couldn’t get a home maker companion

unless I also needed nursing services, which I don’t need.” Concord

The need for a range of service options that are easily accessible in every community was
raised at eight of the community forums a total of 80 times. Comments reflected on the lack
of options for home and community based care, and the need for a broader range of services
between independent living and nursing home care. The following comments reflect the

sentiment heard throughout the state:

“People trying to avoid becoming ill or declining so they have to go into a nursing home, is a
common theme that I have seen with people that I speak with on the phone. They worry about
asking for help, because they think the only option -- like this old way of thinking -- is nursing
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home. And I'm not going there. Whereas if we can address their needs in the home successfully
and appropriately, they can stay at home. But because that’s such a new way of thinking, a lot of
the elders don’t even realize that that's available. Then they don’t ask for help, then they decline,
then they do have to go in a nursing home. Somehow we need to let people know that there is this

option. Nashua

“1 just need somebody to come in and help me with cooking and cleaning. And I think being a
Boomer, as we age, is going to be more people needing this to stay in their homes. And we all
know that that'’s best for mental and physical health and it’s less expensive.” Concord

Figure 12 presents the frequency of comments related to access to a range of service options

across the state.
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Caregivers

“...we owe a lot to family caregivers. They are the unsung heroes, providing 80% of the care that
is given to older adults in this country. Not through nursing homes and not through the VNA,

but family taking care of family.” Berlin

“I would have killed for a haircut. I didn’t have one in over a year.” Berlin
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Family caregivers provide the vast majority of all long-term care, and NH relies on this
informal network of support as a primary source of care for older adults. That care is frequently
complex, demanding, and may extend over a long period of time. Often, a caregiver is a spouse,
adult child, or other relative. These family caregivers need support in order to continue to
provide care for their family member. There needs to be greater attention paid to the needs of
caregivers. As a Salem participant observed:

“I have to tell you people who have loved ones that are ill and they are frail and they are still
married, the spouse that is providing the care, they are wearing out, but they are wearing out
because they are scared. They are scared that their finances are dwindling and they are frightened.
We have to start where we can help to support the people, so they don’t have the fear and can
focus on the care giving.”

Adult day care is a great resource for both the individual and their caregiver. Alzheimer’s is a
family issue and needs family care. Family caregivers need emotional respite; not all needs are
financial.

People complained about being on a waiting list for respite care. Many people do the best they
can until they just can’t do it anymore. When they finally ask for assistance, they need help
immediately and can’t be on a waiting list. In addition to services such as respite care, many
caregivers noted how helpful support groups have been for them. The need for more caregiver
support programs is reflected in the following remarks:

“There is really not a lot of money out there to help the care giver who is providing that 80% of
the care to their parents. We would ask additional support if that is possible in the future, to get
more support for them. And also a support group.” Berlin

“We don’t have enough help. There is no money available for house cleaning and all that. When
you call for that there is nothing available. They pass you around to different places. I have a
husband and I can take care of him. I don’t want him in a nursing home. But how long can I care
for him without certain services?” Manchester

“I hear families coming in to the support group that are caring for loved ones at home. The
caregiver grants are excellent, they need that respite care, and I see that need increasing. More
older people are being cared for by their spouses or children, or are trying to take care of
grandchildren. There does need to be more attention to caregivers and taking care of themselves.”
Conway

It was recommended at several forums that support groups for caregivers be made available
throughout the state and be advertised widely. In addition, the need for more respite care
providers and a backup system in the event that a worker does not show up were noted.

It was noted at a number of forums that the caregiver support grant is vitally important

and funding for this program should be increased. In particular, comments indicated that

the Transitions in Caregiving program is a huge help and should be expanded statewide.
Transitions in Caregiving is a nursing home diversion program funded by the Administration
on Aging that is transforming the state’s caregiver support system to a community-based,
consumer-directed caregiver program.
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Figure 13 depicts the distribution of comments related to caregivers across the state.
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Figure 13: Caregivers

Community

Education and Outreach

“I don’t know what we can do to target those people that need these services but are isolated in
their homes. Those are probably the voices we need to keep in mind at these meetings because
those are the people that can benefit the most and don’t have access to health care. They don’t
have a close family situation or anybody they can count on.” Laconia

In order to make informed choices about long term care, people need good information about
the options available. Education is power and it should be an ongoing process for professionals
and consumers alike so that both are informed about available services. The areas that were
expressed as being most important during the sessions were: learning about rights regarding
exploitation and abuse; information about what services are available; nutrition education;
money management; information on various mental and physical conditions; and caregiver
education. In particular, many people asked for information about Dementia and Alzheimer’s
to better understand how to assist their loved ones and what to expect down the road.

Many participants noted that education is an ongoing issue as individual circumstances change
and people don’t always ‘hear’ the information until they need it. As one participant from
Wolfeboro observed, “We never think about the services until you are there and it is one of those
‘Oh My God’ moments, and you needed it almost yesterday.” Wolfeboro
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Other Concerns

A common refrain in many forums was that some people may be afraid to ask for help, thinking that they

may be forced into a nursing home. It was also noted that some seniors may be afraid to attend a community

meeting, or to speak freely, for fear of having others find out their personal business. Other concerns that

were expressed indicated that many seniors don’t want to talk about getting older and fear being a burden on

their family.

“It might be uncomfortable, what nobody wants to talk about, but I think we all worry we're going to be a
burden to our kids. And you know things happen. I wish the state would just be a little bit more concerned.”
Concord

“Many times people don’t want to recognize that they are aging or getting older. We don’t want to talk about
being old. Our state needs to have an initiative that recognizes and values growing older and there is a lot to do
and a lot of things for people to experience. Seniors are the forgotten people” Manchester

Other participants reflected on the aging of the baby boomer generation and how the increasing number of

seniors will change the face of aging.

“And one of the things that's really frightening for me standing here is that I'm realizing that the issues of the
generation ahead of me haven't really been addressed or met, and here I come as a boomer -- there are more of
us. It’s going to get worse, and I'm scared half to death.” Concord

“This generation is not willing to lay back and accept what was. They’re going to challenge. And they’re going to
push. And they’re going to shift the paradigm into being proactive.” Concord
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Provider Findings

This section of the report documents the findings from the provider forums which were held in
Nashua, Littleton, Berlin, Claremont, and Portsmouth. In total, almost 100 providers attended
these sessions and provided input. A number of key themes emerged through these sessions.
They include: the economy and funding for services, consumer-directed personal care services,
workforce, communication, transportation, community partnerships, mental health, social
connections/relationships, mental health, and prevention. In addition, a number of barriers to
community services were identified.

The Economy and Funding for Services

“... the character of an individual is always tested with adversity and right now we as a system
and organization are being tested mightily.” Conway

Issues related to the economy were paramount in all five provider forums. In total, 59 specific
comments were raised, the largest number for any theme area. The downturn in the economy
and the rising costs of fuel have increased the level of anxiety around funding at both the
individual and agency level.

Forum participants remarked that the economy is unstable and it affects the state budget,
county budgets, local funding, and fundraising. This will have a serious impact on the
availability of services in the community. At the same time, it is anticipated that the number of
people seeking services will increase as the economy worsens.

The increases in fuel costs is affecting agency budgets for both heating and travel expenses.
The increasing cost of driving is an issue for agencies, workers, and volunteers. Agencies
cannot afford to pay the increased mileage reimbursement, workers are not paid adequately
to cover basic fuel costs, and volunteers are cutting back on driving as their fuel costs increase.
Participants in the more rural areas commented that they are particularly hard hit as workers
have much further distances to drive to make home visits. It was strongly reccommended that
the state consider differential rates between urban and rural areas to account for the increased
travel costs in rural areas.

The need for more funding for dental services was also raised as an issue in the provider
forums. Providers also anticipated that the number of seniors who will be exploited could
increase as the economy worsens. Increased efforts should be made to educate seniors about
financial and emotional exploitation.

Consumer-Directed Personal Care Services

“So we want to get to that point in a person-centered system where not only are the services
determined by the clients but also the service dollars and how they’re spent by the individuals

and their families, their support. I should say and also add that managing these services is a very
important part of the process, not only in designing the services but managing them, and we think
that is best served by the person who is receiving the care.” Claremont
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Issues related to consumer-directed personal care services were raised in all five provider
forums with a total of 45 comments. Comments ranged from concern about the lack of choice
and availability of home care workers to strong support for a more consumer-directed system.
Participants noted that one size doesn’t fit all situations and that the system needs to be more
person-centered, individualized, and flexible.

The lack of access to a wide range of supportive services in the community was raised as a
concern. Services areas that were noted as needing additional funding include: residential care,
caregiver support, respite beds, assisted living, denture program and dental needs in general,
emergency placement, assistance for the homeless, veteran’s services, transportation, adult day,
and more. With the downturn in the economy, referrals for services are increasing, especially
for personal care assistance, home making, and personal errands. Many areas reported the need
to establish waiting lists for services.

It was noted that in a person-centered system all of the person’s existing support networks are
assessed. Existing supports are augmented with agency supports. This results in a more cost-
effective and higher quality service. Participants commented that procedures for determining
eligibility for services and the provision of services needs to be streamlined in order to get
assistance to people more efficiently and timely.

“We have the “perfect storm” situation. We're encouraging people to stay at home but we won't
have the workforce to support them.” Claremont

Issues related to the workforce were raised in all five provider forums. Concern was expressed
about the lack of an adequate home care workforce and how this affects access to care and the
quality of care provided. Concern was raised that there are not enough workers and recent
cutbacks have made the situation worse. As the population ages and younger workers leave the
state, it is anticipated that issues related to the workforce will be heightened. As one participant
noted:

“We have a workforce problem in NH, we have many people from the ages of 24 -S4, women
especially, who are leaving the state, seeking higher paying wages, and this is the population that
has typically provided the care giving.” Wolfeboro

In addition to the lack of a paid workforce, concern was also raised about the loss of volunteers
as the cost of gas increases and volunteer cut back on travel. It was also noted that most
volunteers are older and as they age they may need services themselves, rather than be
providing services. On a positive note, it was suggested that consumer-directed personal care
services may have appeal to workers who would not typically work for a home care agency,
such as friends, family, and neighbors, and this will bring a new and atypical workforce into the

field.

Participants also noted the need for more professional services for geriatric care. They
observed that it is currently very hard to find doctors, nurses and social workers trained in
geriatrics that are willing to come to and stay in NH, especially in the more rural areas. It was
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suggested that the state consider programs to encourage professionals to work in NH, such as
loan forgiveness, educational benefits, and other career enhancements.

Communication
“The biggest problem is getting information out there to the common person.” Nashua

Issues related to communication between the state and providers, among providers, and with
community members were raised at four of the five provider forums. Participants remarked
that the Department’s cross-bureau team could help with the lack of communication. It was
felt that better communication between the managers of the various waiver programs would
benefit community providers who struggle to find appropriate services and funding for their
clients.

The need to have materials written in simple language that everyone can understand was
stressed. It was noted that many people don’t know what services are available or how to access
them. Often the written material they receive is confusing, particularly if it includes legal,
bureaucratic language. Comments also indicated that people often don’t look for information
or pay attention to what is available until they need it. As one participant observed:

“We've been here 30 years as a senior center and they don’t know there is one. On the other side
of that, we have people who come to the state from another area, to be close to children, they
immediately seek out a senior center because they were active in one back at home and they find
us right away. To me it's a selective process. If you don’t want or you don’t -- you just don’t see it.
It’s invisible unless that’s what you're specifically looking for. So there are a lot of things slipping
by people simply because it may not be that one thing you need now.” Nashua

Issues related to outreach and education were raised at three of the provider sessions and
focused on the need for more education on the Community Passport program, emergency
planning, and guardianships. It was suggested that both Service Links and Senior Centers
are great places to distribute information. It was remarkable how often people at the forums
indicated that they did not know that Service Link existed. It was suggested that continued
efforts be made to get the word out about Service Link. As noted at the Claremont forum,
“ServiceLink is helpful because it is a one-stop shop where people can come in and get information
about services.” Claremont

Transportation

“So people that are going to remain in their homes are going to need support for transportation,
not just for groceries, but for a myriad of things, to get to the care that they need, etc.” Concord

Transportation was identified as an issue in four of the five provider forums. Issues related to
transportation varied by community, based on the availability of public transportation and
the rural nature of the area. Transportation issues were intertwined with the economic issues
related to the increase in fuel costs.

It was noted that there is no public transportation in many areas and where there is, it often
doesn’t work for seniors because of lack of proximity to bus stops, inconvenient schedules,

28

Bureau of Elderly and Adult Services





medical issues that prevent access, lack of places to wait for the bus in bad weather, and
difficulty carrying personal items such as groceries. Transportation for people who need
ongoing treatment at specialized facilities such as dialysis or chemotherapy, is particularly
difficult as they often require one-on-one attention and regularly scheduled transport.
For those living in rural areas, the distance to travel to these appointments is particularly

challenging.

Mileage reimbursement and fuel costs are a grave concern and affect the level of service
provided; particularly for services such as home-delivered meals and home health. This theme
was heard widely in all communities and providers are very concerned about being able to
continue to provide services in the most rural areas. Many people, especially those who live

in rural areas who have to travel long distances for medical care, haven’t been able to get to
medical appointments which can compromise their health. As one participant in Claremont
noted:

“I'm very concerned about the lack of transportation for a lot of these folks. There is a real
shortage of transportation for folks to get to life saving medical appointments. This is a rural state
and public transportation is really minimal, unless you live in Manchester or Concord where
there is regular transportation.”

Recent efforts to develop transportation brokerages across the state were praised as a
promising practice. As one participant summarized:

“We are trying to set up what we call a transportation brokerage. The reality is that there are a
number of agencies that have transportation assets in our respective communities, but they are
not coordinated.” Conway

Community Partnerships

“Working together as a community and relationship building is key and paramount to just about
anything that we do. Being able to establish rapport and trust is how we will weather the storm.”
Littleton

Partnerships at the state and community level were raised at three of the five provider session.
Participants talked about successes as well as problems with partnerships. Participants
commented that there needs to be more communication, planning and cooperation among
community agencies, especially in respect to sharing resources. Several communities are
working to create community partnerships to help address needs at a local level. As one
participant from Keene remarked:

“We are looking at ways to work with existing volunteer organizations and the business
community to help people who are looking for concrete ways to volunteer.” Keene

Mental Health

“There is a real need for our seniors and also for the other folks in the community for mental
health and substance abuse services. That is something on the back burner or swept under the
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rug. Mental health issues will not go away without care and there are not enough health care
providers who are actually facing the issues.” Conway

Concern about the availability of mental health services was raised at three of the five provider
forums. Comments indicated that many regions are seeing an increase in depression and
isolation among older residents. Several participants expressed concern about the increased
numbers of reports of neglect and self-neglect. The need for more community based mental
health services was stressed. As one participant stated:

“Mental illness is probably one of the most vexing issues that we have in the state. The root issue is
inadequate services and bed capacity and substance abuse services in the community.” Conway

Social Connections and Relationships

“We are concerned about folks who are remaining at home and don’t have the social networks
they need. So they are isolating themselves and not getting out and that doesn’t promote healthy
living.” Keene

Issues related to social connections and personal relationships were raised at four of the five
provider sessions. Participants remarked that the lack of socialization increases the likelihood
of depression and has a negative effect on overall quality of life. Personal connections often
result in better care and more access to services and supports. Those who do not have family
and friends nearby often need more formal services as they lack an informal support network.
On the flip side, concern was also raised about family members moving back in with their older
parents during these difficult economic times and taking advantage of them.

Prevention

“We need to focus on prevention. I think it does keep people well longer. It keeps people from
getting into the system before they really need to.” Nashua

Issues related to prevention were noted in four of the five provider forums. Issues were raised
across a range of areas including: the need for places for seniors to congregate and socialize,
particularly on weekends; the need for better preventative dental care; and the need for
emergency planning at an individual and community level. Many participants noted the

value of the contact made with individuals through programs such as Meals of Wheels which
provide an extra set of eyes to check on people who live alone. Concern was raised that many
agencies have had to cut back on the frequency of these visits due to fuel costs. Concern about
the lack of funding for preventative services was illustrated by the following refrain:

“So there needs to be a balance. But it’s difficult to have that balance when those types of
preventative services we used to have available evaporated as funding dried up and we were no
longer able to do that. Our concentration became on the neediest, the most frail, and that also
makes sense. When you don’t have a lot of money, you put your money where it really is going to
go the furthest.” Nashua

The following table indicates the frequency with which each topic was raised at each provider
listening session.
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Claremont Berlin Nashua Littleton Portsmouth Totals

ECONOMY 10 10 9 24 6 59
CDSs 7 7 14 23 8 59
WORKFORCE 4 6 1 16 2 29
COMMUNICATION 2 6 12 1 21
TRANSPORTATION 2 8 5 3 18
PARTNERSHIPS 4 3 10 17
MENTAL HEALTH 1 7 4 7 13
SOCIALIZATION 1 3 5 1 10
PREVENTION 3 1 4 1 9

Barriers to accessing home and community based services were raised at four of the five
provider forums.

Barriers identified include:
1. The process of accessing services is confusing and disjointed;

2. Many people fall between the cracks and don’t qualify for Medicaid or other public
services, yet cannot afford to pay for services on their own;

3. Some people are reluctant to ask for or accept services;

4. The availability of services varies across the state;

S. 'The various eligibility criteria for programs is confusing;

6. Liability concerns sometime prevent agencies from providing services people need;

7. Lack of transportation makes it difficult for people to access services, medical care, and
social events; and

8. 'The lack of affordable, safe housing in many areas of the state makes community living

difficult.
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Recommendations

A number of recommendations emerged from the vast array of comments collected through

these forums. The following summarizes these recommendations.

1.

Increase the assistance that can be provided for home and community based services to
help people stay in a home setting and delay nursing home placement. Utilize some of
the savings realized through nursing home diversion to increase funding for home and
community based services.

Continue the State’s efforts to create a more person-centered, consumer-directed system.
This means providing greater choice over where and how services are delivered and
tailoring services to meet the needs of individuals.

Increase the resources available to support family caregivers. Implement the consumer
directed family caregiver model statewide.

Increase education and outreach to better educate families, individuals, and professionals
about available services. Assure that information is provided through multiple venues and
that written information is easy to understand.

Support prevention and wellness programs in every community. Define prevention and
wellness broadly to include all aspects of healthy aging to include dental care, nutrition
education, physical activity, financial planning, advanced planning for health care,
socialization, etc.

Partner with existing community resources to enhance services for seniors. Develop strong
community partnerships in each community to support seniors. Work with local Senior
Centers to provide programs to engage seniors.

Develop a comprehensive strategy to address the workforce shortage that considers the
lack of geriatric medical specialties, nurses and other health care providers, and personal
care workers.

Increase access to geriatric, community based mental health services.

Continue the work to coordinate transportation services statewide through regional
brokerage systems.
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Other

A number of ideas were generated that were not within the purview of the Department of
Health and Human Services. However, the issues were important to community members and
are included here for consideration.

1. Many towns and the state could follow the lead of one area that permitted citizens to go
into forests to cut down previously marked and approved dead trees for firewood to offset
oil costs.

2. 'The state could provide a credit card like those that doctors and dentists offer to pay for
services. It would have a relatively low interest rate, and the interest paid could go back to
the state to pay for services.

3. Provide financial relief to certain seniors through property tax relief and interest and
dividends tax exemptions.

4. It would be helpful if the Department of Motor Vehicles provided handicap stickers at their
locations so they could be obtained quickly when needed.

5. It would be helpful to have all medical and social services in one place, like a Senior Super
Center. This would assist with transportation issues as well as make communication and
collaboration between professionals easier.
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Appendix






The State Committee on Aging and
The New Hampshire Department of Health and Human Services
SCOA Bureau of Elderly and Adult Services

Community Listening Forums

Helping Each Other Through the Ages
Schedule 2008

It really is about you. For so many years you may have been focusing on your job or career, raising a
family, or giving unselfishly of your time and talents to your community. Now it’s time to concentrate on
how you want to spend this time in your life. What do you need to stay engaged and active? How can the

State and communities support you in living life on your terms? Please join us for a discussion on this

topic at any of the sessions listed below. Representatives from the State will attend these sessions
to hear your ideas firsthand.

Date Location Contact
Monday, May 12 Nashua Senior Center 889-6155
1:30 p.m. 70 Temple St., Nashua
Monday, May 19 Laconia Public Library 524-4775
10:00 a.m. 695 Main St., Laconia
3:00 p.m. Monadnock ServiceLink 352-9354
105 Castle St., Keene
Wednesday, May 28 William B. Cashin Senior Activity Center 624-6536
10:00 a.m. 151 Douglas St., Manchester
Monday, June 9 River Valley Community College 542-7744
10:00 a.m. (formerly NHCTC—Claremont)
1 College Drive, Claremont
Monday, June 16 Horseshoe Pond Community Resource Room 228-4704
9:30 a.m. 26 Commercial St., Concord
1:30 p.m. St. John’s United Methodist Church 742-3046
28 Cataract Ave., Dover
Tuesday, June 17 Plymouth Senior Center 536-1204
2:00 p.m. 8 Depot St., Plymouth
Monday, June 23 Gibson Center 356-3231
12:30 p.m. 14 Grove St., North Conway
Monday, June 30 Wolfeboro Public Library 569-2428
12:30 p.m. 259 South Main St., Wolfeboro
Tuesday, July 15 White Mountains Community College 445-4525
10:00 a.m. 2020 Riverside Dr., Berlin
Thursday, July 17 Salem Senior Services Center 890-2190
1:00 p.m. 1 Sally Sweet’s Way, Salem
Tuesday, July 22 Littleton Area Senior Center 444-6050
1:30 p.m. 77 Riverglen Lane, Littleton

Please RSVP to Heather at heather.tuttle@dhhs.state.nh.us or 1-800-852-3345 x4384 or TDD 1-800-735-2964 x4384.










To view this report online, visit:
http://www.dhhs.state.nh.us/DHHS/BEAS
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AARP

Executive Summary

Currently, New Hampshire spends the vast majority of its long-term care funds on nursing
home care. In January 2009, AARP conducted a telephone survey among 800 randomly
selected members in New Hampshire to gauge their opinions about long-term care, and to help
assess whether members’ preferences for long-term care are aligned with the state’s allocation
of funding for the system."

The survey found that members feel it is very important to have services that would enable
them to stay at home as long as possible if they needed long-term care. In fact, if faced with
long-term care needs, the vast majority would prefer to receive care at home with help from
family, friends, and home health services as opposed to receiving care in a nursing home or
another residential care setting. To further illustrate this preference for home care:

e 84 percent support shifting state funding for long-term care so a greater
percentage goes towards home- and community-based services,

e 91 percent say they support AARP advocating for increased availability and
funding for long-term care services that enable people to remain in their own
homes and communities,

e 86 percent support developing a long-term care commission in the State to ensure
that services are being provided in the most desirable setting for consumers,

e 68 percent are more likely to vote for a candidate for state office who supported
increased access to and availability of home- and community-based services,

e 94 percent support expanding transportation options so people who can no longer
drive are able to continue living independently in their communities and,

e 71 percent of members would be at least somewhat willing to volunteer to assist
people in their local area so they can remain in their homes.

These findings suggest that the State should seize the opportunity in the current economic
conditions to consider the preferences of its residents and redirect some of its long-term care
funds into less costly and more desirable home- and community-based care options.

Results of this study also show that many members cannot afford the cost of long-term care
and have not planned adequately to pay for the services should the need arise. AARP has an
opportunity to work with the State to ensure affordable options are available and to educate
residents on how to prepare for the possibility of needing long-term care.

! This survey has a sampling error of +/- 3.5%. Data has been weighted to reflect the age of New Hampshire AARP
members. Only members with listed phone numbers were included in the study.
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Background

Americans are facing major long-term care challenges as the United States’ population ages
and people live longer. The cost of nursing home care in New Hampshire is high--one of the
highest in the nation--and has been steadily increasing. In 2001, the average nursing home cost
was $69,000 per year for those paying privately,? and by 2008, the average yearly cost had
increased to $97,000. % Despite the large price tag, New Hampshire spends most of its long-
term care dollars for older adults (88%) on nursing homes.* In 2006, the State paid $291
million for nursing home care, while those getting care at home cost the State $38 million.

For the past several years, AARP has been assessing the opinions of its members in New
Hampshire on the issue of long-term care to help direct AARP’s advocacy efforts in this area.
In 2003, AARP New Hampshire members indicated through a phone survey that their
preferred location for receiving long-term care services was at home, and that they supported a
law that would allow Medicaid to pay for home care services instead of nursing home care for
eligible individuals.® In 2004, members again clearly stated their preference for home- and
community-based care options.® With a recent report showing that New Hampshire currently
dedicates only 12 percent of their Medicaid funding to home- and community-based funding,’
AARP New Hampshire commissioned this study to assess support for creating a commission
to help ensure residents are able to receive long-term care in their preferred settings.

The present report uses data from a telephone survey of 800 AARP New Hampshire members
that was conducted from January 8 through January 11, 2009. The survey has a sampling error
of plus or minus 3.5 percent.” The full questionnaire is contained in the appendix of this
report.

2 Across The States: Profiles of Long Term Care, 2002. AARP, Public Policy Institute, 2002.

http://assets.aarp.org/rgcenter/health/d17794_2002_ats_nh.pdf

® The MetLife Market Survey of Nursing Home & Assisted Living Costs. The MetLife Mature Market Institute, October

2008 .http://mww.metlife.com/assets/cao/mmi/publications/studies/mmi-studies-2008-nhal-costs.pdf

* A Balancing Act: State Long-Term Care Reform, AARP, Public Policy Institute, November 2008.

http://www.aarp.org/research/housing-mobility/homecare/2008_10_ltc.html

® Long Term Care in New Hampshire: A Survey of AARP Members. AARP, February 2003.
http://research.aarp.org/health/nh_ltc.pdf

¢ Home and Community Based Long-Term Care: A Survey of AARP New Hampshire Members. AARP, July 2004.

http://www.aarp.org/research/reference/memberopinions/home_and_community _based_longterm_care_a_survey_of.html

" See page 9 for a full description of the survey methodology.
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Detailed Findings

Long-term care refers to care provided over an extended period of time at home, in a community setting, or
in a nursing home. People of all ages who are frail, ill, or disabled who need assistance with regular daily
activities, such as getting dressed, bathing, preparing meals, or eating may receive long-term care services.
Home- and community-based services are long-term care services that are provided by health care
professionals in the home.?

Seven out of ten members would prefer to receive long-term care at home.

When given several options to choose from, members most often say they would want to
receive long-term care for themselves or a family member at home--preferably with help from
just family and friends, but also with assistance from home care professionals, such as a nurse
or personal care aid. Yet, among those who have received long-term care services in the past
five years, either for themselves or a family member, about a third received care in nursing
homes.

Only about half of members surveyed (53%) say they have had conversations with their family
about their preferred setting should they need long-term care.

Preferred Long-Term Care Setting Setting Where Care Was Received
(Weighted, N=800) (Weighted, n = 135)
At home, with
help from . Nursing home .
family/friends -37/0 -31/0
At h ith .
thome, wit At home, with
help from
home care 0 help from 9
. I - tamity/iends | %
professionals
At home, with
Assisted help from
living 15% home care - 29%
professionals
Nursing home As's!sted
2% living - 16%
Not sure Other
12% F 12%
T T T T T 1 T T T T T 1
0% 20% 40% 60% 80% 100% 0% 20% 40% 60% 80% 100%

8 To ensure survey respondents shared the same understanding of long-term care, this description was read at the beginning of each
interview before respondents were asked to answer questions about their experiences and opinions on long-term care.
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Members think it is extremely important to have long-term care services that
would enable people to remain in their homes, and they strongly support AARP
advocating for increased availability and funding of these services.

Consistent with their preference for receiving care at home, more than eight in ten New
Hampshire members believe if they or a family member needed long-term care services it
would be extremely or very important to have services enabling them to stay at home as long as
possible.

Importance of Having Services that Enable People to Remain at Home
(Weighted, N=800)

Extremely Very
important important
49% 36%

Somewhat
Not sure important
3% Not 9%

important
2%
There is also very strong support among New Hampshire members for AARP advocating for
increased availability and funding of these services. About 90 percent of members say they
support AARP advocating for long-term care services that enable people to remain in their
own homes and communities.

Support for AARP Advocating for Increased Availability and Funding of

Home- and Community-Based Long-Term Care
(Weighted, N=800)

Stongly Somewhat
support support
71% 20%
Oppose

3%
Neither support

nor oppose
Not sure 3%

3%
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New Hampshire members support creating a long-term care commission to
ensure long-term care services are available where people want to receive
them, and they support redirecting state funding so this can be achieved.

AARP is supporting a proposal to develop a long-term care commission in New Hampshire
that would work to ensure that long-term care services are being provided in the most
desirable setting for consumers. This commission would be made up of consumers,
legislators, experts, and professionals from the State. Nearly nine in ten New Hampshire
AARP members say they support the establishment of this commission.

Support for the Creation of a Long-Term Care Commission
(Weighted, N=800)

Somewhat
support

Strongly 20%

support
57%

Neither support nor
oppose
5%
Not sure Oppose
5% 5%
Additionally, more than eight in ten members support shifting some of the long-term care
funding so a greater percentage of funding goes to home- and community-based services.
Currently, about 80 percent of the long-term care funding in New Hampshire goes to nursing
homes, and less than 20 percent goes to home- and community-based services.’

Support for Redirecting Funds toward Home- and Community-Based Services
(Weighted, N=800)

Somewhat
support
23%

Strongly
support
61%

Neither support
nor oppose
5%

Oppose
5%

Not sure
6%

° A Balancing Act: State Long-Term Care Reform, AARP, Public Policy Institute, November 2008.
http://www.aarp.org/research/housing-mobility/homecare/2008_10_Itc.html
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Members would be more likely to vote for a candidate who supported
increased access and availability of home- and community-base services.

Nearly seven in ten members say they would be more likely to vote for a candidate for state
office in New Hampshire if that candidate supported increasing access to and availability
of home- and community-based services.

Likelihood of Voting for Candidates who Support Greater

Access to Home- and Community-Based Services
(Weighted, N=800)

Somewhat more
likely
31%

Much more likely
37%

Less likely
4%

Would not make
a difference
21%

No response
7%

Only one in five New Hampshire members is confident they could afford the
cost of home care services for one year, and many do not know how they
would pay for long-term care should the need arise.

In the survey, it was explained that the average cost for home health care in New Hampshire is
$26.00 an hour,'® and that having care provided four hours a day, seven days a week would
cost about $38,000 a year. In considering this, more than half of the members surveyed say
they are not at all or not very confident they could afford the cost of home care at this level for
a year.

19 The MetLife Market Survey of Adult Day Services & Home Care Costs. The MetLife Mature Market Institute,
September 2008. http://www.metlife.com/assets/cao/mmi/publications/studies/mmi-studies-2008-adshc.pdf
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Confidence in Being Able to Afford Home Care for 1 Year

(Weighted,

Not very
confident
21%

Somewhat
confident
22%

N=800)

Not at all

confident
31%

Not sure
4%

Extremely
confident

Very 9%

confident

13%

If the need for long-term care services arises, most often New Hampshire members say
they plan to use personal assets—either personal savings or the proceeds from selling their
home. However, it is unlikely that many members have actually prepared for this expense.
For instance, one in five say they plan to use long-term care insurance, but only about three
percent of the 50+ population in New Hampshire hold long-term care policies."* Moreover,
one in five report not knowing how they will pay for it.

Anticipated Means of Paying for Long-Term Care

(Weighted,

Personal savings

Long-term care
insurance

Rely on government to
pay

Not sure

Proceeds from selling
house

Rely on spouse/family
members to pay

Other

N=800)

22%

20%0

20%0

0%

40%0 60%0

1 “Insurance for the Final Years,” (Amy Quinton), New Hampshire Public Radio, April 4, 2005. Retrieved January

22, 2009 from http://www.nhpr.org/node/8529
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Member opinions point to the importance of having community supports
that would enable people to remain in their homes.

People who are no longer able to drive often have difficultly getting to places they need to
go, such as doctor’s appointments and shopping. This lack of mobility often threatens the
ability to live independently in the community. As such, nine out of ten AARP members
support expanding transportation options so people who are no longer able to drive can
remain independent. Further, seven in ten AARP members in New Hampshire say they
would be at least somewhat willing to volunteer for a program that helped people in their
local communities get to their doctors’ appointments, do their grocery shopping, and other
household activities so these individuals are better able to remain in their homes.

Support for Expanding Transportation Willingness to Volunteer
(Weighted, N=800) (Weighted, N=800)

Very

Strongly Extremely willing

support S;Tpep:,\cl:?t willing 23%
14%
75% 19% 0
] Not sure

Neither 6% Somewhat

support
nor
oppose Not willing

Oppose 2
Not sure 3% 0 22%

2%

willing
34%

In addition, nearly three-quarters of members think it is extremely or very important for the
State to support unpaid caregivers so they can continue to care for those who need
assistance but want to remain in their homes and communities.

Importance Supporting Unpaid Caregivers
(Weighted, N=800)

Extremely ~ Very
important Important
35% 37%
Not sure
4%
Not
important Somewhat
7% important
16%
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Conclusion

AARP New Hampshire members clearly indicate they would prefer to receive long-term
care services at home. In addition, the vast majority of members feel that if they or a family
member needed long-term care it would be very important to have services available to
enable them to stay at home as long as possible. Despite this preference for the provision
of services at home, members who have needed long-term care either for themselves or a
family member in the last five years most often have received this care in nursing homes--
the least preferred setting.

AARP members not only strongly support AARP advocating for increased access to and
availability of home- and community-based long-term care services in New Hampshire,
they are more likely to vote for candidates who support increasing access to these services.
Moreover, they believe that a long-term care commission should be established in the State
to ensure that long-term care services are being provided in the most desirable setting for
consumers. In light of the current economic strife, the State should take this opportunity to
consider the preferences of its residents and redirect some of its long-term care funds into
less costly and more desirable home- and community-based care options.

At the community level, AARP members are also supportive of programs and services to
help people remain in their homes. Not only do they support the expansion of
transportation services, many are also are willing to volunteer for programs that help those
who need assistance to remain independent. Additionally, most members think it is
important for the State to support unpaid caregivers, such as family and friends, so those
who need assistance can remain in their homes and communities for as long as possible.
To help achieve this, communities across the state should create a climate of support
through the provision of respite care for caregivers and the development of volunteer
programs so community members can help those in need remain in their homes.

With the cost of home care in New Hampshire averaging $26.00 per hour, it is not
surprising that most AARP members do not feel confident they would be able to afford
these services if they needed a high level of care. It is undoubtedly for this reason that
many members do not know how they will pay for long-term care services should the need
arise. There is an opportunity for AARP to work with the State to ensure affordable
choices are available, and to educate consumers about the costs of long-term care as well as
the options available for paying for it.

Methodology

Between January 8 and January 11, 2009, Alan Newman Research conducted 800
telephone interviews on long-term care with a random sample of New Hampshire AARP
members with listed telephone numbers. The sample was weighted by age group to reflect
AARP members in New Hampshire. The sampling error for this study is +/- 3.5 percent.
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Demographic Characteristics
(Weighted, N=800)

Age

50-59 29%

60-74 43%

75+ 24%

Gender

Female 68%

Male

Income

<$20K 11%

$20K-$<50K 25%

50K+ 40%

Employment

Retired
Employed
Education

High school or less
Some college
College grad+

Marital status
Married 66%

Divorced/Separated

Other

0% 20% 40% 60% 80%
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2009 AARP New Hampshire Home and

Community-Based Long-Term Care Survey
Annotated Questionnaire

Weighted N = 800 AARP Members Sampling Error = +\-3.5%

Introduction

Hello, this is from ANR Research, calling on behalf of A-A-R-P. We are
calling residents of New Hampshire today/tonight to get their opinions on some health care
issues. This is not a sales call and you will not be asked to buy anything either now or later.
We would really like to include your opinions in our study and assure you that all of your
answers will remain completely confidential. The survey should take only about 10 minutes
to complete. (IF ASKED: AARP provided your name and phone number)

S1. Are you or your spouse a member of A-A-R-P?
1. Yes
2. No > Thank and terminate

Long-term care refers to care provided over an extended period of time at home, in a
community setting, or in a nursing home. People of all ages who are frail, ill, or disabled who
need assistance with regular daily activities, such as getting dressed, bathing, preparing meals,
or eating may receive long-term care services. Home- and community-based services are
long-term care services that are provided by health care professionals in the home.

1. In the past five years, have you or a member of your immediate family, that is
your spouse, parents, or siblings needed long-term care?

%  n=800
17 Yes

83 No = —*SKIP TO QUESTION 3

<1 Not sure (DO NOT READ)—=>—*SKIP TO QUESTION 3

<l Refused (DO NOT READ)>—*SKIP TO QUESTION 3

12 Percentages may not add to 100% due to rounding or multiple responses.
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2. Where have you or your family members received these long-term care services?
Was it...? (accept multiple responses)

% n=135
30 At home with help from family or friends
29 At home with help from a nurse or health aide
16  Inan assisted living facility
5 Inacontinuing care retirement community (CCRC)
31 Inanursing home
7 Orwas it someplace else?
2 Notsure (DO NOT READ)
1  Refused (DO NOT READ)

3. Ifyou or a family member needed long-term care services in the future, how
would you prefer to have these services delivered? Would you prefer to have...?

%  n=800

37  Family and friends provide all the care at home

33 Anurse and/or a personal care aide provide care at home

15  Care provided in a residential facility, such as assisted living
2  Or, have care provided in a nursing home

12 Notsure (DO NOT READ)

<1 Refused (DO NOT READ)

4. And have you had conversations with your family about these preferences?

% n=800
53 Yes
46 No

1 Notsure (DO NOT READ)
<1l Refused (DO NOT READ)

5. If you or any member of your family needed long-term care services, how
important would it be to you to have services that would enable you or your
family member to stay at home as long as possible? Would it be...?

%  n=800
49  Extremely important
36  Very important
9  Somewhat important
1 Not very important
1 Not at all important
3 Notsure (DO NOT READ)
<1 Refused (DO NOT READ)
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6. How important do you think it is for the State to provide support to unpaid
caregivers, that is family and friends who take care of loved ones, so those who
need assistance can remain in their homes and communities for as long as
possible? Do you think it is....?

%
35
37
16

bbb ow

n=800

Extremely important

Very important

Somewhat important

Not very important

Not at all important

Not sure (DO NOT READ)
Refused (DO NOT READ)

7. The average cost for home health care in New Hampshire is about $26.00 an
hour. To have care provided four hours a day, seven days a week would cost an
individual about $38,000 a year. Knowing this, how confident are you that you
would be able to afford home- and community-based services for one year?

%

9
13
22
21
31

4
<1

n=800

Extremely confident

Very confident

Somewhat confident

Not very confident

Not at all confident

Not sure (DO NOT READ)
Refused (DO NOT READ)

8. If you needed long-term care, how would you pay for it? Would you pay for

it...?
% n=800
22 With personal savings
8  With proceeds from selling your home
20  With long-term care insurance
7 By relying on your spouse or family members
18 By relying on government programs
6  Or by some other way? What would that be?
18 Not sure (DO NOT READ)
1 Refused (DO NOT READ)
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9. Currently 80% of the long-term care funding in New Hampshire goes to nursing
homes and 20% goes to home- and community-based services. How strongly
would you support or oppose shifting some of this funding so that a greater
percentage of funding goes toward home- and community-based services?
Would you...?

%  n=800
61  Strongly support
23 Somewhat support
5  Neither support nor oppose
3  Somewhat oppose
2  Strongly oppose
6  Notsure (DO NOT READ)
<l Refused (DO NOT READ)

10. If a candidate for state office in New Hampshire supported increased access and
availability of home- and community-based services, would you be more or less
likely to vote for the candidate, or would it not make any difference? Would you
be...?

%  n=800

37 Much more likely

31  Somewhat more likely
2  Somewhat less likely
2 Much less likely

21  Would not make a difference
7 Notsure (DO NOT READ)
1  Refused (DO NOT READ)

11. How strongly do you support or oppose AARP in New Hampshire advocating for
increased availability and funding of long-term care services that enable people
to remain in their own homes or communities? Do you...?

%  n=800

71 Strongly support

20  Somewhat support
3 Neither support nor oppose
1 Somewhat oppose
2  Strongly oppose
3 Notsure (DO NOT READ)
0 Refused (DO NOT READ)

A Balancing Act: AARP Survey on Long-Term Care Reform in New Hampshire 14
February 2009





12.

13.

14.

There is a proposal to develop a long-term care commission in New Hampshire.
This commission would be made up of consumers, legislators, experts, and
professionals. The goal of the commission would be to ensure that long-term care
services are being provided in the most desirable setting for consumers. How
strongly do you support or oppose the establishment of a long-term care
commission? Do you...?

%  n=800

57  Strongly support

29  Somewhat support
5  Neither support nor oppose
2  Somewhat oppose
3  Strongly oppose
5  Notsure (DO NOT READ)
0 Refused (DO NOT READ)

How willing would you be to volunteer for a program that helped people in your
local area stay in their homes as long as possible by helping people get to their
doctors’ appointments, help with grocery shopping, or other household
activities? Would you be...?

%  n=800

14 Extremely willing

23 Very willing

34 Somewhat willing
9  Not very willing

13 Not at all willing
6  Notsure (DO NOT READ)
1  Refused (DO NOT READ)

People who are no longer able to drive often have difficulty getting to places they
need to go, such as doctors appointments and shopping. How strongly do you
support or oppose expanding transportation options so people who can no longer
drive are still able to remain in their homes and communities?

%  n=800
75  Strongly support
19  Somewhat support
2  Neither support nor oppose
1 Somewhat oppose
2  Strongly oppose
2  Notsure (DO NOT READ)
<l Refused (DO NOT READ)
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About You

The following questions are for classification purposes only and will be kept entirely confidential.

D1. RECORD GENDER

%
32
68

D2. What is your age as of your last birthday

%
2
29
43
24
2

n=800
Male
Female

(record in years)?

n=800

Less than 50
50 -59

60 - 74

75 or more
Refused

D3. What is your current marital status?

%
66

n=800

Married

Not married, living with partner or significant other
Separated

Divorced

Never married

NOT SURE (DO NOT READ)

REFUSED (DO NOT READ)

D4. What is the highest level of education that you completed?

% n=800
5 0-12" grade (no diploma)
25 High school graduate (or equivalent)
11 Post-high school education (no degree)
14 2-year college degree
20  4-year college degree
6 Post-graduate study (no degree)
18  Graduate or professional degree (s)
0 NOT SURE (DO NOT READ)
3 REFUSED (DO NOT READ)
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D5. Which of the following best describes your employment status? Are you...

%
30
12
48

N~ O1 W

n=800

Employed full-time

Employed part-time

Retired, not working at all
Unemployed but looking for work
Not in labor force for other reasons
NOT SURE (DO NOT READ)
REFUSED (DO NOT READ)

D6. Think about state elections for Governor and Legislators in the last ten years,
which of the following best describes your voting behavior? Would you say you...?

%
72
17

3
2
2
<1
3

n=800

Always vote

Vote most of the time

Vote about half the time

Seldom vote

Never vote

NOT SURE (DO NOT READ)
REFUSED (DO NOT READ)

D7. Do you consider yourself to be a Democrat, Independent, Republican, or something

else?
%

19

26

46

3

1

5

n=800

Republican

Democrat

Independent

Something else

NOT SURE (DO NOT READ)
REFUSED (DO NOT READ)

D8. We realize income is a private matter and so rather than ask anything specific
about your income; 1’d like to ask you to please stop me when | get to the category
that includes your household’s income before taxes in 2007. Was it...?

% n=800

3 Less than $10,000

8 $10,000 to less than $20,000
12 $20,000 to less than $35,000
13 $35,000 to less than $50,000

8 $50,000 to less than $60,000
10  $60,000 to less than $75,000
22 $75,000 or more

2 NOT SURE (DO NOT READ)
21 REFUSED (DO NOT READ)
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uring its 1997 session, the New Hampshire General Court enacted legislation which recognized that long term care includes a continuum of care and that New Hampshire needs a system to help its elderly citizens maintain the maximum level of their independence.  (Laws of 1997, Chapter 309)    While the primary purpose of this legislation was to establish a residential care program and an oversight committee, it also imposed a requirement on the State’s Department of Health and Human Services (DHHS) which will have far-reaching effects on elderly and disabled consumers of long term care services in  coming years.  The legislation mandated the DHHS Commissioner to submit a long term care plan to the President of the Senate, the Speaker of the House, the Governor, the Senate Clerk, the House Clerk, and the State Library. The legislature stipulated that the plan had to include provisions for equitable funding for residential care as well for other levels of long term care.



	This plan, Shaping Tomorrow’s Choices, is being submitted in compliance with the requirements of  Chapter 309.   A recurring theme throughout this document is that the long term care system, which provides a variety of personal care and other supportive services to the frail elderly and physically disabled or chronically ill adult populations, needs to be rebalanced.  To a great extent, the current system relies on nursing facilities to provide this kind of care.  While the quality of care provided in New Hampshire’s nursing facilities is superior to other states, an increasing elderly and disabled population and decreasing public financial resources are causing the Department to re-evaluate how long term care services are provided.  Moreover, many long term care consumers and potential consumers have expressed that they prefer to be cared for at home or in other less acute settings.  Because we spend far more on nursing facility care than on home and community based care, there is an inherent dichotomy between the State’s present long term care system and consumer choice.  Shaping Tomorrow’s Choices is an initial step towards rebalancing the long term care continuum by adding more resources and support to the home and community based service infrastructure to  make it more responsive to increased consumer demand.  This plan also supports the concept that consumers have the right to control the provision of their care, which was first put forth in the Department’s Long Term Care Policy Statement.



	Consistent with its practice of seeking input from a wide variety of sources before implementing a major policy change, the Department released a draft version of Shaping Tomorrow’s Choices on January 21, 1998.  The draft was circulated to the Governor, Executive Councilors, members of senior and adult disabled advocacy groups, providers, legislators, family caregivers, and long term care consumers themselves.  The Department conducted a series of public forums in Concord, Nashua, Portsmouth, Littleton, and Rochester at which individuals could offer comments and ask questions about the plan.  Other informational sessions were given to advisory and related groups, as well as to, the news media and the Department’s own staff.  In addition, the Department’s senior management staff were interviewed on the plan’s  basics by the print, radio, and television media.  The text of Shaping Tomorrow’s Choices was made available on the Department’s Web Site.  Throughout this process, many comments--written, oral, and electronic --were submitted.



	The public review and comment process on the January 21 draft of Shaping Tomorrow’s Choices yielded four major types of comments.  Although the majority of comments supported the Department’s stated goal of shifting resources to home and community based care, many commentators were concerned that DHHS was not going far enough.  Limiting the scope of long term care policy changes to Medicaid nursing home eligibles only, as the plan did, was excluding the majority of those who need other services, including self-paid care.  Others considered the plan’s strategy of shifting funding away from nursing home care to home and community based alternatives for this group to be fundamentally flawed, given the projected increases in the population likely to need nursing home care.  Some expressed the fear that there are not enough community services available for people who need them, and if nursing home care became unavailable, they would have access to no care at all.



	Reviewers also faulted the draft for its lack of specificity about implementation timelines and budget, as well as for sketchy details describing the home and community based infrastructure it proposed.  Some providers objected to the draft’s description of a fragmented, poorly coordinated long term care system in which people experience many barriers to accessing services which may not necessarily meet their needs and which offers relatively little assistance in locating and accessing these services.



	The Department acknowledges that these comments are valid.  A number of changes have been made to this current version of Shaping Tomorrow’s Choices as a result of the public review process.  In response to the four broad comment areas summarized above, the following comments are offered:



Shaping Tomorrow’s Choices fundamentally remains a strategy targeted to the Medicaid nursing home eligible population.  Although the eligibility requirements for Medicaid nursing home care are among the most restrictive, the federal rules governing Medicaid Waivers give the states wide flexibility in determining how long term care services can be provided to eligible persons.  By  amending its Home and Community Based Care Waiver for the Elderly and Chronically Ill (HCBC-ECI), the Department will be able to use Medicaid resources to fund the development of a range of home and community based services that help to create real alternatives to nursing home care and which will strengthen the home and community based service systems accessed by the non-Medicaid population.  These alternatives would not exist without the infusion of additional funds, and Medicaid at present is the best possible source to accomplish the development of new services and the expansion of existing ones.



While New Hampshire will undoubtedly experience significant increases in its elderly population, this does not necessarily mean that all or even most elderly will need care in a nursing home. 



DHHS will not initiate a large-scale reduction in funding for nursing home beds until an adequate level of home and community based long term care resources has been established.  A gradual shifting of dollars from reductions in Medicaid nursing home beds to community based services will help to rebalance the long term care continuum as well as ensure that the appropriate level of care will still be available for a consumer, based on a needs assessment.



Shaping Tomorrow’s Choices was originally written as a concept document that sets forth a strategy for effecting change in the long term care system.  It was not intended to be an implementation plan with time frames and a budget. An implementation plan will be developed at a later time by the Department after the HCBC-ECI Waiver has undergone the federal review process.



	The description of the current service infrastructure as fragmented and uncoordinated is not a criticism of service providers.  The fact that many people receive the services they need in a timely manner and achieve their desire to remain at home despite funding constraints, low reimbursement rates, and inconsistent regulations, strongly suggests that service providers, including the Department’s own social workers and case managers, accomplish much with relatively few resources and in spite of frustrating barriers. In reality, home and community based care is a delicate balance involving multiple funding sources, providers, and systems.  More often than not, this balance is achieved thanks to the nurses, social work staff, providers, and program administrators who are deeply committed to making home based care programs work.  The fragmentation and lack of coordination evident in the current service structure ought to be interpreted as a negative reflection on State  practice  which currently does little to assure that coordinated services are available and delivered consistently throughout the State rather than on the performance of service providers.		Shaping Tomorrow’s Choices is targeted to serve frail elderly and the physically and mentally disabled and chronically ill population who have an array of social, physical, and emotional needs.  This population has an especially high prevalence of chronic medical illnesses and can have co-occurring mental disorders resulting in higher levels of disability and an increased use of institutional long term care.  A major feature of this plan is the goal of maximizing the use of home and community based alternatives to nursing homes by providing a functionally integrated approach to assessment and the delivery of services in the community that respond to the needs of the whole person.  To meet this goal, Shaping Tomorrow’s Choices aims to provide a comprehensive approach to the delivery of long term care services in the community, including the coordination and functional integration of residential support services, social supports, medical long term care and behavioral health care.



	At the same time Shaping Tomorrow’s Choices was undergoing public review and comment, SB 409, the Department’s legislative agenda for long term care, was moving in a parallel track through the legislative process.  SB 409 would give the Department of Health and Human Services the authority through law to implement the changes outlined in Shaping Tomorrow’s Choices.  In June of 1998, the House Finance Committee referred SB 409 to interim study so that the issues raised during the legislative hearings about nursing home funding for Medicaid recipients could be resolved.  The Department worked closely not only with the study committee but also with representatives of the Senate and the House health and human services committees, consumers, the advocacy community, and providers to resolve these issues.  Rather than let these differences prevent or postpone the passage of this important legislation, the Department actively participated with other stakeholders in multiple rewrites of this bill.  Consequently, the bill was passed on September 10, 1998 with the endorsement of the State Committee on Aging, AARP, the Home Care Association of New Hampshire, the New Hampshire Association of Counties, the New Hampshire Association of Residential Care Homes, as well of the Department of Health and Human Services.



	With the enactment of SB 409, the State is beginning the systems change that must occur if we are to meet an increasing need for long term care for our elderly and chronically ill population within the limits of public funding.  SB 409 builds in safeguard for State and county budgets, and at the same time it promotes the highest degree of independence and personal choice for consumers as outlined in Shaping Tomorrow’s Choices.
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CHAPTER 1 -- NEW HAMPSHIRE’S CURRENT LONG TERM CARE SYSTEM



L



ong term care, which involves basic living supports for frail elderly and disabled persons,  is not a new issue for either the legislature or for DHHS.  The past fifteen years have seen a high level of interest in long term care among New Hampshire’s public policy makers, much of it being generated by the State’s changing demography.  Like other states, New Hampshire is experiencing remarkable increases in its elderly population.  
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	According to U.S. Census data, approximately 12 percent of New Hampshire’s population of 1.1 million are elderly.  While many of them enjoy a vigorous, independent lifestyle as a benefit of an extended life expectancy, the number of older people and disabled individuals who need help with bathing, dressing, eating, getting in or out of a chair or a bed, using the toilet, and continence is increasing.  These functions are called “Activities of Daily Living” (ADLs) and are part of the standards used to determine an individual’s need for long term care.  Other activities which measure a person’s ability to prepare meals, do laundry, do heavy housework, shop for groceries, manage money, use the telephone, take medicine, do light housework, get around outside, and travel beyond walking distance are also considered in assessing a person’s need for long term care.  These are referred to as the “Instrumental Activities of Daily Living”  (IADLs).  The need for help with both ADLs and IADLs tends to increase with age.



	Although long term care services can be provided at home, in a nursing facility, or other community based setting, the overwhelming preference of most people is to receive these services at home.  Moreover, most people want to maintain some control over the services they receive, either directly or through a representative, preferably family.� However, a glaring contradiction exists between consumer preferences and the State’s Medicaid long term care service system.  Under New Hampshire’s Medicaid Plan, nursing facility care is an entitlement, that is, a service which the State is legally required to provide to individuals who are eligible, but home and community based care is optional.  A  state may choose to provide home and community based care to eligible people but is not required to do so.



	The aging of the State’s population is not occurring uniformly.  The number of New Hampshire citizens over age 65 is expected to double in 20 years, while the group over age 85, which is 5 to 6 times more likely to need a nursing facility level of care than other age groups, will double between the years 1993 and 2000.  Based on estimates made by the Department of Health and Human Services,� if New Hampshire maintains its current long term care utilization patterns, which represent nearly 80 percent of the State’s $550 million Medicaid budget, its long term care costs will increase 300 to 400 percent over the next 20 years.� 
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	Financing long term care in New Hampshire involves multiple funding sources both public and private.  Public funding sources include federal, state, and county funds.  Private sources come from an individual’s own resources--pensions, Social Security benefits, personal savings, and in the case of  home based care, the uncompensated care-related activities performed by family members and others.  Community fund raising activities also supplement the financial resources of many nonprofit providers of community based care.  Only a small portion of the long term care provided in New Hampshire is paid for through commercial long term care insurance.



	The Medicaid Program plays a significant role in the public funding of long term care in the State.  Medicaid funds both nursing facility and home based services, with nursing facility care being the single greatest expense in New Hampshire’s Medicaid budget.  Approximately 70 percent of the State’s 7931 licensed nursing facility beds are Medicaid-funded.  In 1997, the average cost of a Medicaid-funded nursing facility bed was $32,000 per person per year.  (This figure does not include the resident’s contribution to the cost of care through Social Security and other pensions.)  Federal taxpayers pay for one-half of this cost; the other half is shared between state and county taxpayers at the rate of 19 percent and 31 percent respectively.  The average cost of a privately paid bed for the same time was $53,000.  While this figure is substantially higher than the Medicaid rate, it is significant to note that nearly half of the Medicaid-funded nursing facility beds are now filled by persons who were private pay residents upon their admission.  These are the people who have “spent down” or exhausted their personal resources on nursing facility care and have then become eligible for Medicaid assistance from the State.



	Over the last ten years, Medicaid long term care expenditures paid for by the State for the elderly and adult populations have increased 11.8 percent per year and the number of persons served has doubled over the period 1988 to 1994.  State revenues, however, have not been keeping pace with these increases.  The New Hampshire Department of Administrative Services Annual Report for 1995 indicates that between 1986 and 1995, General Fund revenues were increasing by only 4.5 percent per year, while appropriations, excluding Medicaid enhancement funds, were growing by 7.6 percent per year.  At this rate, public resources will be inadequate to support the level of demand for long term care services being projected for the future.  Unless we rethink how we deliver and fund long term care services, many of New Hampshire’s most vulnerable citizens may not have access to the care they need.  



	When DHHS staff compared New Hampshire’s nursing facility utilization patterns to those of other states, it became apparent that New Hampshire has not been using its scarce Medicaid resources as effectively as other states do.  New  Hampshire ranks 9th lowest among all states in the acuity level, or the severity of need, of its nursing facility residents.� This means that 41 states have nursing facility residents with greater needs than New Hampshire’s nursing facility residents.  New Hampshire also ranks 3rd lowest among the states for the number of ADL deficiencies per nursing facility resident.  Forty-seven other states serve nursing facility residents who require more assistance to meet daily living activities than New Hampshire does.�



	A 1995 study conducted by the Department’s Division of Public Health supports these findings.� The study found that nearly 700 residents of nursing facilities in the State required no assistance with ADLs.  Sixty-seven percent of these residents received Medicaid assistance, and 216 of these Medicaid recipients reported no difficulty in performing ADLs.   Of the 143 Medicaid recipients who reported difficulty with only one ADL function, 60 percent said they did not need staff assistance.  Many of these individuals lack a family and community support system.  They are unnecessarily forced into nursing facility care as the only long term care option available to them.  Redesigning the long term care system would allow the State to establish the much needed local support systems which would allow such individuals to remain at home or in a setting less restrictive than a nursing facility.



	A second study conducted in 1995 for the New Hampshire State Legislature reported similar findings for older adults who have mental disorders and who also reside in nursing homes.  Approximately 30 percent were judged by clinical providers to be appropriate to reside in a less intensive setting in the community, but these individuals were unable to do so due to the lack of intermediate levels of home and residential care options.  (Report to the State Legislature:  New Hampshire’s Elderly with Mental Illness:  The Challenge and the Opportunity, 1995)



	These two studies of New Hampshire’s nursing home population that were conducted in 1995 are by no means conclusive.  They should be considered as point-in-time studies which may or may not have allowed for other factors  in the decision to use nursing home care which would be part of a rigorous research design.  However, their findings are useful in understanding the important role both formal and informal supports such as socialization, personal care, home health, chore and home repair, and transportation play in keeping frail elderly and disabled adults independent in their own homes and communities.



	New Hampshire has nearly twice the percentage of Medicaid eligibles using nursing facilities than the rest of the country--8.58 percent as opposed to 4.81 percent.� Our nursing facility expenditures are the fifth highest in the country, exceeded only by Alaska, Hawaii, New York, and the District of Columbia.� In 1992 New Hampshire’s nursing facility reimbursement rate was 30 percent higher than the national average, higher than Vermont and Maine, its rural neighbors.



	Until recently New Hampshire had a loophole in its mechanism for controlling the number of nursing facility beds, which is essential to controlling its Medicaid expenditures.  The Certificate of Need (CON) process is the mechanism which the State uses to regulate the growth of nursing facility beds.  Under RSA 151-C, nursing facility providers must apply to the Health Planning and Review Board for authorization to build or establish a stated number of nursing facility beds.  The Board determines if the number of approved beds the provider is requesting complies with the standard of need the Board has set for the State.  Until it was changed in 1998, the standard of need was 50 nursing beds per thousand of the State’s population aged 65 and older. The standard is now found in law and is 40 beds per thousand of the 65+ population (RSA 151-E:12 III (b).



	Before 1996, a facility could add additional or “leeway beds” without CON approval. In 1993 and 1994 alone, 155 leeway beds were added to the total number of approved beds, and the State is still experiencing the resulting financial impact.  For every Medicaid patient who occupies a leeway bed, a cost is added to the Medicaid Program.  Leeway beds, which have pushed the actual bed ratio to 58 nursing facility beds per  thousand of the population age 65 and older, represent additional expenses which the State can neither afford nor control.



	New Hampshire is over-bedded because it had a relatively high bed ratio to begin with and because the leeway bed provision inflated the actual bed ratio above the standard.  In comparison to the national landscape, New Hampshire has a high number of nursing facility beds.  The 25 states with a lower bed ratio than New Hampshire averaged only 39 beds per thousand of the elderly population.�



	A review of national data related to home and community based care shows the extent to which the State’s long term care system is misaligned.  New Hampshire ranks 43 among the 50 States and the District of Columbia in nursing facility expenditures per person age 65+, a very high rating.� In contrast, the State spends 9.3 percent of its long term care expenditures on home and community based care, a low ranking.� This does not include other community based options such as residential care, which is not funded by the State.



	Not surprisingly, New Hampshire is ranked below average in its progress and commitment to home and community based care�, average in its ability to control nursing facility utilization, and below average in its ability to control nursing facility expenditures.�



	In sum, New Hampshire has more nursing facility beds than it needs and its Medicaid nursing facility population is less disabled than the United States at-large nursing facility population.  New Hampshire nursing facility residents receiving Medicaid assistance have fewer disabilities that affect their ability to clean, dress, or feed themselves.  The lower acuity levels of New Hampshire’s elderly suggest that these individuals can be appropriately served in a home and community based program.  Compared to national statistics, the analysis of the demographics and characteristics of New Hampshire and its nursing facility population signals the need to redefine the State’s dependence on institutional care for its elders and disabled persons and to offer alternative options for  nursing facility care, which many consumers and their families are demanding.�



CHAPTER 2 -- A LONG TERM CARE POLICY FOR NEW HAMPSHIRE



O



n December 31, 1996, the Department adopted its policy statement on long term care, which was the culmination of a broad-based effort to involve consumers in developing a policy that would directly affect them.  During the 1995 legislative session, the New Hampshire General Court enacted HB 32  (RSA Chapter 310, Laws of 1995), which required the Department of Health and Human Services to implement extensive changes in the State’s health care system.  Among them was the requirement for the Department to adopt a comprehensive long term care policy for the State. The policy, which was to be developed in consultation with long term care providers, was to address the continuum of care options for providing health care and supportive services to the elderly.  In addition to providers, the Department subsequently included the views of consumers, advocates, and other interested individuals in formulating its long term care policy.



	This approach was successfully tried in the Department’s strategic health planning process.  During a two-and-one-half year period, over one thousand New Hampshire citizens participated in seven community councils, 22 focus groups, 10 town meetings, and four symposiums related to health care, and in reviewing the reports produced in the planning process.  The New Hampshire Health Plan is focused on the entire State population and health care delivery system rather than on a specific community, service, or age group.  Thus, the health care needs of the population who will be affected by Shaping Tomorrow’s Choices will also be addressed in the visions, values, and goals developed in the Health Plan.



	In sum, the Health Plan promotes access for everyone to necessary and appropriate health and social services.  Health is not defined as merely the absence of illness but as the presence or the realization of potential well-being.  Health care should include those necessary and appropriate services--medical, social, or other--that promote the highest possible level of function and independence for an individual.  Health care should address the whole person, and its goal should be the physical, emotional, and spiritual growth, satisfaction and fulfillment of the individual.



	Within the framework of the strategic health planning process, five core values were developed:



Every New Hampshire citizen will have access to necessary health care services regardless of individual circumstances.



The health care system will be based on desired health outcomes as determined by well-defined indicators for measuring health.



The health care system will emphasize quality of care and focus on controlling costs.



Health care consumers will be empowered and assume primary responsibility for their health and for the care they receive.



Communities will play a role in the organization and integration of health systems and in the delivery of health care services.



�

	The core values articulated in the long term care policy statement are similar. In brief  New Hampshire’s long term care policy affirms the right of elderly and of disabled citizens to receive care and services in their communities, to have a choice in the services they receive, and to direct their own care and services.  New Hampshire’s long term care system must be flexible enough to develop services and supports that meet a consumer’s unique needs and choices rather than offer pre-determined services which may not necessarily respond to those needs and choices.  The policy statement affirms the right of a competent person to make choices and to take risks that others may question, and it calls upon the State to support families and other caregivers of the elderly and disabled by offering them incentives such as respite care and affordable community services.  The policy’s major themes include innovative service development originating with the consumer in his or her own community and consumer choice, direction and support.�



	Translating the values articulated in The Long Term Care Policy for New Hampshire into action will require wide-ranging, profound systems changes.  Older people who will be the largest group affected by these changes and their families need to understand what these changes are and what the impact of these changes will be.  The long term care system must be reconfigured if consumers are to have viable choices in the services they  want and where they want to receive them.  If consumers are to be truly in charge of their own care, the service environment must be transformed.  Policymakers and funders must incorporate the concepts of consumer preference and consumer-directed care into the delivery of long term care services which providers can implement consistent with the Long Term Care Policy’s values.



�

CHAPTER 3 -- THE STATUS QUO OF HOME AND COMMUNITY BASED CARE



A



s a result of the funding bias evident in public long term care programs in favor of institutional care, the current home and community care system is supported by multiple  resources, which has resulted in fragmentation and an inequitable distribution of services in some areas and a strong, responsive network that is locally supported in others.  Using this system as a foundation, New Hampshire has implemented a number of home and community based care programs for the elderly and disabled through Title XX of the Social Security Act  (Social Services Block Grant), Title III of the Older Americans Act, the Medicaid Home and Community Based Care Waivers, and State-funded programs for congregate housing services, Alzheimer’s respite care, and adult in-home care.



	These programs are provided through a locally based network consisting of the Department’s twelve District Offices, the Division of Elderly and Adult Services social workers and nurse case managers, and fifty-five nonprofit agencies under contract to the Division which provide core services such as homemaker, chore, adult in home care, meals on wheels, home health, and outreach. They also provide needed support services to family caregivers, who often supplement the care that is given by the “formal” care system and who may find it difficult to find and maintain reliable paid help.  Given the nature of the current service delivery system, these providers work together, utilizing both public and private funds to deliver services.  Often providers rely on the volunteer sector, which offers a variety of supports such as transportation, visiting and socialization, and chore services.  It is not uncommon for providers to develop a service plan which draws from services from multiple programs.  For example, a DEAS social worker may authorize Social Services Block Grant services or request the local home health agency to authorize Title III funds for homemaker services while a consumer’s eligibility status for HCBC-ECI services is pending.  In situations like these, the service plan, which is operating under the goal of maintaining a consumer’s independence, can be put into place without unnecessary delays.



	Although these publicly supported programs have existed for some time, funding levels have not kept pace with service demand.  Waiting lists are common, and providers at times have had to scale back on both staff and the number of service units they provide to stay within the limits of available services dollars.  Restrictive financial eligibility requirements also exclude many who need these services.  For example, Social Services Block Grant programs may not serve individuals  whose income exceeds $749 per month.�



	The rural nature of New Hampshire further complicates service access.  Most service areas are rural and are impossible to serve adequately in view of funding limitations.  Many small towns are without some of the home and community based services offered elsewhere.  In areas where these services are available, providers have noted increases in the numbers of elderly needing services, the comprehensive nature of their service needs and the follow-up activity necessary to provide services.  Other formidable barriers to service access include lack of transportation, lack of time and few resources to spend on outreach and on more complex cases, and staff reductions.�



	Long term care researchers have found that the biggest gap in the current long term care system is the lack of community resources.� In most states, including New Hampshire, multiple sources fund multiple programs which operate in parallel.  There is no single coordination point, nor is there a single system capable of delivering uniform, nonduplicative care to elderly and disabled persons.



	The consequences of this lack of service coordination can have a profound impact on elderly and disabled people who need long term care and on their families.  Many are unaware of the existence of home and community based care or how or where to access services. To them, nursing facility care may appear to be their only choice.  



	For others who are already receiving home and community based services, the system is often unresponsive during health-related crises or emergencies.  This is a population with chronic needs and medically complex conditions which can require medical services as well as long term care services across a variety of settings.  



	Transitions between home to hospital to nursing facility and back home again are difficult for most chronically ill persons and their families. From a policy perspective, the current system does relatively little to ensure that the services they need from both the acute care system and the long term care system are provided in any coordinated fashion.  While professionals are available to help people make these transitions, no one has any clear and routine responsibility for monitoring a person’s care plan and ensuring that the necessary services are being provided.  Providers who are forceful advocates do, nevertheless, assume this responsibility in actual practice.  However, the services system does not make this task easier, for barriers exist in the form of different application processes, eligibility standards, and service requirements, all of which must be adhered to if an individual in a crisis or a transition stage is to receive the services he or she needs.



	All too frequently public long term care programs lose sight of the individuality of the people they serve.  Thus, patients or consumers become “recipients” or “residents”, and essential services are termed “units.”  Important decisions affecting a chronically ill elder or a disabled adult are often made by others, and that individual’s right to make decisions about what services he or she wants may become a secondary consideration when providers work in a crisis mode to put services in place. 



	Absent from this discussion on long term care has been the role of the family and others known as the “informal” or natural helping networks.  Families USA, a health and long term care advocacy group, has estimated that nearly 85 percent of the long term care supports provided to elderly and disabled people in this country is provided not in nursing facilities or by professional caregivers but by family members, friends, neighbors, and volunteers.  Most of this care is uncompensated, and it can range from driving an elder to the doctor to 24-hour care and supervision.  Only five percent of the dependent elderly receive all their care through the formal service system.�



	Although the stresses of caregiving on family life are still being studied, the toll that unrelenting caregiving takes on the well-being of the caregiver is well known.� The fact that the average age of a female caregiving spouse is 65, that nearly one in three is over age 74, and that more than one in three caregivers of elderly persons are poor is a strong argument for caregiver support; clearly, these caregivers need as much support as the people for whom they care.�



�

CHAPTER 4 -- PREVIOUS LONG TERM CARE SYSTEMS CHANGE EFFORTS



N



ew Hampshire has been grappling with the public policy issues of long term care for at least fifteen years, particularly with those issues related to the institutional bias of the Medicaid Program.  In 1983 Governor John H. Sununu appointed the Long Term Care Task Force and charged it with the responsibility of making recommendations for a fully developed support system for the State’s elderly.  The Long Term Care Task Force determined that New Hampshire needed to develop a system of care that provided a fuller range of community based support services to save the State the cost of additional and unnecessary institutionalization.  The Task Force’s goal was to allow people to remain in as close to normal living circumstances for as long as they desired.



	In 1985 the State Legislature established the Legislative Advisory Committee on Long Term Care.  In its charge to the Committee, the Legislature found that functionally impaired elderly and chronically disabled persons need assistance from a community based system of services if they are to remain independent in their own homes, with relatives, or in other community settings.  The Legislature also called for the establishment of a continuum of care to prevent unnecessary institutionalization and to make community care services available to all residents of New Hampshire who are elderly or functionally impaired.



	In 1986 the Legislature initiated the continuum of community based care for elders and disabled adults by establishing the Division of Elderly and Adult Services.  The purpose of the new agency was to make a wide variety of home and community based services available to the frail elderly and disabled adult population to enable them to live independently and to give them alternatives to institutional long term care.



	As the continuum developed, the Legislature later found that long term care programs for the State’s elderly citizens lacked coordination, which caused both duplication of services and service gaps. (RSA Chapter 22, Laws of 1988)  Several years later as the Legislature struggled with the financial aspects of providing care to an exploding elderly population, it recognized that home and community services are a viable and necessary part of the long term care continuum and that these services enable many of New Hampshire’s elderly citizens to live at home. (RSA Chapter 193, Laws of 1990)



	In 1991 the State Committee on Aging issued the Chapter 193 report entitled Assessing the Future Needs of New Hampshire’s Elderly.  The report recommended a comprehensive restructuring of New Hampshire’s long term care system.  The report emphasized that New Hampshire needed to develop a long term care system that maintained the independence of elderly people in their homes with the support of community based services.  It also emphasized the need for the State to rethink the allocation of Medicaid dollars that support the costly institutionalization of individuals at the expense of developing a comprehensive community support system that would assist those individuals in staying in their homes for as long as possible.



	Concerned that older people requiring long term care and their families were not being given the supports they need from the service system to make informed choices about community based care, the Legislature directed the Department in 1994 to implement an in-home care pilot program to help older people receive services across a variety of settings and from multiple sources.  (RSA Chapter 401, Laws of 1994)  The Legislature “endorsed the concept that long term care services should focus on the needs of the individual and should consider the individual’s desire to remain at home if appropriate.”



	The above efforts can be described as incremental.  To date they have not been far-reaching, nor have they resulted in comprehensive system changes.  As the nature of long term care evolves, and as the State’s legislators and policymakers know more about the future needs and preferences of New Hampshire’s long term care population, DHHS must position the State to use its scarce, publicly-funded long term care resources more efficiently.  The legislative and administrative actions described in this chapter have a consistent theme: that  elderly and disabled people have the right to live safely, independently, and with dignity  in their communities.  The State has a responsibility to encourage the development of the services and supports that allow people to remain in their communities, especially since those community based services can provide people with the care they need and prefer at a lower cost to taxpayers than institutional care.



CHAPTER 5 -- AN AGENDA FOR SYSTEMS CHANGE



T



 he Department’s decision to redesign the long term care system for frail elderly and disabled adults to emphasize consumer choice and home and community based care was not made lightly.  Its decision is supported by the work of a number of legislative study committees and independent research on system design and delivery of long term care services.  This work relied on public input, which overwhelmingly affirmed the need for a variety of options to permit individuals to remain in the community with supports.�



	Nursing facilities have played and will continue to play an essential role in the long term care system.  Recent utilization patterns, however, suggest that their role is changing.� The numbers of short-term nursing facility stays are increasing.  More people are using nursing facilities for post-hospital recuperative stays or for subacute stays.  These individuals return home after their recovery, and if they need additional care, they often receive it at home or in a community setting.



	In addition to being a  resource for individuals who may need a more intensive level of care temporarily, nursing facilities can be the locus of community based long  term care services.  The concept of the “service house” as developed in Sweden and other European countries is based on this premise.� In a service house model, nursing facility staff are available for day health and other on-site programs, respite, and even home care to frail elderly and disabled people in the community.  The nursing facility staff represent an available pool of service resources which with retraining can be readily transferred to a home and community based care setting.



	The transformation of  the public long term care system from a predominantly nursing facility-based orientation to a home and community based one is fundamental to the long term care systems changes proposed in Shaping Tomorrow’s Choices.  It will require a combination of regulatory modifications, legislative and policy revisions, and other administrative actions.  Accordingly, the Department has implemented or proposed for implementation the following to initiate these changes:



A.	Legislative Changes



	During the 1998 legislative session, SB 409-FN, entitled “An Act Relative to Long-term Care and Extending the Moratorium on New Nursing Home Beds,” was introduced.  In sum, this proposed legislation comprised the Department’s long term care legislative agenda for implementing the systems changes outlined in Shaping Tomorrow’s Choices.  Through this legislative vehicle, DHHS requested the Legislature for the authority to:



1.	Extend the nursing facility moratorium from December 31, 1998 until December 31, 2001.  HB 32 (1995), which mandated the Commissioner of Health and Human Services to develop a long term care policy, also placed a moratorium on the construction  or establishment of new nursing facility beds until July 1, 1998.  This legislation also eliminated the leeway bed provision in the Certificate of Need process.  To allow for the rebalancing of the long term care system, which will require the development of additional home and community based resources, the Department requested the Legislature to extend the moratorium until December 31, 2001. 



2.	Amend the health care facility licensing statute to permit Medicaid funding for residential and supported residential care.   By definition, services authorized under the Medicaid waiver for the elderly and chronically ill  may be provided to nursing home eligible persons only.  Amending RSA 151, the health care facility licensing statute, to include a provision that residential and supported residential care programs may care for Medicaid nursing home eligible persons would re-affirm the Department’s authority to offer services under this waiver in a less intensive setting than a nursing facility, provided that the Medicaid recipient  agreed to such an option and the facility could provide the appropriate level of care.



3.	Implement pre-admission assessment for  individuals eligible for Medicaid  applying for nursing facility services and a mandatory education program for anyone seeking to enter a nursing facility.  Such pre-admission assessment would be available on a voluntary basis to persons able to pay for their own care.  Assessments would be done according to functional standards, and applicants would be advised of the level of care appropriate for their needs.  All nursing facility applicants would also be educated about the range and cost of available long term care  options, including home based care.  Information about the range of available long term care options, which includes home and community based care, would be provided to any person applying for residential care, regardless of the payment source for the care to be provided.



	SB 409 was enacted by the legislature on September 10, 1998 as RSA Chapter 388 of the Laws of 1998 and was signed by Governor Jeanne Shaheen shortly thereafter.  The Department has already begun to implement the changes ordered by this new law that will lay the foundation for restructuring the long term care system.



B.	Administrative Actions



a.	Nursing facility initiatives



1.	The Department will explore making incentives available to nursing facilities to convert their beds to other uses.  Some nursing facilities are converting their beds to assisted living, which allows residents to maintain a private living space with a kitchen and bath but enables them access to the long term care services they need. Assisted living also contributes to an elderly or disabled individual’s sense of personal security, inasmuch as help is readily available in an emergency.  Some New Hampshire nursing facilities have already begun to convert their beds to assisted living.  Others are considering day programming or residential care.  The Department will seek the flexibility to offer incentives, administrative or financial, to facilities which convert nursing facility beds to other uses.



2.	The Department will work with the Housing Finance Authority to implement an assisted living pilot.  The New Hampshire Housing Finance Authority has made a limited number of low-cost loans available to qualifying owners and developers of elder housing for expenses incurred in converting current facilities to other uses or for the construction of new assisted living facilities.  The Department anticipates supporting this initiative by creating opportunities for Medicaid-eligible individuals to reside in these assisted living facilities.



3.	The Department will explore piloting the concept of the service house as an alternative to nursing facility care.  



4.	The Department will continue the practice of deeming licensed nursing facility beds to residential care and supported residential care.  Licensing rules allow a nursing facility to opt to provide care at a lower licensing level, i.e., licensure as a residential care or a supported residential care bed, provided that it does not exceed its licensed capacity.  This practice should be continued.



5.	The Department will  explore implementing an incentive rate for those nursing facility providers who voluntarily close or convert beds.  Facilities would thus be given an incentive in the short-term to improve the quality of the care they provide by having more to spend on direct care per patient.  Those facilities opting to convert beds to other uses would be given incentives to participate in building resources for the home and community based infrastructure.



6.	The Department will develop and implement an acuity-based reimbursement methodology for nursing facilities.  The current nursing facility reimbursement methodology does not take into account the costs associated with the care of more severely disabled individuals, in other terms, the acuity level.  As a result, facilities providing lower levels of care tend to be overpaid while those providing higher levels of care to more severely impaired individuals are frequently underpaid for the level of care they provide. Chapter 388 of the Laws of 1998 has ordered the Department to implement a system of rate-setting which will be directly correlated to the level of a patient’s care and the costs of the care provided on July 1, 1999 or as soon thereafter as practicable.



b.	Community Initiatives



1.	The Department will expand the access and availability of intermediate level services within the home and community based services framework included in the HCBC-ECI Waiver. Under this Medicaid Waiver, nursing facility eligible individuals can receive home nursing, personal care, home health, homemaker, adult medical day care, respite care, and personal emergency response, as well as other Medicaid services depending on their needs.  While these services are basic to the system of home and community based care, they cannot help an individual remain in the community if that individual has no home where these services can be provided or cannot afford necessary renovations which would enable a disabled person to remain at home.  Lack of an intermediate level of support between home care and nursing facility care is a factor in the institutionalization of frail elderly and disabled persons.  For this reason, the Department has filed an amendment to the HCBC-ECI Waiver to include Medicaid funding for this intermediate level, which will be called Community Living Services, for persons who meet nursing facility admissions standards.  The amendment was submitted to the federal Health Care Financing Administration for approval on September 30, 1998.  The following intermediate services have been included in the Waiver amendment:



(a)	Shared Housing, which will link older or disabled adults in need of supportive assistance and companionship with individuals in need of housing.  Elderly people or disabled adults who want to maintain their home in the community can continue to do so by sharing their accommodations with properly screened and trained individuals who would provide minimal care and supervision in exchange for housing.



(b)	Congregate Housing Support, which provides meals, housekeeping assistance, personal care, and transportation to scheduled doctors’ appointments to elderly and disabled residents of publicly owned housing.



(c)	Adult Family Care, which provides personal care, support, and supervision in a family setting.



(d)	Residential Care, which provides assistance with ADLs and IADLs, supervision of medications, implementation of a care plan including therapy follow-up, transportation to non-medical activities, dietary  planning, incontinence management, and other supportive activities within a community setting.



(e)	Supported Residential Care, which provides Residential Care plus additional nursing,  supervision, or specialized behavioral health care for more disabled residents and residents with special needs.



(f)	Assisted Living, in which frail elderly and disabled people can live in an independent apartment with a separate bedroom and kitchen, but  they are able to receive meals, transportation, personal care assistance and other supportive services, along with 24-hour emergency call service to on-site personnel.



The above services may also be used as an opportunity for persons living in nursing facilities to return to their communities and homes as well as options for those considering entering a nursing facility.



2.	The Department has  also requested an amendment to the HCBC-ECI Waiver to include other home and community based services to enhance a nursing facility eligible-individual’s ability to live at home.  These include:



(a)	Personal Care Services.  The Department will consider expansion of the Personal Care Services Program which was established by HB 32 and currently operates in one area of the State.  Under this program, a provider who has received training in personal care activities and the supervision of an individual’s self-administered medication can, under the supervision of a health care professional, provide a variety of personal care and hygiene-related activities to people who are seriously disabled.  The Personal Care Services Program has enabled severely disabled individuals to remain in a community based setting while directly managing their own care.  Without the program, these persons would have had to enter nursing facilities to receive this type of care.



(b)	In home Mental Health Counseling for those individuals who need counseling but who are unable to leave their homes to obtain it.  This encompasses integrated behavioral health care services, including integrated behavioral health assessment as a core component of determining service needs and regional coordination and integration with local behavioral health care providers in the provision of in home comprehensive long term care services.  For those individuals who are assessed as having behavioral health care needs, in home psychiatric assessment, psychiatric nursing, case management and counseling services are included.



(c)	Specialized Durable Medical Equipment, such as bath equipment, incontinence products, ramps, and other assistive devices.



(d)	Senior Companion Program, which utilizes the services of low-income elders who receive a stipend for activities such as outreach, friendly visiting, chore, errands, etc., which they perform for socially isolated, frail elders.



(e)	Environmental Modifications, which includes modifications to a family home or vehicle to make it more physically accessible, to improve the health and safety of a disabled person, and to improve a family’s capacity to care for a family member with a disability.  These may include ramps, widening of doorways, bathroom modifications, vehicle lifts, wheelchair tie-downs, and other needed modifications.



(f)	Assistive Technology Support, which helps individuals select, obtain, and use assistive technology devices.  Assistive Technology Support includes evaluation, consultation, coordination, training and technical assistance, as well as designing, fitting, and customizing devices.



(g)	Socialization Components such as Adult Social Group Day Care and Enhanced Transportation to socialization-related activities for home bound individuals.



(h)	Nutrition, which includes the administrative and other costs of preparing and delivering home-delivered meals to home-bound individuals.  This service can also include nutritional counseling, outreach, follow up, and monitoring an individual’s nutritional and functional status.



3.	The State will avail itself of the opportunity to include the PACE Program in New Hampshire’s Medicaid Plan.  Called the Program of All-inclusive Care for the Elderly, PACE began as a demonstration project which used an adult day care center as the site for a variety of long term and acute care services to extremely frail elders who would otherwise be institutionalized.� Under the Balanced Budget Act of 1997, states no longer need waivers to implement PACE.



4.	The Department will establish a system of long term care focal points throughout the State.  During the public forums held by the Department on Shaping Tomorrow’s Choices, and the legislative hearings conducted on SB 409, many consumers, families, providers, and advocates testified on the difficulty people experience in finding information about long term care services and options.  As a result, the legislation was amended to include a requirement that the Department’s long term care planning process include the consideration of a system of long term care focal points through which anyone could obtain information about long term care services.  Working with its Long Term Care Advisory Committee, the Department has begun the process of consumer and community outreach to gather input on the design of an effective model of consumer information and assistance.



5.	Through a series of carefully planned pilot projects throughout the State, the Department will field test key elements of its redesigned model for home and community based care.  The following sections broadly describe the range of pilot projects under consideration by the Department, subject to the availability of funding, the recommendations of the Long Term Care Advisory Committee, and policy considerations. Regardless of whatever projects are selected for implementation, each will be thoroughly evaluated upon conclusion to determine what impact it has had on the development of the community based service system and its cost-effectiveness. 



(a)	Consumer Voucher Demonstration.  The Department is considering  field testing the concept of consumer direction in long term care through a voucher pilot in several sites throughout the State.  Individuals who have been assessed to be in need of long term care services would be given a voucher for a given dollar amount to spend on services of their own choosing.  Consumers or their authorized representatives would be able to hire providers, train them, pay them, and even fire them, with or without the assistance of a fiscal intermediary.  Research on voucher programs implemented in Europe has found that the incidence of fraud and abuse of the voucher program is relatively rare.  Most individuals are fairly frugal with their vouchers.  Evaluation of a voucher program in Germany found that the average long term care consumer spent only 60 percent of what a comparable consumer would in a traditionally financed nursing facility.� As an additional safeguard to the integrity of the program, the design of the voucher pilot would  include a screening protocol to identify consumers who would be appropriate for participation.  It would also ensure that consumers will receive information, advice, and training about the issues and practicalities of accessing and managing their own services, as well as assistance in managing the delivery of their services.



(b)	At Risk Targeting/Service Bundling Pilot. Another project being considered by the Department is related to  the ability of a State  to claim Medicaid funding for services and activities directed to preventing nursing facility placement for those individuals whose frailty or disabilities will put them at risk of entering institutional care.  Through “bundling” or grouping of similar or related services, for example, personal care, homemaker services, chore, and companion services, a state can improve the efficiency of service delivery.  A provider does not have to bill separately for each element of a bundled service, nor does a state have to report expenditures and service utilization on a disaggregated basis, thus reducing administrative costs.  Service bundling can be another vehicle for offering consumers a greater range of choices and more control over their services.  It can also be a means of funding preventive long term care services which the State’s current Medicaid Plan does not support.



(c)	Respite Care.	The Department plans to  strengthen the family care network by putting into place a series of pilots related to respite care development.  Despite the enormous personal costs associated with caregiving for an elderly or disabled family member, research suggests that most people caring for elderly relatives do so willingly, and their willingness has been identified as a major reason for relatively low rates of institutionalization on a national level�  Were it not for the family members and others who provide care to many of the 1385 elderly and disabled people receiving services through New Hampshire’s Home and Community Based Care Waiver for the Elderly and Chronically Ill (HCBC-ECI), a substantial number would be in nursing facilities.  Because of financial constraints, the HCBC-ECI Program does not provide 24-hour care.  Families and others provide care during off-hours or as a back-up to professional home care providers.



	However, some caregivers, overwhelmed physically, emotionally and sometimes financially  by caregiving demands, reach a point of “burn out” and are unable to continue.  Caregiver burnout has been identified as a prime reason why people enter nursing facilities.�



	A practical, low-cost way in which family caregivers can be supported, thereby preventing or delaying institutional care, is through respite care.  Offered in a variety of settings, respite care allows caregivers a temporary relief from their responsibilities while knowing that their family member is well cared for.  The positive effects of quality respite care on the physical and emotional well-being of caregivers have been well documented.�



	The Department of Health and Human Services spends approximately $250,000 for respite care for frail elderly and disabled adults.  Most of these funds are General Revenue dollars appropriated for  families of persons with Alzheimer’s Disease and other irreversibly dementing illnesses.  Medicaid funds are available only for respite care that is provided in a licensed nursing facility. Compared to the $169 million the Department spent on nursing facility care in State Fiscal Year 1996, the cost of respite care is a small investment with the potential to realize significant returns in Medicaid savings.  Expanding this service to the long term care service population at large and to a variety of settings would achieve this goal.



(d)	Shared Housing Pilot.  The Department will implement a demonstration project which will link older or disabled adults in need of supportive assistance and companionship with individuals in need of housing.  Elderly people or disabled adults who want to maintain their home in the community can continue to do so by sharing their accommodations with properly screened and trained individuals who would provide minimal care and supervision in exchange for housing.



(e)	Congregate Housing Services Initiative.  Along with the Department’s intent to modify the HCBC-ECI Waiver to include Medicaid funding for Congregate Housing Services, the Department will also expand the number of Congregate Housing Services slots throughout the State.  At present, Congregate Housing Services sites are located only in Manchester, Nashua, Keene, Sommersworth, and Laconia.  Expanding the program will give more individuals who would otherwise enter nursing facilities more options for community based care, as well as enable persons currently residing in nursing facilities to return to a community setting with the necessary supports in place.



(f)	Volunteer Development Pilot.  The Department will stimulate the development of  volunteer resources by implementing pilot projects which will enable volunteers to claim service credits for the work they perform in the home and community based service system.  Volunteers are then able to utilize the services of volunteers when they themselves need long term care supports.  Often referred to as the “Time Dollar Program” or the “Service Credit Program,”  this initiative has been successfully implemented in other states.  The Department will also consider enhancing other types of volunteer programs such as the Caregivers Program and similar groups.



(g)	Adult Medical Day Care Expansion.	Currently offered in only certain areas of the State, this service can be instrumental in helping working families care for a frail elderly or disabled member while maintaining employment.  Adult Medical Day Care can also be used as a form of respite care for a caregiving family.  The service offers a supervised setting where an individual’s health-related needs can be met, as well as serving as an opportunity for people who would ordinarily not be able to socialize to have this stimulation.



(h)	Integrated Behavioral Health Long Term Care Pilots:  The Department will implement a series of demonstration pilots coordinated by the Division of Behavioral Health that will integrate behavioral health providers into the core assessment and long term care community services provider panels.  These regional assessment and provider networks will conduct comprehensive assessments of individuals seeking nursing home placement; develop service plans with consumers that are comprehensive; and provide coordinated and integrated services by residential, social, medical, and behavioral health care providers.



CHAPTER 6 -- REBALANCING THE CONTINUUM



M



aking the recommendations presented in this plan work demands that New Hampshire’s  home and community based long term care be completely redesigned.  If New Hampshire’s elder and disabled citizens are to have realistic choices for long term care and the opportunity to manage their care themselves, and policy makers genuinely accept that most people prefer home and community based care, then the current service infrastructure must be changed. 



	 Shaping Tomorrow’s Choices is about reforming the current long term care system to make it more responsive to New Hampshire’s elderly and disabled citizens and their families.  The New Hampshire Department of Health and Human Services believes that offering alternatives to institutional care supports independent functions and improves the quality of life for consumers.  At the same time, implementing alternatives promotes the cost efficient and appropriate use of scarce resources.



	The  budgetary changes which the Department will implement to bring about the changes described in the preceding sections of this plan were determined on the basis of a formula whereby a portion of the funds originally budgeted for nursing facility care will be earmarked for home care, mid-level care, and potentially for the pilot demonstration projects previously described. Beginning with State Fiscal Year 1999, the Department will gradually increase home and community-related expenditures over a five-year period. SB 409 builds in program management and cost controls, both at the level of the individual long term care consumer as well as in the aggregate.  The legislation directs DHHS to designate specific class lines in its budget for nursing facility, mid-level, and home based care and to include the estimated number of persons to receive services in each of these three settings.  Both the approved budgeted expenditures for long term care and the number of persons the Department plans to serve may not be increased without the authorization of the Legislative Fiscal Committee.



	According to the requirements of SB 409, the average annual cost for the provision of services to persons in the mid-level care may not exceed 50 percent of the average annual cost for the provision of services in a nursing facility, beginning on July 1, 1999, and each fiscal year thereafter.  The average annual cost for home-based services may not exceed 33 percent of the average annual cost for the provision of services to persons in a nursing facility. The home and community based options available under SB 409 have controlled growth projections that increase if there is a  corresponding reduction in nursing home care.  



	The following two charts project the total number of nursing facility beds, home care slots, and community living or mid-level slots over a five year period beginning in 1998.  The first assumes a gradual decrease in the number of nursing facility beds accompanied by a corresponding increase in home care and community living settings while the second keeps the number of nursing home beds constant over the same period.  However, the second chart shows the same gradual increase in the number of home and community based options as in the first chart.
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	The Department has also considered the budgetary impact that the need for funding for the pilot demonstration projects proposed  in this plan that are intended to strengthen the home and community based service infrastructure on existing programs and resources.  These proposed pilots include the voucher program, the Pace Program, the caregiver respite projects,   volunteer development, at risk targeting/service bundling, Shared Housing, and Congregate Housing Services Program expansion.  In addition, funds will also be needed  for nursing facility initiatives including the service house model and the Medicare Bed Bonus Program.  Funding for technical assistance from national long term care experts that staff and providers may require to implement these changes will also be necessary, as well as for evaluations of the pilot programs.  The level of funding needed is dependent upon what projects are selected, what resources are available within the Department’s budget, and the recommendations of the legislature as well as those of the Long Term Care Advisory Committee.



	The approach outlined in Shaping Tomorrow’s Choices is deliberately incremental.  The Department intends to carry out its agenda for long term care reform with a minimum of disruption to the people in need of long term care services, their families, and those who assist them.  Long term care is essentially about choices--individuals deciding where to live, what services they want to receive, who will provide them, and ultimately, where they will die.  The current long term care system has not always given consumers these choices, nor has it always respected their choices.  Long term care services can be invasive inasmuch as these services involve assistance with personal and private activities.  By investing frail elderly and disabled consumers with the ability to control this aspect of their lives,  which is the fundamental value on which Shaping Tomorrow’s Choices is based, policymakers can honor consumers’ choices, and in so doing enhance the quality of their lives.	











� A number of research studies have indicated these preferences among elderly and disabled respondents, among them being Families USA (1989), AARP (1992),  and the U.S. General Accounting Office (1994).



� This figure includes long term care services to the developmentally disabled, the mentally ill, and the brain-injured populations as well as to the elderly and chronically ill.







�Of this amount, approximately $200 million was spent on nursing home care and home and community based care for the elderly and the chronically ill adult population in State Fiscal Year 1998.
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Executive Summary

2006 EngAGING NH Summit EN GAG lN G

In the Fall of 2006, a coalition of private older citizens, N H
institutions of higher education, and advocacy organizations
held a statewide summit of older adult leaders to create an

Aging Action Network, EngAGING NH. Their work created and A Citizen Voice for the
implemented a process for issue and resource identification in . .
the field of community-based aging, and pinpointed specific Aging Experience

areas for current and future advocacy and research.

More than 100 older adults and agency advocates attended. Participants included:
= Experienced and novice advocates;
» Great diversity in ages:

Age Bracket Percentage
<39 4%
40s 8%
50s 18%
60s 33%
70s 24%
80s 11%
90s 3%,;

= Socio-economic diversity. Our audience represented older adults who were retired and
those who needed to continue to work to support their later years; former bankers,
physicians and attorneys; presidents of manufactured home associations; folks who
winter in warmer climes ; professional and personal caregivers; former, current and future
legislators; and everyday citizens; and

= Geographic diversity. Every County of the State was represented. We did learn that the
Summit’s location in Plymouth was a barrier for recruiting individuals from the Seacoast,
as well as Cheshire and Sullivan Counties.

Rank Order of Identified Priority Issues:

Over a dozen areas of concern were identified by Summit participants. In decreasing order of
priority, the are:

#1 Health Reform
» Insurance coverage, including Dental, for all
= Services that support independence
= Affordability
= Gerontologists
o Promote geriatricians
= Primary Care Physicians that know the whole person
= Mental Health
» Drug coverage

EngAGING NH 2006 Summit
Executive Summary
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#2

#3

#4

#5

#6

= Statewide Universal Health Care Reform
= Access

More Home and Community Options

To support Individual & Families

= Enough funding

= Pay rates sufficient for decent wage

= Support for Family Caregiver, including respite

» Paying Family Caregivers

= Adequate staffing

» Flexible support to the person for Paid Workers
o Cash & Counseling
o Consumer Directed Services

Transportation

Mobility

Isolation

Access

Community & County
Funding

Volunteers
Integrated with all
Public Transportation
o Longer hours

= Regional

Elder Infrastructure

= Bureau of Elder Services (Elders only)
Elder Advocacy

Need a voice — Elder Voice via a paid staff
Inform Issues with adequate research
Need for full spectrum of Advocacy

o Studentinterns

o Integrating social services and lawyers
o Education for Elders and legislators

Affordable Housing
* Independent
Assisted Living
Fear of Cost
With Supports
Safe

Isolation & Inclusion/Communication System

Social & Legislative Isolation

Connect People to Communities

Integrating Elders into general community culture
Wellness

Utilizing Elder talents

Integrating service systems

EngAGING NH 2006 Summit
Executive Summary
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#7
#8

#9

#10

#11

#12

= Access & Inclusion
= For Elder Information
=  Community connections

Livable Communities

Tax Structure System

= Property tax

= Tax Abatement

= Property taxes driving us out of our homes

Statewide Network Development
= Grass Roots
=  From Community

Tax Structure

= That supports people | their homes including long-term care
= That does not impact ability to buy medication, food, etc

= Sufficient funding

= Adequate tax structure

Education on Aging

= Educate all ages on aging

= Educate on how to maintain independence
= CASA-like structure to provide individual

= Seniors with information/guidance

Addictive Disorders

= Alcohol/Drug

Diet

Exercise

Training

Start at about Age 50

#13 Financial & Personal Security

EngAGING NH 2006 Summit
Executive Summary
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INTRODUCTION

As President Barack Obama and Congress debate health care reform, it is important that long-term
care be included.! While not central to providing basic health insurance to all Americans, long-term care
should be part of efforts to improve health care for all Americans. Contrary to widespread belief that long-
term care affects only a small minority of the population, 69 percent of people turning age 65 will need
long-term care before they die and a third of the population will spend some time in a nursing home
(Kemper, Komisar and Alecxih, 2005/2006). In thinking about the place of long-term care in the health
reform debate, four factors are important:

First, with the aging of the population, the number of older people with disabilities is sure to grow
substantially. According to one estimate, the number of older people with disabilities will approximately
double between 2000 and 2030 (Johnson, Toomey, and Wiener, 2007). As a result, the relative financial
and other burdens of long-term care will be greater in the future than they are now. Comprehensive
reform will need to take into account both the number of people needing long-term care in the future and
their characteristics, which may be very different than today.

Second, the federal and state governments spend substantial amounts of money on long-term care.
In 2006, the public sector spent $231 billion on long-term care for people of all ages (Tumlinson and
Aguiar, 2008). With the aging of the baby boom generation, it is highly likely that public spending for
long-term care will increase significantly over the next 30—40 years. In addition, no other part of the
health care system is as dependent on public financing as long-term care. In 2008, for example, 77 percent
of nursing home residents had their care covered by either Medicare or Medicaid (American Health Care
Association, 2008a). As a result, government policy is especially important for long-term care providers
and consumers.

Third, not only do older people and younger persons with disabilities use expensive long-term care
services, they have high acute care expenses related to their underlying chronic diseases. An analysis of
the Medicare Current Beneficiary Survey by Avalere Health suggests that, in 2005, older people with
problems performing at least one activity of daily living had average Medicare costs of $14,775 compared
with $4,289 for beneficiaries with no problems with the activities of daily living (Tumlinson and Aguiar,
2008). One study estimated that disability-associated health and long-term care expenditures were $398
billion in 2006 (Anderson, Wiener, & O’Keeffe, 2006).

Fourth, the current long-term care financing and delivery system is broken. The United States does
not have, either in the public or private sectors, satisfactory mechanisms for helping people anticipate and
pay for their long-term care. As a result of the lack of insurance coverage, long-term care expenses are the
leading cause of catastrophic health care costs among older people. The disabled elderly and their families
find, often to their surprise, that neither Medicare nor their private insurance covers the costs of nursing
home care or home and community-based services. Instead, people needing long-term care must rely on
their own resources, or when those have been exhausted, must turn to welfare in the form of Medicaid.
Despite the strong preference of people with disabilities for home and community-based services, the
available financing is highly skewed toward institutional care. Moreover, the home and community-based

! This paper primarily addresses long-term care for older people and younger persons with physical disabilities. The important
topic of long-term care for people with intellectual disabilities or mental illness is not the main focus of the paper.





services that are available do not necessarily meet the preferences of people with disabilities. Quality of
care is often deficient and the workforce needed for high-quality care is lacking.

The goal of this paper is to frame the main issues of long-term care reform and to lay out the
principal reform options available to policymakers. While long-term care is unlikely to be at the center of
the upcoming debate on health care reform, much can and should be done to improve the system in the
near term. The paper begins with a brief background section that sets the stage for a discussion of
financing, service delivery, and quality assurance. In most cases, the options presented are not mutually
exclusive in principle, but limited resources will require choices among them.

BACKGROUND

The following features of the long-term care system are critical to evaluating options for reform.
The Nature of Long-Term Care: How Long-Term Care Is Different From Acute Care

e Long-term care is the help needed to cope when physical and mental impairments reduce individuals’
ability to perform the activities of everyday life, such as eating, bathing, and dressing; going
shopping; managing money; and using the telephone. While these disabilities are often the
consequence of diseases, such as osteoporosis, heart disease, multiple sclerosis, and Alzheimer’s
disease, long-term care focuses primarily on compensating for functional limitations rather than
managing disease processes. At the same time, many people with long-term care needs also require
ongoing health and health-related services, such as medication management and skilled and unskilled
nursing care. However, the majority of long-term care does not involve highly technical medical
services furnished by physicians or registered nurses; personal care provided by modestly trained staff
provide the large majority of paid care.

e Long-term care is about how we live our lives. Because long-term care includes such fundamental and
intimate tasks as bathing, dressing, and going to the toilet, provided over an extended period, it is an
intensely personal service. Historically, the goals of long-term care were limited to keeping people
with disabilities safe, clean, and well fed. More recently, this narrow vision has been rejected in favor
of goals that maximize independence and self-sufficiency. Increasingly, the goals of the service
system are defined as maintaining health and functioning and providing access to the same freedoms
and life enjoyed by nondisabled persons. This goal means integrating individuals who need long-term
care into community life, providing consumer choice and control, and tailoring services to the needs
and preferences of individuals.

Population Projections and Characteristics

e A substantial number of people have disabilities, many of whom have long-term care service needs.
Rogers and Komisar (2003), for example, estimated that there were 9.5 million people of all ages with
disabilities in 2000, the vast majority of whom lived in the community rather than in nursing homes.
Importantly, more than a third of people with disabilities are under age 65, many of whom need long-
term care for many decades, not just a short period at the end of life.

e Older people with disabilities are much less well off financially than older people without disabilities.
Older people with disabilities are disproportionately poor and have less in the way of financial assets
and home equity. In 2001, 36 percent of older community-based people with severe disabilities had
incomes below 125 percent of the federal poverty level, while only 11 percent of older people with no





disabilities had income at that level (Johnson and Wiener, 2006). In 2002, total median household
assets (including home equity) for older people with severe disabilities were $47,913 compared with
$205,869 for older people with no disabilities.

Financing

With very little public or private insurance coverage against the high costs of long-term care, users of
services often incur very high out-of-pocket costs. The average private pay cost for a year in a private
room in a nursing home was more than $76,000 in 2008 (Genworth Financial, 2008). Among persons
turning age 65 in 2005 who will have long-term care out-of-pocket costs during their lifetime, 36
percent will have expenditures that exceed $25,000 and 10 percent will have expenditures that exceed
$100,000 (Kemper, Komisar, and Alecxih, 2005/2006).

Related to but separate from the issue of catastrophic out-of-pocket costs is the heavy dependence on
Medicaid to finance long-term care. Almost two thirds of all nursing home residents depend on
Medicaid to pay for their nursing home care (American Health Care Association, 2008a). A
substantial portion of residents were not eligible for Medicaid when they lived in the community, but
spent down to Medicaid eligibility levels because of the high cost of nursing home care (Wiener,
Sullivan, and Skaggs, 1996). Long-term care for people of all ages and disabilities accounts for about
a third of Medicaid spending.

Service Delivery

Among the 35 percent of older people who will spend some time in a nursing home before they die,
about half will stay for a year or longer (Kemper, Komisar, and Alecxih, 2005/2006).

For older people with disabilities, about 68 percent of total expenditures for long-term care were for
nursing homes rather than home and community-based services in 2004 (U.S. Congressional Budget
Office, 2004).

Only about 17 percent of people with disabilities live in nursing homes; the vast majority live in the
community (Rogers and Komisar, 2003). Most people with severe disabilities living in the community
rely on informal caregivers rather than paid care. In 2002, only 37 percent of older persons who
needed assistance with the activities of daily living received any paid home care; the percentage is
much lower among people with less severe impairments (Johnson and Wiener, 2006).

Among the older population with severe disabilities, 81 percent received informal care from family
and friends. The economic value of informal care provided to older people with disabilities was
estimated at $354 billion in 2006 (Gibson and Houser, 2007). Informal caregiving is a substantial
financial, psychological, and physical burden to many who provide care to their relatives.

Long-Term Care Workforce

In 2007, there were more than 3 million direct care workers in long-term care (U.S. Department of
Labor, 2008).

Nationally, the turnover rate for certified nurse assistants in nursing homes was approximately 67
percent per year in 2007 (American Health Care Association, 2008c¢).





Quiality of Care

e In 2006, nearly one fifth of all nursing homes were cited for serious deficiencies that caused harm or
immediate jeopardy to residents (Harrington, Carillo, and Blank, 2007).

e Very little systematic information is available on the quality of home and community-based services
(Wiener, Freiman, and Brown, 2007).

e Most long-term care is provided by direct care workers, such as certified nurse assistants and personal
care workers, who receive low wages, few fringe benefits, and relatively little training (Institute of
Medicine, 2008).

FINANCING

The debate over long-term care financing is primarily an argument over the relative merits of
private versus public sector approaches. Some people believe that the primary responsibility for care of
older people and younger persons with disabilities belongs with individuals and families and that
government should act only as a payer of last resort for those unable to provide for themselves.
Policymakers who hold this view generally advocate private sector initiatives, such as private long-term
care insurance and using reverse mortgages to pay for long-term care services and insurance, and may
advocate tightening eligibility for public programs to prod people to plan for their own long-term care
needs. The long-term care financing systems of the United Kingdom, New Zealand, and the United States
largely reflect this view (Organization for Economic Co-operation and Development, 2006).

The opposite view is that the government should take the lead in ensuring that all people with
disabilities, regardless of financial status, are eligible for the long-term care services they need. The long-
term care financing systems of Germany, Japan, the Netherlands, and Sweden reflects this view. U.S.
policymakers who hold this view generally favor expansions of Medicaid, Medicare, the Older Americans
Act, and other public programs and advocate a social insurance program for long-term care. Between
these polar positions, many variations are possible.

Cutting across political ideology is the question of whether the current system of long-term care
financing will be affordable in the future because of increased demand associated with the aging of the
baby boom generation. Surprisingly, recent projections to assess this issue are lacking, but Wiener,
Illston, and Hanley (1994) projected that total long-term care for older people would increase from about
1.4 percent of the gross domestic product (GDP) in 2008 to about 2.1 percent of GDP in 2048; public
spending would account for about half those amounts. In the view of the author, new projections might
put the total spending percentage at about 3.0 percent for 2048, roughly doubling the percent of GDP for
long-term care. Projections of this type depend on a number of factors, including assumptions about the
growth of the economy. Under a “slow” growth scenario, total long-term care expenditures for older
people were projected to be 3.7 percent of GDP in the earlier projections (Wiener, Illston, and Hanley,
1994).

Moreover, long-term care for persons of all ages accounted for about a third of total Medicaid
expenditures. As a result, Medicaid long-term care for persons of all ages accounted for 4.6 percent of
state-revenue expenditures in 2004, and might, therefore, account for roughly 10 percent of state revenue
expenditures in 2048 (author’s calculation based on Scott, 2005). States, in particular, are worried about
the long-range impact of an aging population on their budgets.





Countries such as Germany, the Netherlands, and the United Kingdom that have populations older
than the United States spent between 1.35 and 1.44 percent of GDP for long-term care for older people in
2000; Sweden, where 17 percent of the population was elderly, was the outlier, spending a little over 3.0
percent of GDP for long-term care for older people (Organization for Economic Co-operation and
Development, 2006).

How policymakers view these projections heavily determines what type of financing reform they
propose. Advocates for private sector initiatives view these increases and their implications for public
spending to be unacceptably high and worry that they will crowd out other worthwhile public spending,
especially for younger people. In addition, they note that long-term care expenditure increases would be
on top of huge projected increases for Social Security and Medicare spending, programs that serve the
same population. Because of these fiscal burdens, they argue that it is imperative to shift as much long-
term care cost to the private sector as possible.

On the other hand, the implicit assumption of advocates for a greater role for the public sector is
that these costs are affordable. From their perspective, long-term care is a small portion of the total health
care system and even if its proportion doubled, it would remain a small portion of the health care system.
Indeed, overall national health expenditures increased by more than 2 full percentage points of the GDP
between 2000 and 2006 (Catlin et al., 2008) with relatively little notice and modest economic
consequences. Moreover, from a macroeconomic perspective, it may matter little in terms of the burden to
the economy whether services are financed by the public or private sector (Wiener, Illston, and Hanley,
1994).

The choice of emphasis between public and private programs also depends on who would benefit
and whether they meet specified policy goals. For example, if a large majority of citizens were to
purchase private long-term care insurance, then many people would see less need for expanding
government programs. Conversely, if private insurance were to prove widely unaffordable or otherwise
encounter barriers that prevent people from voluntarily purchasing policies, then the case for an expanded
public role would be stronger.

Private Sector Initiatives

Private sector approaches are appealing because they reflect the American tradition of individuals
taking responsibility for their own lives and those of their families. Moreover, problems of the economy,
the huge budget deficit, resistance to new taxes, and the aging of the baby boom generation make large-
scale expansions of public programs difficult. In the case of long-term care, advocates contend that
private sector initiatives might hold down public spending by preventing the middle class from spending
down to Medicaid, although most previous research suggests that this is unlikely (Rivlin and Wiener,
1988; Wiener, Illston, and Hanley, 1994). Over the last decade, most national policy debate on financing
reform has focused on private initiatives.

Private sector initiatives fall into two broad categories—individual asset accumulation and use and
various forms of private risk pooling, principally long-term care insurance. These options are summarized
in Exhibit 1, along with their strengths and weaknesses.





Exhibit 1: Principal Private Long-Term Care Financing Options

Option

Pros

Cons

Reverse mortgages

Older people have substantial home
equity, although older people with
disabilities have much less

Various restrictions, fees, and interest
payments reduce the amount of money
available for long-term care

Older people may resist using home
equity for long-term care costs

Recent drop in home prices may reduce
demand by older people and lenders

Employer-sponsored
long-term care
insurance policies

Reduces premium costs and medical
underwriting
Encourages private responsibility

Employer and employee market take-up
has been low

Policies still relatively expensive
Selling to younger people means
predicting what will happen far into the
future

More employers may offer policies, but
few help pay for them

Tax incentives for
private long-term
care insurance

Reduces net cost of policies, making
them more affordable
Encourages individual responsibility

Results in loss of federal revenue

May be inefficient, providing benefits
mostly to people who would have
purchased policies without the incentive
Tax deductions are regressive, providing
greater benefits to upper-income persons
Most people would receive relatively
small tax benefits, not solving
affordability problem

Public-private
partnership, whereby
people who purchase
state-approved long-
term care policies
can become eligible
for Medicaid while
retaining much
higher level of
financial assets

Brings together public and private
sectors

Makes policies more affordable to
middle class

Previous partnerships have had limited
market penetration

Asset protection and easier access to
Medicaid may not motivate many
purchasers

Inflation protection provided in the
Deficit Reduction Act is weak

Hybrids of long-
term care insurance
with other types of
insurance (e.g.,
disability insurance)

Allow people to buy one policy to
protect against two or more risks

Products are complicated and difficult to
understand

Offer only small premium savings by
combining products






Individual Asset Use: Reverse Mortgages

Motivated by the historically large amount of home equity among older people and, up to recently,
the substantial increases in housing prices, there has been interest in finding ways to use reverse
mortgages to finance long-term care (Merlis, 2005). Typically, reverse mortgages are home equity loans
that do not have to be paid off until the borrower dies or moves from the house. These loans can be used
for long-term care or anything else. They can either provide a regular stream of income or a line of credit.
In 2007, there were approximately 100,000 older people with reverse mortgages (National Council on the
Aging, 2009).

Reverse mortgages raise a number of issues: First, home prices are falling rapidly. Thus, like
everyone else, older people are likely to have much less home equity than just a few years ago and
mortgage lenders may be more reluctant to offer reverse mortgages, which are riskier than conventional
mortgages. Second, even before the housing crash, home equity by older people with disabilities was not
as high as it is for people without disabilities. In 2002, median home equity among older persons with
disabilities (including those with no home equity) was only $56,956, and $35,640 for persons with severe
disabilities (Johnson and Wiener, 2006). Third, restrictions on the amount of home equity that can be
obtained, closing costs, and interest costs substantially erode the amount of money available to pay for
long-term care directly (Merlis, 2005). Finally, the home has a near mythic quality in the United States,
and it is uncertain how many older people would be willing to deplete their major asset, especially if
home values are not rising.”

Risk Pooling: Private Long-Term Care Insurance

A viable private long-term care insurance market, primarily sold on an individual basis, has
existed since the mid-1980s. In 2005, approximately 7 million policies were in force, covering about 3
percent of the total American population aged 20 and older; about 10 percent of older people, but only 0.2
percent of people aged 20—49, have private long-term care insurance (Feder, Komisar, and Friedland,
2007). Most policies have substantial limitations in terms of length of covered benefits, inflation
adjustments, and benefits in case of lapse.

Among the reasons that relatively few people have private long-term care insurance are that
people think that Medicare covers long-term care services, failure to recognize the potential risk, medical
underwriting of policies which excludes many applicants, and the existence of a public safety net in
Medicaid. Especially in the current economic environment, questions about the financial stability of
insurance companies may deter people from buying policies. Perhaps the greatest obstacle to purchase,
however, is that private long-term care insurance is expensive, especially for older people on relatively

? Some analysts have suggested using home equity conversions to purchase private long-term care insurance, which provides
more coverage than may be available through direct use of home equity to purchase long-term care services. While the use
of home equity would marginally increase the proportion of older people who can afford private long-term care insurance, it
seems unreasonable to expect that people will partly deplete their major asset to purchase a product, one of whose major
purposes is to protect their major asset. Moreover, individually sold private long-term care insurance has high overhead,
because of substantial marketing, commission, and profit costs. Most private long-term care insurance policies have long-
term loss ratios of 60 percent, which roughly means that 60 percent of the premiums are used for benefits (U.S. Government
Accountability Office, 2006). Thus, the use of home equity (with a “loss ratio” of 66 percent) to purchase a private long-
term care insurance policy (with a “loss ratio” of 60 percent) would result in only about one in three home equity dollars
providing long-term care benefits (Merlis, 2005).





fixed incomes (Feder, Komisar, and Friedland, 2007; Wiener, Illston, and Hanley, 1994). The average
premium for private long-term care insurance policies providing $150 daily benefit amount, 4 years of
coverage, a 90-day elimination period, 5 percent compound inflation protection, and a nonforfeiture
benefit was $2,862 per year if purchased at age 65 in 2002, meaning that married couples would face
premiums exceeding $5,000 a year (Coronel, 2004). However, the median income for households headed
by persons aged 65—74 was $34,243 in 2004, and declines sharply with increasing age (U.S. Census
Bureau, 2006). Thus, even with generous assumptions about the willingness of people to pay, private
long-term care insurance is expensive for most older people. It is also expensive for many working-age
adults, who may lack health, life, and disability insurance.

The limitations of the unsubsidized, individual private long-term care insurance market has led to
a number of proposals and initiatives to “jump start” the private long-term care insurance market,
primarily by finding ways to make policies more affordable. These initiatives or proposals include
encouraging employer-sponsored policies so that people will buy policies when they are younger when
policies are less expensive, federal and state tax deductions or credits for the purchase of private long-
term care insurance so that the net cost to the purchaser would be lower, public-private partnerships that
apply less stringent Medicaid financial eligibility requirements to persons who purchase a state-approved
private long-term care policy, and combining long-term care insurance with other types of insurance (such
as life insurance) to provide value to people with other types of financial products.

Public Sector Initiatives

Private sector initiatives can play a bigger role than they do today, but none of the options
described above is likely to result in private long-term care insurance or similar initiatives replacing
public financing of long-term care without very substantial federal subsidies. An alternative approach
would rely more heavily on the public sector. For advocates of a greater role for public sector programs,
four factors are important:

First, long-term care services are already heavily financed by the public sector. In 2004, 56 percent
of long-term care spending for older people was by Medicare, Medicaid, the Older Americans Act, state
home care programs, and the Department of Veterans Affairs (U.S. Congressional Budget Office, 2004).
In addition, a large portion of out-of-pocket payments are, in fact, contributions toward the cost of care
required of Medicaid beneficiaries in nursing homes and not purchases of services by private payers. A
substantial but unknown proportion of the out-of-pocket payments for long-term care is paid for with
Social Security payments to individuals. A heavy role by the public sector in financing long-term care is
typical of virtually all developed countries (Organization for Economic Co-operation and Development,
2006).

Second, the public sector originated or played an important role in many innovations in long-term
care, including consumer-directed home care, cash and counseling, money follows the person, case
management, capitated approaches to integrating acute and long-term care, and third-party funding for
residential care facilities such as assisted living.

Third, the public sector is more likely to be able to address the needs of younger people with
disabilities, who accounted for 36 percent of people with long-term care needs in 2000 (Komisar and
Rogers, 2003). Medical underwriting for private long-term care insurance products excludes people with
existing disabilities and working-age adults are less likely to purchase private long-term care insurance
because the risk seems small and far away.





Fourth, because they require substantial discretionary income to be affordable, private sector
initiatives are likely to be regressive or at least not to target working class and lower-middle class
families. On the other hand, Medicaid targets a relatively low-income population and Medicare covers
virtually all older people regardless of financial status. The relatively low incomes and assets of people
with substantial disabilities (Johnson and Wiener, 2006) means that most additional spending, even under
most social insurance programs, would be spent primarily on lower- and moderate-income people with
disabilities (Wiener, Illston, and Hanley, 1994).

At least three broad strategies exist for expanding the role of the public sector—increasing funding
for the Older Americans Act or similar appropriated programs, expanding Medicaid eligibility and
covered services, and establishing a social insurance program. These options are summarized in Exhibit
2. While increasing funding for the Older Americans Act or similar programs and expanding Medicaid are
incremental approaches that could have relatively modest costs, establishing a new social insurance
program would be a major departure for the existing financing system and would require large additional
investment of federal funds, now and in the future.

Exhibit 2: Principal Public Sector Long-Term Care Financing Options

Option

Pros

Cons

Increase funding
for Older
Americans Act
and similar

Provides funding for people not eligible
for Medicaid, but not high income
Focuses on home and community-based
services

Might increase fragmentation of financing
system

Funding for appropriated programs less
likely to increase over time than

programs Could provide funding to build entitlement programs
infrastructure through Aging Network e  Would require additional government
spending
Expand the Easy to implement because it builds on e Does not prevent people from incurring
Medicaid program existing system, which dominates long- catastrophic out-of-pocket costs
term care financing e Higher Medicaid spending may squeeze
Targets people in greatest financial need other priorities at state level
e States will resist additional mandates
e Increases number of people dependent on
public means-tested system
e  Would require additional government
funding
Expand Medicare Builds on already existing program e  Would require substantially greater

nursing home and
home health
benefits

Administrative structures already in
place

Provides near universal coverage for
older people and some younger persons
with disabilities

government funding

Medical model would likely dominate
Program could be rigid and bureaucratic
Limited range of services

Does not make use of state expertise

Social insurance
for long-term care

Treats needs of people with disabilities
the same as acute care

Provides universal coverage
Recognizes that vast majority of people
cannot afford long-term care

Spreads risk over largest possible group

Would require substantially greater
government funding

Some funding would support services to
upper-income and wealthy individuals
Program could be rigid and bureaucratic






Increase Funding for the Older Americans Act or Similar Programs

Apart from Medicare and Medicaid, the federal government funds long-term care through a
number of appropriated programs, including the Older Americans Act, the Social Services Block Grant,
and the Department of Veterans Affairs. Compared with Medicare and Medicaid, these programs are very
small and have been relatively flatly funded in recent years. As a result, their role in the direct funding of
long-term care services has declined over time (Rabiner et al., 2007).

Through programs funded by the Older Americans Act, the U.S. Administration on Aging funds
three types of activities. First, the Older Americans Act funds a nationwide system of 655 Area Agencies
on Aging and 56 State Units on Aging, which provide information and referral, advocacy, and services to
the older population. Many State Units on Aging and Area Agencies on Aging are involved in
administering Medicaid home and community-based services waivers. Second, the Administration on
Aging funds a variety of home and community-based services to people aged 60 and over, including
supportive services, senior centers, congregate- and home-delivered meals, disease prevention and health
promotion services, and caregiver support services. Third, the Administration on Aging funds long-term
care infrastructure development grants to states and Area Agencies on Aging on improving Alzheimer’s
disease services, establishing health promotion and disease prevention services, implementing nursing
home diversion programs, and creating Aging and Disability Resource Centers, which are “one-stop
shops” for information and referral on long-term care.

Expand the Medicaid Program

Medicaid, a means-tested welfare program, has strict requirements on income and assets and home
care coverage that vary greatly by state. For example, the $2,000 limit on financial assets that single
Medicaid beneficiaries may retain has not increased since 1984. The Deficit Reduction Act of 2005
restricted Medicaid eligibility for long-term care by reducing the amount of home equity that beneficiaries
may retain and by tightening the rules against transfer of assets. Most states allow nursing home residents
to retain only $40 per month or less in income as a personal needs allowance, only about $1 a day (Bruen,
Wiener, and Thomas, 2003). In 2007, while almost all states provided home and community-based
services through Medicaid waiver programs, only 34 states and the District of Columbia covered personal
care services as part of their regular Medicaid program (Burwell, Sredl, and Eiken, 2008).

An incremental approach to long-term care reform would be to expand the Medicaid program.
This approach targets public expenditures to people in greatest financial need. Possible changes could be
establishing more lenient financial eligibility standards—raising the level of protected assets and
increasing the amount of income that nursing home and community-based beneficiaries can retain for
personal needs—and expanding home care coverage either by providing financial incentives to states or
by mandating coverage. Another example would be to repeal the requirement that states recover the cost
of home and community-based services from the estates of Medicaid beneficiaries, a requirement widely
believed to deter some people from receiving needed services. Without the federal government providing
all or almost all of the funds for any expansion, states are likely to resist any new requirements as
unfunded mandates.

It should be noted that some observers contend that the existence of Medicaid as a safety net for
long-term care and the possibility of transfer of assets to qualify for Medicaid lead middle class people to
forego private insurance (Moses, 2005). The provisions in the Deficit Reduction Act of 2005 that
tightened transfer of assets restrictions and lowered the level of protected home equity were heavily
influenced by the argument that it is too easy for middle-class persons to obtain Medicaid long-term care
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services. However, given the widespread misunderstanding of Medicare coverage, the denial of the risk of
needing long-term care, and the lack of knowledge about Medicaid eligibility rules, it is unlikely that
Medicaid eligibility rules are a major reason why people in their 50s and early 60s do not buy long-term
care insurance. Moreover, despite the conventional wisdom that transfer of assets to obtain Medicaid
eligibility is widespread, there is a large, rigorous research literature that finds that transfer of assets is
relatively infrequent and usually involves quite small amounts of funds when it occurs (Bassett, 2004;
Lee, Kim, and Tanenbaum, 2006; O’Brien, 2005; Waidmann and Liu, 2006). The maximum amount of
asset transfer is probably no more than about 1 percent of Medicaid nursing home expenditures (Bassett,
2004; Waidmann and Liu, 2006).

Augment the Post-Acute Care Benefits Under Medicare

The Medicare program already provides some coverage for skilled nursing facility care and home
health on a non-means-tested basis. However, this coverage is oriented toward short-term, medically
oriented services; Medicare does not cover nursing home or home health care over an extended period and
does not cover services such as assisted living. For beneficiaries with at least a 3-day hospital stay,
Medicare covers up to 100 days of care in a skilled nursing facility for beneficiaries requiring skilled
nursing or rehabilitation services on a daily basis. The average length of a Medicare covered stay is only
about 26 days (U.S. Centers for Medicare & Medicaid Services [CMS], 2008c). In addition, Medicare
covers home health care, but it is limited to people who need part-time or intermittent skilled nursing care
or physical, speech-language, or occupational therapy. Although no hospital stay is required, beneficiaries
must be homebound. During the 1990s, the Medicare home health benefit was used by many beneficiaries
with largely long-term care needs, but this practice ended abruptly with passage of the Balanced Budget
Act of 1997. Thus, one option would be to expand Medicare coverage, perhaps by eliminating the 3-day
hospitalization requirement for skilled nursing facility care or by removing the homebound requirement
for home health.

New Social Insurance Program for Long-Term Care

A much more ambitious approach to reform would be to establish a new social insurance program
for long-term care. This strategy offers coverage to all persons who need it, regardless of their financial
need. While not much discussed in the United States in recent years, a number of other countries,
including Japan, Germany, the Netherlands, and some parts of Canada and Scandinavia, have financing
systems that are based on a universal coverage approach (Organization for Economic Co-operation and
Development, 2006). One example of a social insurance proposal is the Community Living Assistance
Services and Supports (CLASS) Act, introduced by Senator Edward Kennedy. The CLASS Act would
create a nationwide voluntary long-term care insurance program financed through voluntary payroll
deductions of $30 per month, with an option to opt out for those who choose not to participate. This
legislation would provide a $50—$100 per day cash benefit to those individuals who need long-term care
for a limited period of time.

SERVICE DELIVERY

Long-term care is provided by many different providers, including nursing homes, home health
agencies, home care agencies, homemaker agencies, personal assistants, adult day health programs,
assisted living facilities, and many more. In addition, as noted above, people with disabilities are, on
average, heavy users of acute care services, such as physicians and hospitals. The five main critiques of
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the long-term care delivery system are that the system is biased toward institutional care, service delivery
is fragmented, home and community-based services are often too rigid, the needs of informal caregivers
are ignored, and acute and long-term care are fragmented into separate financing and delivery systems
that do not meet the needs of people with disabilities.

Balancing the Long-Term Care System

Probably the most common critique of the long-term care delivery system is its institutional bias.
Despite the fact that the overwhelming majority of people with disabilities are at home and want to stay
there (AARP, 2003), spending for long-term care for older people is overwhelmingly for nursing home
rather than home care.

In addition to meeting the preferences of people with disabilities to remain in the community if at
all possible, consumer advocates and state and some federal officials support home and community-based
services because they believe that they are less expensive than nursing home care and that expanding
services will result in less costly systems of care. The primary argument for the cost savings potential of
home care is that average annual Medicaid expenditures for home care for older people and adults with
physical disabilities ($8,355 in 2004) are dramatically less than average annual expenditures ($27,650 in
2004) per person for nursing home care (Kitchener et al., 2007; CMS, 2008b).

Although virtually all of the studies on this topic are very old (done more than 20 years ago) and
do not incorporate more recent state experiences with Medicaid home and community-based services
waivers, most research evaluating demonstration projects finds that expanding home care increases rather
than decreases total costs (Grabowski, 2006). This finding of increased costs results primarily from
inadequate targeting; in these demonstration projects, most persons receiving home care would not have
entered a nursing home without the services. In other words, while home care provided a desirable service
to people with real needs, in these demonstrations, it was primarily a supplemental service and did not
substitute for nursing home care in most instances. The high percentage of persons with substantial
disabilities not receiving services makes targeting people who would be institutionalized without it
difficult (Johnson and Wiener, 2006). Thus, in these studies, the costs of large increases in home care use
more than offset modest reductions in nursing home use. Although not directly addressing the issue of
cost-effectiveness, a recent study of Medicaid long-term care spending patterns found that expenditure
growth was greater for states offering limited noninstitutional services than for states with large, well-
established home and community-based services programs (Kaye, LaPlante, and Harrington, 2009).

Over the last 10 years, states, in part encouraged by the federal government, have expanded home
and community-based services. To support this trend, the federal government has provided approximately
$270 million since FY2001 for more than 330 Real Choice Systems Change Grants to help states develop
more balanced long-term care delivery systems (CMS, 2008a). In addition, the U.S. Administration on
Aging offers grants to states to develop Aging and Disability Resource Centers (in conjunction with
CMS), nursing home diversion programs, and improved home and community-based services for persons
with Alzheimer’s disease. The Deficit Reduction Act of 2005 included several provisions designed to
encourage states to expand home and community-based services, including encouraging flexible use of
services through models that allow participants to direct their own services, establishing new Medicaid
options that enable states to offer more home and community-based services without requiring a waiver,
and authorizing a large demonstration program to transition people from nursing homes to the community
(Crowley, 2006).
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Despite these efforts, long-term care financing remains heavily tilted toward institutional services,
especially nursing home care, although it is becoming less so. The U.S. Congressional Budget Office
(2004) estimated that 32 percent of total (public and private) long-term care spending for older people was
for home and community-based services in 2004. Although Medicaid home and community-based
services for older people and younger persons with physical disabilities have been increasing, only 31
percent of Medicaid long-term care expenditures for this population were for noninstitutional services in
2007 (Burwell, Sredl, and Eiken, 2008). To achieve their goal of increasing home and community-based
services, states have relied largely on Medicaid home and community-based services waivers, which give
states much greater fiscal control and allow coverage of a much broader range of services than is possible
under the standard Medicaid program, but require targeting a relatively severely disabled population.

Rural and other underserved communities face special problems in providing long-term care
services, including home and community-based care (Freiman, Mitchell, and Wiener, 2008; Wiener and
Mitchell, 2007). For rural communities, most of the problems are a consequence of low population
density, including a level of need and demand for long-term care services that may not be of sufficient
magnitude to be economically viable for service providers; high travel costs, both in terms of the cost of
transportation and of the service provider’s time; and a limited supply of service providers and
organizational staff. Culturally competent providers who speak the language are often lacking in ethnic
communities.

Consumer Empowerment

Over the last 10 years, states have used the flexibility of home and community-based services
waivers to experiment with a variety of new services. A new paradigm of home and community-based
services has taken hold, especially in the research and policy communities, drawing heavily on the long-
term care systems in Oregon, Washington, and Wisconsin, among others. This new paradigm emphasizes
consumer choice and empowerment and is embodied in federal and state initiatives to give program
participants greater choice of and control over their services, including cash and counseling programs;
nursing facility transition/money-follows-the-person initiatives; and providing services in residential care
facilities, including assisted living facilities.

Traditional public home care programs rely on public or private agencies to hire and manage home
care workers, schedule and direct services, monitor quality of care, discipline and dismiss workers if
necessary, and pay workers and applicable payroll taxes. In the agency-directed model, clients can
express preferences for services or workers, but have no formal control over them. This approach to care
is based on the assumption that professional expertise and accountability are critical to the provision of
good quality care at reasonable cost. At its extreme, a “medical model” is imposed and individuals with
disabilities are considered to be “sick,” as opposed to needing compensatory services, such as help with
bathing.

Programs that allow participants to direct their services represent the opposite end of the
management continuum from agency-directed services. These programs give participants control over
who provides services, when they are provided, and how these services are delivered. Typically,
participant-directed programs allow the consumer to hire, train, supervise, and dismiss the home care
worker. In some programs, participants have individual budgets with which they purchase the goods and
services they need.

A growing number of states are incorporating participant direction into their home care programs,
including California, Michigan, Oregon, Washington, and Wisconsin. The National Association of State
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Units on Aging reported that 40 states and territories operated a total of 62 participant-directed programs
that served older people in 2004 (Infield, 2005). CMS promoted consumer-directed services through the
Real Choice Systems Change Grants and the Independence Plus Initiative (O’Keeffe, Wiener, and
Greene, 2005; O’Keeffe et al., 2007). In addition, the Office of the Assistant Secretary for Planning and
Evaluation, CMS, and the Robert Wood Johnson Foundation sponsored Cash and Counseling
demonstrations in Arkansas, Florida, and New Jersey where Medicaid beneficiaries of all ages are being
given the opportunity to receive a flexible budget rather than service benefits (Doty, Mahoney, and
Simon-Rusinowitz, 2007). The same funders sponsored a replication of the Cash & Counseling service
model in 12 additional states in 2004.

New approaches have also developed around entrance to the long-term care system and exit from
nursing homes. One strategy has been to establish single point of entry programs, which provide
information about the range of services, perform functional assessments and preadmission screening for
nursing homes, and sometimes develop plans of care. Building on Wisconsin’s Family Care
demonstration (Alecxih et al., 2003), the U.S. Administration on Aging and CMS are funding 43 states to
develop Aging and Disability Resource Centers to implement this concept (U.S. Administration on
Aging, 2008d). While many grants are not statewide, they commit the state to the concept of an integrated
entry point to the long-term care system. The premise of Aging and Disability Resource Centers is that
more information about alternatives to nursing home care and help gaining access to the home care
financing and delivery system will divert people from nursing home placement.

Other approaches aimed at establishing mechanisms to return to the community from institutional
settings are nursing facility transition programs and the money-follows-the-person initiatives (Anderson,
Wiener, and O’Keeffe, 2006). Nursing facility transition and money follows the person programs identify
people in nursing homes who wish to return to the community and help them to do so. In money follows
the person programs, Medicaid funds budgeted for institutional services are spent on home and
community services when individuals move to the community from nursing homes. To further explore
this concept, the Deficit Reduction Act of 2005 allocated $1.75 billion over 5 years for a demonstration of
this concept, with the funds earmarked for enhanced federal Medicaid match for people transitioning out
of nursing homes and other institutions as an enticement for states to participate in the demonstration.
This will be the largest federal long-term care demonstration ever implemented.

Transitioning individuals with intellectual disabilities from institutions to the community has been
a central component of long-term care policy for that population for more than three decades. On the other
hand, identifying people in nursing homes who want to live in the community and actively working to
transition them out of the institution is a radical change in approach for older people and younger persons
with physical disabilities. For the past 25 years, the overwhelming focus has been on preventing
admissions to nursing homes, not discharging residents from them. This new strategy takes as its premise
that there are people living in nursing facilities who want to return to the community and can do so at a
reasonable cost, and that some people admitted to nursing facilities improve rather than decline in
functional status and may desire to return to the community. Nursing facility transition programs also
reflect an increasingly widespread view that people of all ages with severe disabilities can successfully
live in the community with the proper supports, thus challenging the notion of a continuum, in which each
service is reserved for persons of a particular disability level.

Residential care facilities, such as assisted living facilities and smaller board and care or personal
care homes, are an important and growing component of long-term care services. State interest in funding
residential care through Medicaid, largely through home and community-based services waivers, is fueled
by a desire to offer a full array of home and community services, reduce nursing home utilization, and
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achieve the economies of scale of nursing home care without the undesirable institutional characteristics.
A recent study of state-licensed residential care facilities reported that there were 38,373 residential care
facilities nationally with 974,585 units/beds in 2007 (Mollica, Sims-Kastelein, and O’Keeffe, 2007). By
contrast, in June 2008 there were an estimated 15,739 nursing homes with 1,670,419 beds (American
Health Care Association, 2008b).

Informal Caregivers

Although informal caregivers provide the overwhelming majority of long-term care to people with
disabilities, they receive little financial or program support. Public programs focus on services to the
eligible participant, and generally do not address the needs of family caregivers. The Administration on
Aging’s National Family Caregiver Support Program is a relatively rare exception, but is funded at only
$153 million annually (U.S. Administration on Aging, 2008a). In addition, the Alzheimer’s Disease
Support Services Program (previously known as the Alzheimer’s Disease Demonstration Grants to States
program) focuses on demonstrating innovative programs for caregivers of people with dementia; it is
funded at $11 million per year. Limited federal and state tax deductions are available for informal
caregivers, but they are very restricted in terms of who can qualify and how much money is available.

Coordinated Care for People with Long-Term Care Needs

People with disabilities currently receive care in a fragmented and uncoordinated financing and
service delivery system, both within and between the health and long-term care systems. Financing for
acute care is largely the responsibility of Medicare and the federal government, while long-term care is
dominated by Medicaid and state governments. Other sources of limited funding for long-term care
include a variety of sources, including Medicare, the Older Americans Act, the Department of Veterans
Affairs, and state-funded home care programs.

Federal initiatives to better coordinate care provided in the health and long-term care systems by
integrating financing for health and long-term care date to the 1980s and early 1990s, although some
states have more recent projects. Almost all of these initiatives depend on managed care taking
responsibility for both acute and long-term care services. Under these models, capitated organizations
have financial incentives to avoid both the functional decline that can result from unmet needs and the
unnecessary costs associated with providing services in needlessly expensive settings. The hypothesis is
that this coordinated approach will produce savings in acute care because lower cost long-term care
services will substitute for more costly hospital and physician services and that home care will substitute
for more expensive nursing home care. The best known and most extensively researched of these projects
are the Social Health Maintenance Organizations (HMOs), the Program of All-inclusive Care of the
Elderly (PACE), and the Arizona Long-Term Care System (ALTCS), but other examples include Texas’
STAR+PLUS program, the Minnesota Senior Health Options (MSHO), New York’s Medicaid Long-
Term Care Capitation Program, and Wisconsin’s Family Care program.

Although no longer an active demonstration project, Social HMOs extended the traditional
concept of HMOs by adding a modest amount of long-term care to the benefits covered by Medicare
(Leutz and Capitman, 2005). A coordinated case management system authorized long-term care benefits
for those who met the established eligibility criteria. Social HMOs were intended to serve a cross section
of the older population, including people both with and without long-term care impairments. While all
enrollees were eligible for Medicare, relatively few Medicaid beneficiaries are enrolled.
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Also starting as a demonstration project, PACE provides a comprehensive set of acute and long-
term care services in an integrated financing and service setting (Eng et al., 1997). Although PACE
became a part of the regular Medicare and Medicaid programs with the passage of the Balanced Budget
Act of 1997, there were only about 60 programs in 2008 (National PACE Association, 2008). While
Social HMOs targeted a broad range of people with and without disabilities to pool risk, enrollment in
PACE is limited to people who are disabled enough to meet Medicaid nursing home admission criteria.
Because expenditures per person are so high, very few people can afford to pay an actuarially fair
premium. As a result, almost all enrollees are dually eligible for Medicare and Medicaid. PACE sites
operate as geriatric-oriented, staff model HMOs, with primary care physicians as employees of the
organization. A hallmark of the program is heavy use of adult day health programs, which are integrated
with primary care.

The Arizona Health Care Cost Containment System (AHCCCS) is a statewide demonstration
project that finances medical services for the Medicaid population through prepaid contracts with
providers (McCall, 1996). Beginning in 1989, the ALTCS program incorporated Medicaid long-term care
services into the AHCCCS program (Weissert et al., 1997). Arizona is the only state to provide for
capitated acute and long-term care services on a statewide basis. Participation is limited to individuals
who are certified to be at risk of institutionalization. ALTCS covers Medicaid acute care services, nursing
facilities, intermediate care facilities for the mentally retarded, and home and community-based services.

While Social HMOs, PACE, and ALTCS seek to integrate acute and long-term care services and
financing, Wisconsin’s Family Care Demonstration focuses solely on integrating long-term care,
including both a wide range of home and community-based services and institutional care (Alecxih et al.,
2003). Family Care has two major components—aging and disability resource centers and care
management organizations, both of which are run by the counties. The resource centers offer a wide range
of information and counseling on long-term care services and providers, conduct functional assessments
for Family Care and, if appropriate and chosen by the client, assist with enrollment into a care
management organization. The goal is for the resource centers to be a “single point of entry” into the
entire long-term care system for persons of all income levels.

Care management organizations serve as capitated, managed care organizations for institutional
and home and community-based long-term care services. The state consolidates funding for long-term
care from Medicaid state plan services, the Medicaid home and community-based services waivers, and
state and county-funded programs into a single monthly capitated payment. The goal is one “pot” of
money that can be used to create a seamless system in which individuals’ needs dictate service provision,
rather than state financing “silos” for specific programs or settings. To consumer advocates, a major
advantage of Family Care is that it provides an entitlement to an array of flexible home and community-
based services to everyone who meets certain criteria.

Surprisingly, despite the fact that the vast majority of people with functional impairments have
chronic illnesses and much higher health care costs than people with only chronic illnesses (Anderson and
Knickman, 2001), virtually all recent chronic care initiatives have ignored long-term care and people with
disabilities (Institute of Medicine, 2008). A preliminary analysis of the Medical Expenditure Panel Survey
by RTI International suggests that acute care expenditures for people with chronic illnesses who have
disabilities are generally twice those of people with chronic illnesses without disabilities. This lack of
inclusion of long-term care in chronic care initiatives illustrates the divide that exists between Medicare
and Medicaid financing.
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In a separate set of initiatives, Medicare has been funding efforts to increase integrated, accessible
information on beneficiaries’ service needs, treatments, and options across acute and post-acute care
settings (e.g., short stays in nursing homes, rehabilitation hospitals, and short-term receipt of home health
services after a hospitalization). To support coordination in post-acute care, Medicare is testing the
Continuity Assessment and Record Evaluation (CARE) tool, which is designed to collect longitudinal
patient-level information across the continuum of care and is not specific to any one individual type of
provider. This tool will standardize the types of information collected across the Medicare program, while
an electronic record system will permit key information transfers across different providers. For example,
when fully implemented, the CARE system would provide home health providers with access in “real
time” to hospital and nursing home data on medical, functional, and cognitive status and on social support
before patients are admitted to home health care. The tool is currently being tested to capture information
from home health and institutional providers but potentially can be used in physician and outpatient
offices as well.

While the CARE tool will be able to provide useful information to improve coordination among
Medicare-covered service providers, nursing homes and home care agencies also provide services to
many populations with less skilled care needs. The type of information collected in the CARE tool, and
the system developed for its use, hold the potential for expansion into the broader service system that
furnishes care in the aging and disability communities. The CARE initiative is designed to be expanded to
allow communication across provider and insurance networks as the federal government moves toward
developing interoperable data standards.

Reform Options

Options to reform the long-term care delivery system fall into five categories—strengthening state
long-term care infrastructure, modifying legislative and regulatory requirements for Medicaid home and
community-based services, increasing funding for noninstitutional services, providing more financial
support for family caregiver programs, and funding innovative demonstration projects that integrate
services—the pros and cons of which are summarized in Exhibit 3.

Strengthen State Long-Term Care Infrastructure

Many states lack the administrative infrastructure to manage a comprehensive system of home and
community-based services. Developing this infrastructure is time consuming and labor intensive,
requiring additional staff that states cannot or do not want to hire, especially in the current economic
environment. Moreover, sometimes these initiatives require expensive changes to computer systems. To
aid states in reforming their long-term care systems, CMS and the Administration on Aging have
provided grants to develop Aging and Disability Resource Centers, consumer-directed home and
community-based services, quality assurance systems for home and community-based services, nursing
home diversion programs, Alzheimer’s disease capable service systems, and supports for informal
caregivers (Shirk, 2007; U.S. Administration on Aging, 2008c). Thus, one strategy is to increase funding
for these grant programs with the expectation that the new infrastructure will enable the state to expand
and improve home and community-based services.
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Exhibit 3: Options to Reform the Long-Term Care Delivery System

Strategy

Cons

Increase funding for
grants to strengthen state
long-term care
infrastructure

Pros
Helps states develop innovative
programs
Low cost

Voluntary to the states

Existing infrastructure grants have had
difficulty going to statewide
implementation

Sustainability of projects after funding
stops a problem

With exceptions, existing
infrastructure grants have been small,
limiting impact

In current fiscal environment, grants
requiring state matching funds may
have limited take-up

Modify regulations or
legislative requirements
that impede state
provision of Medicaid
home and community-
based services

Modifies existing programs that are
already in place

Regulatory change could be
implemented relatively quickly
Removes barriers to HCBS
Depending on changes, could be low
cost

States already have great flexibility in
HCBS, so further changes may not
affect state policy

Some regulations require legislative
changes

Some regulations that states find
objectionable are designed to prevent
maximization of federal Medicaid
funds or to protect beneficiaries

Provide more federal
financial support for home
and community-based
services through
Medicaid, Older
Americans Act, and
veterans benefits

Directly provides funds for home
and community-based services or
financial incentive for states to
expand services

States will resist any additional
mandates

Depending on how designed, funds to
increase Medicaid match for home
care could mostly increase federal
costs for existing services rather
encourage new services

Provide more federal
financial support for
informal caregivers,
through additional
training, direct service
programs, or tax benefits

Supports neglected families, who are
cornerstone of long-term care system
Helps to meet need for caregiver
training

Tax benefits provide recognition of
sacrifice caregivers are making

Tax options relatively expensive
because many people qualify

Tax credits for informal caregivers
unlikely to change behavior or lead to
the provision of more care
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Exhibit 3: Options to Reform the Long-Term Care Delivery System (Continued)

Strategy Pros Cons
Fund demonstration e Addresses fragmentation of the e Past efforts to integrate Medicaid and
projects of innovative financing and delivery systems Medicare have encountered great
chronic care models that e Recognizes the multiple needs of difficulties
integrate acute and long- people with disabilities e Could result in overmedicalization of
term care e Offers possibilities for efficiencies long-term care because of dominance

of hospitals and physicians

e Evaluations of past demonstrations
integrating acute and long-term care
have found only very modest gains

Modify Regulations or Legislative Requirements that Impede State Provision of Medicaid Home and
Community-Based Services

States often argue that federal Medicaid rules are barriers to the expansion of home and
community-based services. For example, in 2008, CMS issued a regulation that limits the extent to which
states can use targeted case management to transition nursing home residents to the community.
Similarly, Medicaid spend-down rules are very strict and deter many people from applying for needed
services. Many consumer advocates criticize the Medicaid statute for mandating nursing home care
coverage, but making home and community-based services optional. The ability of states to impose
provider taxes on nursing homes, but not home and community-based services, establishes a bias toward
institutional care because states that rely on the provider tax may be reluctant to lose the revenue when
nursing home use declines.

Provide More Federal Financial Support for Home and Community-Based Services

While the options above focus on infrastructure development and providing more options to the
states, this strategy expands home and community-based services by providing more federal financial
resources. Several existing federal programs finance home and community-based services, including
Medicaid, the Older Americans Act, and the Department of Veterans Affairs. For example, the entire
budget for the Administration on Aging was $1.4 billion in FY2008; thus, tripling the agency’s budget
would cost an incremental $2.8 billion (U.S. Administration on Aging, 2008a). Alternatively, a higher
federal Medicaid match for home and community-based services would provide a powerful financial
incentive for states to expand these services rather than nursing home care, but most new expenditures
would simply refinance existing spending unless limited to new spending. The federal government could
also make personal care a mandatory service under the Medicaid program, forcing the 16 states that do
not cover the service to do so, a requirement which most affected states would resist.

Provide More Federal Financial Support for Caregivers, Through Additional Training, Direct Service
Programs, or Tax Benefits

The vast majority of federal funds for long-term care are focused directly on the person with a
disability, rather than the informal caregiver. One strategy that recognizes the role of the family and the
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financial burdens and sacrifices that they make in caring for relatives would be to increase funding for
programs to support informal caregivers. These programs include the Administration on Aging’s National
Family Caregiver Support Program and the Alzheimer’s Disease Support Services program. A more
expansive and costly approach would provide tax credits for informal caregivers, such as was proposed as
part of the CARE Act proposed by Senator Bob Menendez in the 110th Congress. Social Security credits
could also be provided for workers who leave the labor force to become informal caregivers, as done in
several European countries.

Fund Demonstration Projects of Innovative Chronic Care Models That Integrate Acute and Long-
Term Care

A recent Institute of Medicine (2008) committee recommended that Congress and foundations
significantly increase support for research and demonstration programs that promote the development of
new models of care, especially in the areas of prevention, long-term care, and palliative care. The report
noted that the Medicare Modernization Act mandated several chronic care demonstrations, but the
demonstrations have neglected long-term care and have not focused on people with disabilities.

LONG-TERM CARE WORKFORCE

Long-term care is a service provided by people, not machines. While there are workforce issues
related to licensed professionals, such as physicians and nurses, most public policy discussions about the
long-term care workforce focus on the “direct care workforce,” such as certified nurse assistants, home
health aides, personal care attendants, and personal assistants. These workers are the backbone of the
formal long-term care delivery system (Stone and Wiener, 2001). These “frontline” workers help people
by assisting with activities of daily living, such as eating, bathing dressing, and toileting, and with
instrumental activities of daily living, such as taking their medication and meal preparation. The central
role of these workers in providing “hands-on” services makes them the key factor determining the quality
of paid long-term care. As a consequence, the discussion in this section is closely related to, and in some
cases overlaps with, the following section on quality of care. In the current economic environment, some
advocates argue that investment in expanding and improving long-term care services would create new
jobs and stimulate economic growth (PHI, 2008b).

Problems of the Long-Term Care Workforce

There are at least three broad problems facing the long-term care direct care workforce. First, it is
difficult to recruit and retain long-term care workers because of low wages, limited fringe benefits, the
physically demanding nature of the work, and the work environment. In 2005, three quarters of
responding states reported that vacancies in the direct care workforce were a “serious” or “very serious”
issue (Harmuth and Dyson, 2005). Moreover, many individuals trained to provide long-term care do not
stay in long-term care. As a result of high turnover and vacancy rates, providers incur substantial
recruitment and training costs. Typically, recruitment and retention is more difficult in good economic
times and less urgent when unemployment is high and there are fewer job alternatives.

The shortage of workers is likely to be exacerbated in the long run by the increased demand for
long-term services as a result of the aging of the population, even if the current economic downturn
lessens the problem in the near term. Over the long run, there is a major demographic imbalance between
the number of people likely to need long-term care services and the number of people likely to be
available to provide it. The ratio of persons aged 18—64 (the working-age population) to the number of
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persons aged 85 and older (the population most likely to need long-term care services) is projected to
decline from 34 to 1 in 2010 to 13 to 1 in 2050 (author’s calculations of U.S. Census Bureau data, 2008).
While these data are often used to illustrate the potential economic burden of Medicare, Medicaid, and
Social Security, they also have profound implications for the availability of personnel to provide long-
term care services. It will be far more difficult to recruit and retain workers in the future, and probably
more costly.

Second, the quality of long-term care services is compromised by the vacancies, high turnover,
and low levels of training of long-term care workers. The vacancies mean that long-term care providers
are short staffed, and even at full staffing have inadequate numbers of personnel. A CMS report to
Congress found “strong and compelling” statistical evidence that nursing homes with a low ratio of
nursing personnel to patients were more likely to provide substandard care (CMS, 2002). Several studies
have found that inadequate staffing levels, an inevitable byproduct of worker shortages, are associated
with poorer nutrition and preventable hospitalizations among nursing home residents (Institute of
Medicine, 2001). High turnover also means that continuity of care is reduced, with staff not having time
to get to know the needs and preferences of individual consumers. Workers who are providing care in
understaffed settings may experience high levels of stress and frustration and low levels of job
satisfaction, which can further increase already high turnover and poor quality of care.

The low levels of education and training of direct care workers may also adversely affect quality
of care. Approximately three quarters of certified nursing assistants in nursing homes had only a high
school education or less in 2004 (Squillace et al., 2007). Federal law requires only 75 hours of initial
training for nursing assistants and home health aides. This lack of training may lead to poor job
performance, which may result in low levels of job satisfaction and high turnover rates. These direct care
occupations are often considered dead-end jobs because of the lack of additional training and opportunity
for advancement. While this minimal training makes entry into the job market for frontline long-term care
workers fairly easy, the training requirements are greater than for many other low-wage jobs, which may
deter some entrants.

Third, the current labor force situation has negative implications for the quality of life of workers
themselves and contributes to recruitment and retention problems. Paraprofessional long-term care
workers receive low wages. In 2007, the median hourly wage for all direct-care workers was $10.48 (U.S.
Department of Labor, 2008). Inflation-adjusted wages for the direct-care workforce show that, between
2000 and 2008, while nursing aides, orderlies, and attendants experienced a modest increase in their real
wages to just over $9.00 (measured in 1999 dollars), real wages for home health aides and personal and
home care aides have declined and are under $8.00 an hour (measured in 1999 dollars) (PHI, 2008a). In
addition, because of the times during the day when care is most needed, many home care aides only work
part-time, further reducing their earnings. Not surprisingly, these workers have high uninsurance rates for
health coverage.

Reform Options

A large number of policy, provider, worker, and consumer initiatives have been proposed and
implemented to address long-term care workforce problems. These strategies can be grouped into four
broad categories—recruitment efforts, training programs and career ladders, extrinsic rewards, and
organizational culture. The pros and cons of these options are summarized in Exhibit 4.
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Exhibit 4: Options to Improve the Long-Term Care Workforce

Strategy

Pros

Cons

Recruitment initiatives,
such as worker registries,
marketing campaigns,
establishment of backup
systems, and recruitment
of nontraditional workers

May expand target population for
recruitment

Meets immediate needs of
consumers and providers

May reduce provider recruitment
costs

Relatively low cost

Economic recession may make it
easier to recruit workers in near term

Does not address fundamental issues
of why recruitment is difficult (e.g.,
wages, benefits, and organizational
culture)

Effectiveness of initiatives is uncertain
Nontraditional workers may not be
good “fit” for long-term care jobs

Increase training
programs and career
ladders

Helps make direct care work more of
a career

Improves ability of workers to
provide high-quality care to
consumers

Higher levels of competency may
promote greater self-worth among
workers and increased job
satisfaction

Increased training without higher
wages may not retain workers

High exit rates from long-term care
means that trained personnel may not
stay in the field

Little research establishing what
training is effective

Depending on what is required, cost
could be significant

Increase wages and fringe
benefits by mandating
minimum wages or wage-
pass-throughs in Medicare
and Medicaid payment
rates

Economic theory predicts that higher
wages and fringe benefits will attract
more workers

Higher wages and fringe benefits
likely to reduce turnover

Increases financial well-being of
low-wage workers

Higher wages and fringe benefits will
increase costs to providers and
Medicare and Medicaid

Research on the effect of higher wages
and fringe benefits on turnover and
quality of care is limited

Wage pass-throughs may not result in
higher wages for workers

In short term, providers may be able to
recruit workers without higher wages
and benefits because of the recession

Change the organizational
culture of long-term care
providers by providing
grants to states or
providers to develop these
initiatives

Systematically alters culture of care
to focus on meeting consumer needs
and empowering workers

Addresses many critiques of nursing
homes

Limited research on impact on quality
and workers

Replicability unclear

May result in higher costs

Limited federal and state policy levers
to promote behavioral change in
providers

Recruitment Initiatives

One strategy to address the long-term care workforce shortage is to increase the number of
qualified applicants for available positions. One option would be to provide grants to the states to
establish programs to recruit staff to long-term care. States have experimented with at least four
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recruitment strategies (Anderson et al., 2004.) The first is to conduct broad educational and marketing
initiatives to reach populations from whom workers are traditionally drawn. A second strategy is to
develop worker registries to provide consumers with a centralized list of qualified and screened workers.
A third strategy is to develop systems of backup workers to meet the needs of consumers whose regular
workers are not available to provide services when needed. A fourth strategy targets recruitment efforts in
certain nontraditional groups of potential workers, such as older workers, family members, students, and
welfare beneficiaries.

Training Programs and Career Ladders

Direct service workers receive relatively little training. Potential workers lack both funds and time
to participate in training. Once a worker is hired, funding is needed for tuition or wages while workers
receive training. Funding often must also be found for substitute staff while workers are being trained.
Ultimately, the cost of training must be borne by provider agencies or sponsoring government agencies,
because workers usually cannot afford training costs. Increased federal and state funding is an alternative
way to pay for training.

Improved training may be important to help workers develop competencies and functional skills
that will improve their confidence and job satisfaction, and ultimately worker retention. Improved training
may also indirectly affect recruitment of workers if better-trained and more satisfied workers improve
public opinion of these jobs, making these jobs more attractive to potential recruits. Career ladder
development for workers is important if states want to reduce the turnover rate and develop a cadre of
quality workers. Several states are exploring the new career options for direct service workers by
developing new job categories, expanding the scope of duties under existing categories, and developing
career ladders.

Extrinsic Rewards

Proposals to improve extrinsic benefits of the job, such as wages and fringe benefits, make a
straightforward economic case. Workers are more likely to stay on the job when they are well paid,
especially relative to other employment opportunities. The argument is also that better worker
compensation packages could help draw marginal workers into the labor force. Moreover, increases in the
compensation of long-term care staff relative to other low-wage positions could reallocate the available
low-wage workforce to long-term care (Holzer, 2001). In a rare study of the effects of wage increases, a
near doubling of wages of home care workers in San Francisco County, California, increased the retention
rate over a 52-month period from 39 percent to 74 percent (Howes, 2005). An analysis of the 2004
National Nursing Home Survey and the National Nursing Assistant Survey found that higher wages were
associated with longer job tenure by certified nursing assistants (Wiener et al., forthcoming).

To implement higher wages, just over half the states funded wage pass-throughs for direct care
workers in recent years and over 40 percent of wage pass-throughs have been for workers in nursing
facilities (Seavey and Salter, 2006). In these initiatives, Medicaid or other public payment rate increases
are earmarked for higher wages for long-term care staff. Although consistent with economic theory, there
is little evidence as to whether wage pass-throughs affect recruitment and retention of workers; the wage
increases are often small and enforcement and accountability mechanisms for the pass-throughs are often
lacking. And because long-term care providers are so dependent on Medicare, Medicaid, and other public
programs, wage increases and more fringe benefits for direct care workers require higher reimbursement
levels from public programs, which will be difficult in the current economic climate.
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Organizational Culture

Initiatives to improve the organizational culture of nursing homes focus on the values that
determine organizations’ behavior, the relationships between internal and external stakeholders,
traditions, what is rewarded and punished in the organization, and behavioral norms. While extrinsic
rewards may draw individuals into an organization to work, the satisfaction that they receive while on the
job may contribute to longer job tenure. Productive relationships with supervisors and coworkers,
opportunities for teamwork, and respect are potentially important intrinsic factors that could improve job
tenure.

A number of nursing homes are attempting to change their organizational culture by empowering
and involving workers in care decisions and by providing more feedback, autonomy, and respect (Institute
of Medicine, 2008). Many of these initiatives (such as the Eden Alternative, the Wellspring Model, the
Pioneer Network, and Green House homes) focus mainly on improving quality of care, but these
approaches have important spillover effects that affect workforce issues (Kane et al., 2007). Although
these models represent primarily a provider initiative, some states have provided financial incentives for
nursing homes to replicate them (Stone and Wiener, 2001).

QUALITY ASSURANCE

Concern about poor quality of care by nursing homes and other long-term care providers is long
standing (New York State Moreland Act Commission, 1975; Wiener, 1981). Unease about quality is not
limited to the United States, but exists in a number of countries (Wiener et al., 2007). Despite
improvements in nursing home quality following the enactment of the Omnibus Budget Reconciliation
Act of 1987, poor-quality nursing home care and questions about the effectiveness of government
oversight continue to be problems (Institute of Medicine, 2001; Wiener, Freiman, and Brown, 2007).

The U.S. Government Accountability Office (GAO, 2005) found that there was a significant
decrease in the proportion of nursing homes with serious quality problems during the first half of this
decade, declining from about 29 percent of facilities in 1999 to about 16 percent of facilities in January
2005. However, the same report concluded that this trend masked two important concerns: inconsistency
among state surveyors in conducting surveys and understatement by state surveyors of serious
deficiencies. In addition, GAO (2007a,b) found that many poor-quality facilities continued to cycle in and
out of compliance on subsequent surveys. The Administration on Aging’s national ombudsman reporting
system received nearly 200,000 complaints in 2006 concerning nursing facility residents’ quality of care,
quality of life, and rights (U.S. Administration on Aging, 2008b).

One of the policy rationales for expanding home and community-based services is that the quality
of care of these services is better than in nursing homes. However, much less is known about the quality
of home and community-based services, in part because there is less government oversight, especially by
the federal government. Although people who use home care typically report high levels of satisfaction,
measuring quality of care in the home and community setting is at a fairly early stage of development
compared with nursing home care (Khatutsky, Anderson, & Wiener, 2006). Although states have
increased regulation of residential care facilities, including assisted living facilities, there is no systematic
information about the quality of care provided.

To fully meet the needs of individuals who need long-term care, quality assurance systems need to
address both quality of care and quality of life domains. The vast majority of existing regulations and
quality measures focus on quality of care, generally measured by indicators of health and safety, including
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potential markers of poor quality such as dehydration, urinary tract infections, malnutrition, bedsores,
excessive use of hypnotics and antipsychotic medications, undertreatment of depression, weight loss, and
uncontrolled pain. For example, quality of care assessments include whether nursing homes carefully help
residents with eating, whether there is adequate staffing to assist residents at mealtime, and whether
residents maintain an appropriate weight.

In contrast, quality of life refers to much more intangible factors, such as autonomy, dignity,
individuality, comfort, meaningful activity and relationships, a sense of security, and spiritual well-being
(Kane et al., 2003; National Citizens’ Coalition for Nursing Home Reform, 1985). These factors are, by
definition, subjective, but they are critical to living a good and meaningful life. To continue with the
feeding example, quality of life refers to the ability to choose preferred foods, the tastiness and the
temperature of the food, the ability to choose meals that fit with personal preferences and ethnic heritage,
the friendliness and patience of the staff helping with feeding, and the willingness of the staff to let
residents feed themselves to the extent possible, even if it takes additional time.

An important hypothesis articulated by some advocates of assisted living and consumer-directed
services is that there may be a tradeoff between quality of care and quality of life. As Rosalie Kane of the
University of Minnesota puts it:

One little-tested assumption is that safety—defined vaguely or not at all—is the be-all and
end-all of long-term care. Embedded in most of our rules and regulations is the idea that
long-term care should aspire to the best quality of life as is consistent with health and
safety. But ordinary people may prefer the best health and safety outcomes possible that
are consistent with a meaningful quality of life (Kane, 2001).

The use of negotiated risk agreements in some assisted living facilities, where informed consumers or
their agents explicitly identify and accept risks and the possibility of adverse outcomes to achieve quality
of life goals, are an effort to address these tradeoffs.

Reform Options

To achieve the goals of high-quality long-term care, a large number of strategies have been
proposed and implemented (Wiener, Freiman, and Brown, 2007). These approaches can be broadly
grouped into three categories—increase external mandatory requirements, increase voluntary external
incentives, and promote voluntary approaches by providers to directly change their internal operations
(Exhibit 5).

Increase External Mandatory Requirements

The federal government dominates the quality assurance system for nursing homes, although
states actually perform the inspections. States, on the other hand, are responsible for most regulation of
home and community-based services, although CMS has recently increased quality of care oversight in
Medicaid home and community-based services waivers. One group of strategies to improve quality of
care increases mandatory federal or state provider requirements by strengthening the regulatory process
with tougher enforcement of existing nursing home standards and more extensive monitoring of home and
community-based services (GAO, 2007a,b; Institute of Medicine, 2001). This strategy would also raise
regulatory standards, for example, by requiring higher staffing ratios in nursing homes (Institute of
Medicine, 2001, 2008) and more extensive training (Institute of Medicine, 2008). Increasing staffing

25





levels and training will require higher Medicare and Medicaid reimbursement rates, which will increase

government expenditures.

Exhibit 5: Strategies to Improve Quality of Care and Quality of Life in Long-Term Care

Strategy

Pros

Cons

Mandatory Approaches
that are External to
Providers

Strengthen the
regulatory process

Builds on large existing system of
quality assurance for nursing
facilities and home health agencies
Great deal of data available

Main approach used in many other
countries

Addresses weak enforcement for
nursing facilities

Addresses limited monitoring of
home and community-based services

Many regulations address paperwork
and structural requirements rather
than outcomes

Nursing home regulations
inconsistently interpreted and applied
across geographic areas

May stifle innovation

Little knowledge base on which to
establish regulations for home and
community-based services

Increase staffing levels
and training
requirements in nursing
homes

Current staffing in nursing facilities
below recommended levels

Training requirements for direct care
workforce minimal or absent

Organization and management of
services may be as important as
staffing levels

Increased staffing expensive to
implement, requiring high Medicare
and Medicaid payments

Little research on effects of training
on quality of care

Voluntary Approaches
that are External to
Providers

Provide consumers with
more information

Builds on existing CMS websites,
which already provide a great deal of
information on nursing home and
home health quality

Makes market work better by
encouraging competition on quality
Provides motivation for provider
improvement

Low-cost initiative

Little research evidence on the
effectiveness of this approach
Structural aspects of market may
reduce possibility of competition on
quality

Consumers may not use information
to make choices because it is too
complicated or choices are made
during “crises”

Current data are focused on quality of
care rather than quality of life
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Exhibit 5: Strategies to Improve Quality of Care and Quality of Life in Long-Term Care

(Continued)

Strategy

Pros

Cons

Voluntary Approaches
that are External to
Providers (Continued)

Strengthen consumer
advocacy

Provides a counterbalance to nursing
home industry

Gives voice to views of consumers
Ombudsman program provides
resolution to individual complaints

No research on effectiveness
Volunteers often lack technical
expertise

Fear of retaliation by providers
against consumers may limit
complaints

Reform the payment
systems for Medicare
and Medicaid

Could prevent states from
underpaying nursing homes and other
providers for Medicaid beneficiaries
Government controls amount and
method of most payment systems
Providers depend heavily on
government financing, making them
sensitive to government
reimbursement system

Higher rates increase government
costs

Research shows modest relationship
between cost and quality

Little research evidence on the
effectiveness of pay-for-performance
in long-term care

Voluntary Strategies that
are Internal to Providers

Develop and implement
practice guidelines

Low-tech aspects of long-term care
make guidelines potentially very
useful

Many guidelines already exist

Some guidelines raise costs

Accurate reporting on use of
guidelines may expose providers to
surveyor sanctions

Limited federal and state government
policy levers

Change the
organizational culture of
long-term care providers

Systematically changes culture of
care to focus on consumer needs and
empowering workers

Addresses many critiques of nursing
homes

Limited research on impact on
quality

Replicability unclear

May result in higher costs
Limited federal and state policy
levers

Increase Voluntary External Incentives

Another group of strategies depend on federal or state government actions or other organizations
to structure the market so that providers have to compete for customers based on the quality of care they
provide. These initiatives include providing consumers with information on the quality of care of
individual providers, changing Medicare and Medicaid reimbursement methods, and increasing support
for consumer advocacy, such as the Administration on Aging’s ombudsman program. To help consumers
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choose among providers, CMS has added a large number of quality measures to the Nursing Home and
Home Health Compare websites. While this initiative has broad support, there is little evidence that it
changes consumer behavior (Shugarman & Brown, 2006; Stevenson, 2006). CMS is operating a Medicare
pay-for-performance demonstration to provide financial incentives to nursing home and home health
agencies to improve the quality of care. Although funding is limited, the U.S. Administration on Aging
operates the long-term care ombudsman program, which advocates for residents of nursing homes, board
and care homes, assisted living facilities, and similar adult care facilities.

Promote Voluntary Approaches by Providers to Change Their Internal Operations

A final group of strategies includes a range of voluntary initiatives by providers to directly change
their internal operations to improve quality. These strategies include implementing practice guidelines and
changing the organizational culture of individual providers. A substantial number of practice guidelines,
including those for the treatment of incontinence, the use of restraints, prevention and treatment of
pressure ulcers, and the treatment of pain and depression, already exist, but are not widely used (Institute
of Medicine, 2001).

As noted above in the section on the long-term care workforce, policymakers and providers have
promoted culture change as a means of improving quality of care. These initiatives involve direct care
workers, such as certified nurse assistants and personal care attendants, in care decisions, empowering
workers, and providing more feedback, autonomy, and respect. Some of the better known of these
experiments include the Eden Alternative, the Wellspring Model, and Green House homes. While the
federal and state government can facilitate these changes by altering or waiving regulations that may
impede implementation and by offering modest startup funding, responsibility for the implementation of
these initiatives belongs primarily to providers themselves.

MOVING FORWARD: FIRST STEPS

The long-term care financing and delivery systems in the United States are broken and need a
dramatic overhaul. Although long-term care affects people of all ages, the increase in the elderly
population over the next 40 years, and with it the growth in the number of older people with long-term
care needs, inevitably will force long-term care onto the policy agenda. Some observers worry about
whether the current Medicaid-dominated system can be sustained, although it seems likely that America
can muddle through, albeit in a less than optimal fashion. While the costs and other demands of long-term
care are almost certain to be greater in the future than they are today, long-term care in the future does not
have to look like the long-term care of today. We have the opportunity and the responsibility to build a
better system than the one we have today.

Common Understanding of the Problems

While there are strong disagreements among long-term care stakeholders on many issues, most
observers would agree with the following observations:

Financing
e Because each state has its own coverage and eligibility rules, the heavy emphasis on Medicaid

financing results in great variation across the country in what services older and younger persons
needing long-term care have available to them.
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e States are not fiscally structured to address the large long-run increase in demand for long-term care.

e Addressing the problem of long-term care financing is likely to require a combination of public and
private initiatives and will need to address both older people and younger persons with disabilities.

e While private sector financing is likely to increase, it will not become a major source of financing
without much greater financial incentives, which would be costly to federal and state governments.

Service Delivery

e Although substantial progress has been made over the last 10 years, the long-term care delivery
system continues to be tilted toward institutional care rather than to home and community-based
services.

e States have experimented with service delivery options that increase program participants’ control
over their services, but many of these new approaches have not been widely implemented.

e The split between acute and long-term care results in suboptimal care for older and younger people
with long-term care needs.

Long-Term Care Workforce

e The current long-term care financing and delivery system depends heavily on minimally trained, low-
wage workers with high turnover rates.

e Staffing shortages in nursing homes and home and community-based services are common.

e Although the recession may ameliorate worker shortages in the short term, over the long run the
demographic imbalance between consumer demand and worker supply is likely to result in substantial
shortages, which may have a major impact on the cost and availability of services.

Quiality of Care

e Poor quality of care in long-term care is a longstanding problem, one that receives regular, if episodic,
attention by the media and high-level public officials.

e While a detailed regulatory system is in place for nursing homes, a widely agreed upon and
implemented quality assurance framework for home and community-based services is lacking.

Agreements and Disagreements on Policy Directions

Long-term care stakeholders agree on some policy directions and disagree about others. In terms
of financing, policymakers face a fundamental choice on whether they wish to devote the resources
necessary to substantially change the existing system. Significant changes from the status quo—be it a
large expansion of private long-term care insurance, modifying Medicaid, expanding Older Americans
Act programs, or enacting a new public insurance program or expanding Medicare—will require
substantial additional government spending either as direct government expenditures or as tax losses
through deductions or credits for private long-term care insurance or other private financing mechanisms.
As with the stimulus package and health care for the uninsured, sharp disagreements exist among
policymakers over whether expansion of public or private programs is desirable or possible.
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In contrast to the disagreements about long-term care financing, there is broad policy consensus to
expand and reform home and community-based services. Most, but not all, stakeholders would strongly
prefer that this expansion be accompanied by a decline in the use of nursing homes. The Medicaid funds
to attain this goal are lacking in most states, but the direction is clear. Moreover, a number of initiatives
are underway to expand participant-directed care, the use of residential care facilities, nursing facility
transition programs and money-follows-the-person initiatives, and single points of entry to the long-term
care system. This policy direction enjoys remarkable consensus across the political spectrum—Iliberals
view these initiatives as a way of empowering a disadvantaged underclass and conservatives view these
initiatives as a way of promoting market solutions.

The importance of the long-term care workforce has only recently been broadly recognized. In the
past, attention to workforce issues has waxed and waned with the overall economy, which has affected the
ease with which providers could recruit workers. While there is broad agreement that increased training,
higher wages and more fringe benefits, and organizational change would be desirable, providers and
federal and state officials resist incurring the additional costs required by these initiatives. Some observers
also question whether the benefits will be worth the costs.

Closely related to workforce issue are concerns about quality of care. While there is broad support
for organizational change, providing more information to consumers, developing care guidelines, and
voluntary initiatives to improve quality (such as Advancing Excellence in America’s Nursing Homes),
provider groups oppose stronger and increased regulation of nursing homes, arguing that the industry is
already too heavily regulated. Moreover, some stakeholders, especially those advocating participant-
directed care, worry that more regulation of home and community-based services will introduce the
rigidities that plague nursing homes, undermining the independence and autonomy that these services
seek to promote. As noted above, while consumer groups advocate increased staffing levels in nursing
homes and assisted living facilities and higher wages and fringe benefits, nursing home groups oppose
these initiatives, at least as requirements imposed by the government.

Starting the Conversation

The health reform debate of the next few years will not focus on long-term care. However, it
would be a missed opportunity if long-term care was not part of the debate. While major reform would be
costly, there are many initiatives that are fairly widely agreed upon that could be implemented at
relatively low cost, especially in the context of significant health care reform. Presented below is a list of
initiatives that in the opinion of the author represent the “low-hanging fruit” of long-term care reform.
Under the proper circumstances, much more ambitious initiatives could be adopted. As such, these
initiatives set the stage for a future debate about more fundamental reforms. These initiatives, which are
summarized on Exhibit 6, include the following:

Educating the American People

Although an increasing number of people have experience with long-term care either directly or
through relatives, most Americans know little about long-term care. For example, despite the fact that
Medicare covers only short-term skilled nursing facility and home health care, most Americans continue
to believe that Medicare covers long-term care (GfK NOP Roper Public Affairs & Media, 2006). Building
on the existing Own Your Future Campaign, the federal government could mount a major campaign to
educate Americans on the long-term care financing and delivery system, with a major focus
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Exhibit 6: The Beginning Elements of a Reform Agenda

Proposal

Description

Educate the American people on long-term care

Public education campaign to increase public
understanding of the long-term care financing and
delivery system

National Commission on Long-Term Care

High-level, bipartisan commission, including
appointees by the President, the House and Senate,
to recommend a strategy for long-term care reform

Increase federal funding for state long-term care
infrastructure initiatives

Substantially increase funding for existing or new
grants to states to help states establish infrastructure,
such as Aging and Disability Resource Centers,
Alzheimer’s disease programs, participant-directed
home care programs, quality assurance systems for
home and community-based services, and nursing
facility transition programs

Ease Medicaid spend-down requirements for
beneficiaries receiving home and community-based
services

Allow states to establish higher Medicaid income
and asset spend down limits for people receiving
home and community-based services

Increase funding for Administration on Aging and other
appropriated long-term care programs

Increase funding for infrastructure development and
for home and community-based services

Increase support for a variety of relatively low-cost
initiatives related to quality of care

Increase funding for the Administration on Aging
Ombudsman program

Increase research funding on quality of care of home
and community-based services

Amend Medicaid to more clearly require states to
establish standards for and monitor the quality of
Medicaid home and community-based services

Establish Medicaid pay-for-performance
demonstrations for nursing homes

Continue financial support for integrated data
systems that cut across provider settings, such as the
CARE tool

Establish grant program to states, providers, and
consumers to improve direct care workforce

Establish grant program to promote training
programs, organizational change, worker registries,
and other workforce initiatives

Research and development

Increase funding for long-term care research and
policy analysis.

Conduct demonstrations of innovative approaches to
long-term care, including ways to coordinate and
integrate with acute care.
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on eligibility and coverage of government programs and options within the public sector.” The campaign
should also educate the public about the range of long-term care services.

A National Commission on Long-Term Care

A national commission on long-term care, modeled on the Pepper Commission of the late 1980s,
could be a useful way to create a consensus on long-term care reform. Mandated by the Medicare
Catastrophic Coverage Act of 1987, the Pepper Commission was a bipartisan group composed primarily
of members of Congress, charged with addressing health care for the uninsured and long-term care.
Despite lopsided majorities on the Commission for major long-term care initiatives, they were not
enacted. However, the Commission did educate Congress and the public on the problems of long-term
care and its potential solutions, and was a touchstone for the long-term care debate over the next several
years. While establishing a commission is likely to have significant support, some observers might object
to this proposal because they see it as a way for politicians to avoid dealing with the issue, or as the
British say, “kicking the ball into the long grass.”

Federal Funding for State Long-Term Care Infrastructure Initiatives

As noted above, the federal government currently operates a number of small programs that
provide grants to the states to improve the long-term care infrastructure. For example, these grants have
funded state initiatives to develop single points of entry to the long-term care system, improved quality
management systems, develop nursing home transition and participant-direction programs, establish
workforce initiatives, and improve services for people with Alzheimer’s disease. However, the size of
many of these grants has been only a few hundred thousand dollars, limiting their impact; many projects
have had difficulty going statewide or becoming permanently integrated into ongoing programs. In this
proposal, funding for existing infrastructure programs would be increased or a new program that would
consolidate and increase funding for these grants would be established. These infrastructure grants would
address entry to the long-term care system, expansion and reform of home and community-based services,
and workforce and quality of care initiatives.

Ease Medicaid Spend-Down Requirements

Medicaid beneficiaries eligible for home and community-based services waivers may have
incomes up to 300 percent of the federal Supplemental Security level (over 200 percent of the federal
poverty level), but beneficiaries receiving other home and community-based services (such as personal
care under the regular Medicaid state plan) must meet normal Medicaid eligibility rules. Many states use
the “medically needy” option to provide Medicaid eligibility to people who incur substantial medical
expenses. However, people who “spend down” to the medically needy income level must incur expenses,
which, when subtracted from their income, leave them little income on which to live. Under federal law,
the maximum level of protected income is only 133 percent of each state’s old Aid to Families with

* The Own Your Future Campaign is a project, started in January 2005, to increase consumer awareness about, and planning
ahead for, long-term care. The project’s core activities are state-based direct mail campaigns supported by each participating
state’s Governor, and targeted to households with members between the ages of 45 and 70. Campaign materials include a
Long-Term Care Planning Kit and state-specific information and resources. The Own Your Future Campaign is a collaboration
of CMS, the Office of the Assistant Secretary for Planning & Evaluation, and the U.S. Administration on Aging, and has
support from the National Governors Association.
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Dependent Children level (the Aid to Families with Dependent Children program was replaced a decade
ago by the Temporary Assistance to Needy Families program). These income levels are extremely low,
well below the federal poverty level and the Supplemental Security Income payment level. In this
proposal, states would have the option to set higher levels of protected income and assets for persons
receiving Medicaid home and community-based services outside of waivers.

Funding for Administration on Aging and Other Appropriated Programs

Federal funding for Administration on Aging and other appropriated programs providing home
and community-based services could be increased without committing the federal government to large
and possibly unknown increases in Medicaid and Medicare. For example, the entire budget for the
Administration on Aging was only $1.4 billion in FY2008 (U.S. Administration on Aging, 2008a), so
significant percentage increases could be obtained at relatively low cost. Funding could be increased for
Administration on Aging service programs, such as the supportive services program, the National Family
Caregiver Support Program, and the Ombudsman program and for the administrative costs of State Units
on Aging and the Area Agencies on Aging.

Workforce Grant Program

Options to improve the direct care workforce that involve increasing wages and fringe benefits
will require significant investment of funds, which may or may not be available. Health insurance
coverage for these workers is likely to be addressed as part of other health care reform initiatives.
Progress on a number of other initiatives could be promoted by establishing a grant program to states,
providers, and consumers to implement training programs, promote organizational change, develop
worker registries, and a variety of other workforce initiatives.

Quality of Care Initiatives

While many proposals to improve quality of care, such as raising staffing levels in nursing homes,
carry high price tags, other initiatives are less expensive. These initiatives include (1) increasing funding
for the Administration on Aging Ombudsman program; (2) funding research on quality of care of home
and community-based services; (3) amending Medicaid to more clearly require states to establish
standards for and monitor the quality of Medicaid home and community-based services (Institute of
Medicine, 2008); (4) establishing Medicaid pay-for-performance demonstrations for nursing homes; and
(5) increasing support for integrated data systems that cut across provider settings, such as the CARE tool.

Research and Development

Despite the aging of the population, federal funding for research and development in long-term
care has been very modest at best. Moreover, in recent years, several private foundations have reduced or
narrowed their funding of long-term care research and policy analysis. Ironically, as the need for long-
term care has increased, research funding has declined. Broad health services research funding earmarked
for long-term care could be increased in the Office of the Secretary, CMS, the National Institute on
Aging, the Administration on Aging, and the Agency for Healthcare Research & Quality. Beyond health
services research, increased biomedical research on Alzheimer’s disease would target one of the main
causes of disability and use of long-term care services and increase the likelihood that interventions that
prevent or treat this disease would be discovered, thus potentially reducing the need for long-term care
services.
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Closely allied to increasing the research base would be sponsoring new demonstrations of
innovative long-term care programs, including those that better coordinate acute and long-term care
services, including those that integrate these two systems. In addition, recognizing the high health care
costs of people with long-term care needs, including long-term care and older and younger persons with
disabilities in future Medicare chronic disease demonstrations is critical to meeting the needs of this
population and finding ways to reduce costs. These demonstrations should include rigorous evaluation of
their impacts.

Conclusion

Despite the fact that long-term care is the third main pillar of retirement security along with health
care and income support, it has not received the policy attention it deserves. There is no doubt that when
the baby boom generation is age 80 or 85, long-term care will be at the center of public policy debates,
but those days are still quite far away (although not as far as they used to be). However, we are now at a
time when the parents of the baby boom generation are now elderly; some of these parents are quite old
and in need of long-term care. It may be the combination of the baby boomers and their parents that put
long-term care on the national political agenda sooner rather than later. The health reform debate that is
about to begin is a vehicle to begin to achieve the needed reforms.
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GLOSSARY OF TERMS

Many sources have been used to compile this list, including the U.S. Department of Health and Human
Services glossary available at http://aspe.hhs.gov/daltcp/diction.shtml and the Alliance for Health Reform
sourcebook for journalists’ glossary available at http://www.allhealth.org/covering-health-issues-5th-
edition/pdfs/Glossary.pdf

Activities Of Daily Living (ADL)

An index or scale which measures a patient’s degree of independence in bathing, dressing, using the
toilet, eating and transferring (moving from a bed to a chair, for example). Used to determine need for
long-term care and eligibility for payments for care by insurers. Contrast with instrumental activities of
daily living (IADL).

Adult Care Home

Residence which offers housing and personal care services for three to 16 residents. Services, such as
meals, supervision, and transportation, are usually provided by the owner or manager. This type of
residence may also be called board-and-care home or group home. May be a single family home
licensed by the state as an adult family home or adult group home. (Licensing requirements and
terminology vary from state to state.)

Adult Day Care
A daytime community-based program for functionally impaired adults that provides a variety of health,
social and related support services in a protective setting.

Aging and Disability Resource Centers (ADRCs)

Centers funded through the Aging and Disability Resource Center Grant Program, a cooperative effort of
the federal Administration on Aging (AoA) and the Centers for Medicare & Medicaid Services (CMS).
The ADRC program was developed to help states create a single, coordinated system of information and
access for all persons seeking long term support to minimize confusion, enhance individual choice, and
support informed decision-making. Many, but not all, states have ADRCs.

Area Agency on Aging (AAA)

A local (city or county) agency, funded under the federal Older Americans Act, that plans and coordinates
various social and health service programs for persons 60 years of age or more. The network of AAA
offices consists of more than 600 approved agencies.

Assisted Living

Residences that provide a "home with services" and that emphasize residents' privacy and choice.
Residents typically have private locking rooms (shared only by choice) and bathrooms. Personal care
services are available on a 24-hour-a-day basis. (Licensed as residential care facilities or as rest homes —
licensing requirements and terminology vary from state to state.)

Caregiver

Person, generally unpaid, who provides support and assistance with various activities to a family member,
friend, or neighbor. May provide emotional or financial support, as well as hands-on help with different
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tasks. Sometimes referred to as “informal caregivers,” they provide unpaid long-term care worth an
estimated $77 billion each year.

Care/Case Management

Offers a single point of entry to the aging services network. Care/case managers assess clients' needs,
create service plans, and coordinate and monitor services; they may operate privately or may be employed
by social service agencies or public programs. Typically case managers are nurses or social workers.

Cash and Counseling

A Medicaid long-term care waiver demonstration program that allows certain Medicaid beneficiaries to
purchase their own personal care and related services. Medicaid provides a monthly allowance, the
amount of which is determined after assessing the beneficiary’s need for community-based long-term care
services. Effective in 2007, states may implement similar capped programs covering costs of self-directed
personal care services without a waiver.

Chronic Condition

A condition that is not expected to improve, that lasts a year or longer or recurs, and may result in long-
term care needs. Chronic illnesses include Alzheimer's disease, arthritis, diabetes, epilepsy and some
mental illnesses.

Community-Based Services

Services designed to help older people remain independent and in their own homes; can include senior
centers, transportation, delivered meals or congregate meals site, visiting nurses or home health aides,
adult day care and homemaker services.

Congregate Housing

Individual apartments in which residents may receive some services, such as a daily meal with other
tenants. Other services may be included as well. Congregate housing buildings usually have some
common areas such as a dining room and lounge, as well as additional safety measures such as emergency
call buttons. May be rent-subsidized (known as Section 8 housing).

Continuing Care Retirement Community (CCRC)

Communities which offer multiple levels of care (independent living, assisted living, skilled nursing care)
housed in different areas of the same community or campus and which give residents the opportunity to
remain in the same community if their needs change. Provide residential services (meals, housekeeping,
laundry), social and recreational services, health care services, personal care and nursing care. Require
payment of a monthly fee and possibly a large lump-sum entrance fee. (Licensed as nursing
homes/residential care facilities or as homes for the aging — licensing requirements and terminology vary
from state to state.)

Developmental Disability (DD)

A disability which originates before age 18, can be expected to continue indefinitely, and constitutes a
substantial handicap to the disabled person’s ability to function normally.
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Dual Eligible

A Medicare beneficiary who also receives either a full range of Medicaid benefits offered in his or her
state, or help with Medicare out-of-pocket expenses. For more information, see
www.cms.hhs.gov/DualEligible. Also see Qualified Medicare Beneficiary and Specified Low-Income
Medicare Beneficiary.

Estate Recovery

By law, states are required to recover funds from certain deceased Medicaid recipients' estates up to the
amount spent by the state for all Medicaid services (e.g., nursing facility, home and community-based
services, hospital and prescription costs).

Family Caregiver
Spouses, daughters and daughters-in-law, sons and other relatives and friends who volunteer to help with
personal care, medication management and a range of household and financial matters. (See caregiver)

Fee-for-Service (FFS)

The way traditional Medicare and health insurance work. Medical providers bill for whatever services
they provide. Medicare and/or traditional insurance pay their share, and the patient pays the balance
through co-payments and deductibles.

Functionally Disabled
A person with a physical or mental impairment that limits the individual's capacity for independent living.

Geriatrics
Medical specialty focusing on treatment of health problems of the elderly. A geriatrician is a
physician who is certified in the care of older people.

Gerontology
Study of the biological, psychological and social processes of aging.

Home- and Community-Based Services (HCBS)

State-designed HCBS encompass case management, adult day care, home health aide assistance, personal
care, assisted living services and respite care. Section 1915(c) of the Social Security Act permits the HHS
secretary to approve state Medicaid waivers that allow for long-term care services to be delivered in
community instead of institutional settings. The Deficit Reduction Act of 2005 created a new capped
HCBS option that allows states to offer these services without having to obtain administrative waiver
approval.

Home- and Community-Based Waivers

Section 2176 of the Omnibus Reconciliation Act of 1987 permits states to offer, under a waiver, a wide
array of home and community-based services that an individual may need to avoid institutionalization.
Regulations to implement the act list the following services as community and home-based services
which may be offered under the waiver program: case management, homemaker, home health aide,
personal care, adult day health care, habilitation, respite care and other services.
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Instrumental Activities of Daily Living (IADLS)
Household/independent living tasks which include using the telephone, taking medications, money
management, housework, meal preparation, laundry, and grocery shopping.

Intermediate Care Facility (ICF)

A nursing home, recognized under the Medicaid program, which provides health-related care and services
to individuals who do not require acute or skilled nursing care, but who, because of their mental or
physical condition, require care and services above the level of room and board available only through
facility placement. Specific requirements for ICFs vary by state. Institutions for care of the mentally
retarded or people with related conditions (ICF/MR) are also included. The distinction between "health-
related care and services" and "room and board" is important since ICFs are subject to different
regulations and coverage requirements than institutions which do not provide health-related care and
services.

Long-Term Care Ombudsman

An individual designated by a state or local entity responsible for investigating and resolving complaints
made by or for older people in long-term care facilities. Also responsible for monitoring compliance with
federal and state policies that relate to long-term care facilities, for providing information to the public
about the problems of older people in facilities, and for training volunteers to help in the ombudsman
program. The long-term care ombudsman program is authorized by Title III of the Older Americans Act.

Money Follows the Person (MFP)

This “rebalancing” initiative was included in the Deficit Reduction Act of 2005 (DRA). The program is
designed to help states shift Medicaid’s traditional emphasis on institutional care to a system offering
greater choices for individuals and a full range of home- and community-based services. States may use
the grants to transition individuals from institutions into community settings without having to apply for
Medicaid waivers. The program, administered by the Centers for Medicare and Medicaid Services,
awarded the first demonstration grants to states in January 2007. Awards will continue to 2011 for
demonstration projects lasting two to five years.

Nursing Home

Facility licensed by the state to offer residents personal care as well as skilled nursing care on a 24-hour-
a-day basis. Provides nursing care, personal care, room and board, supervision, medication, therapies and
rehabilitation. Rooms are often shared, and communal dining is common. (Licensed as nursing homes or
nursing homes/residential care facilities — licensing requirements and terminology vary from state to
state.)

Older Americans Act (OAA)

Federal legislation that specifically addresses the needs of older adults in the United States. Provides
some funding for aging services (such as home-delivered meals, congregate meals, senior center,
employment programs). Creates the structure of federal, state, and local agencies that oversee aging
services programs.

Omnibus Budget Reconciliation Act (OBRA) of 1987

Federal legislation that contains what is known as the Nursing Home Reform Act. It provides for
residents’ rights in long-term care facilities.
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Post-Acute Care (PAC)

(Also called subacute care or transitional care.) Type of short-term care provided by many long-term
care facilities and hospitals which may include rehabilitation services, specialized care for certain
conditions (such as stroke and diabetes) and/or post-surgical care and other services associated with the
transition between the hospital and home. Residents on these units often have been hospitalized recently
and typically have more complicated medical needs. The goal of subacute care is to discharge residents to
their homes or to a lower level of care.

Program of All-Inclusive Care For The Elderly (PACE)

Originally a Medicare demonstration project that replicated the model of managed care developed by On
Lok Senior Health Services in San Francisco, California. The Balanced Budget Act of 1997 expanded
PACE into a national, permanent program and created a Medicaid PACE option. PACE targets frail,
community-dwelling elderly, most of whom are dually eligible for Medicare and Medicaid. Core services
include adult day care, social support, home health, hospital care, nursing home care, and case
management that integrates acute and long-term care services. PACE is financed through capitated
Medicare and Medicaid payments to the provider.

Qualified Medicare Beneficiary (QMB)

A person who is eligible for Medicare, has an income below 100 percent of the federal poverty level and
has limited assets, is eligible to receive cost-sharing assistance if enrolled in the Qualified Medicare
Beneficiary program. Under the QMB program, state Medicaid agencies are required to pay the cost of
Medicare Part A and B premiums, deductibles, and coinsurance. Contrast with Specified Low-income
Medicare Beneficiary (SLMB)

Residential Care

The provision of room, board and personal care. Residential care falls between the nursing care delivered
in skilled and intermediate care facilities and the assistance provided through social services. It can be
broadly defined as the provision of 24-hour supervision of individuals who, because of old age or
impairments, necessarily need assistance with the activities of daily living.

Respite Care

Service in which trained professionals or volunteers come into the home to provide short-term care (from
a few hours to a few days) for an older person to allow caregivers some time away from their caregiving
role.

Skilled Nursing Facility (SNF)
Facility that is certified by Medicare to provide 24-hour nursing care and rehabilitation services in
addition to other medical services. (See also nursing home.)

Social Health Maintenance Organization (SHMO)

A managed system of health and long-term care services geared toward an elderly client population.
Under this model, a single provider entity assumes responsibility for a full range of acute inpatient,
ambulatory, rehabilitative, extended home health and personal care services under a fixed budget which is
determined prospectively. Elderly people who reside in the target service area are voluntarily enrolled.
Once enrolled, individuals are obligated to receive all SHMO covered services through SHMO providers,
similar to the operation of a medical model health maintenance organization (HMO).
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Specified Low-Income Medicare Beneficiary (SLMB)

A person who is eligible for Medicare, has an income of between 100 to 120 percent of the federal
poverty level and has limited assets, is eligible to receive cost-sharing assistance if enrolled in the
Specified Low-Income Medicare Beneficiary program. Under the SLMB program, state Medicaid
agencies are required to pay the beneficiary’s Part B premiums, but not deductibles or copayments. Also
see Qualified Medicare Beneficiary.

Spend-Down
Medicaid financial eligibility requirements are strict, and may require beneficiaries to “spend down” or
use up assets or income until they reach the eligibility level.

Spousal Impoverishment
Federal regulations preserve some income and assets for the spouse of a nursing home resident whose stay
is covered by Medicaid.

State Unit on Aging (SUA)
Authorized by the Older Americans Act. Each state has an office at the state level which administers the
plan for service to the aged and coordinates programs for the aged with other state offices.

Supplemental Security Income (SSI)

A program of support for low-income aged, blind and disabled persons, established by Title XVI of the
Social Security Act. SSI replaced state welfare programs for the aged, blind and disabled in 1972, with a
federally administered program, paying a monthly basic benefit nationwide of $284.30 for an individual
and $426.40 for a couple in 1983. States may supplement this basic benefit amount.

Title 111 Services

Services provided to individuals age 60 and older which are funded under Title III of the Older Americans
Act. Include: congregate and home-delivered meals, supportive services (e.g., transportation, information
and referral, legal assistance, and more), in-home services (e.g., homemaker services, personal care, chore
services, and more), and health promotion/disease prevention services (e.g., health screenings, exercise
programs, and more). (See also Older Americans Act.)
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New Hampshire Long Term Support Systems Transformation


Our Mission


To create a dynamic and enduring community-based system of long-term supports, so all 


New Hampshire citizens may live and age with respect, dignity, choice and control 


until the end of life.


Our Vision


All New Hampshire citizens have access to the full array of long-term supports and services.  This allows  them to exercise personal choice and control, and affords them dignity and respect throughout their lives.  To the greatest extent possible, each of us is able to make informed decisions about our aging, health, and care needs.  There is a high level of quality and accountability in everything offered and in everything provided.  Over time, New Hampshire truly becomes an extended community of people who care about, value and help one another.


Our Values & Commitments


These are the ideals toward which we strive for all New Hampshire citizens:


• Quality of Life    • Dignity & Respect     • Choice & Access    


• Personal Responsibility    • Ease    • Service    • Integration     


• Responsiveness    • Wellness    • Quality & Outcomes


Quality of Life.  First and foremost, we are steadfast in our commitment to a quality of life of one’s choosing throughout our lives.  To this end, we aspire to the following:

Dignity & Respect.  Each individual is valued.  This includes the many differences that exist among people.  Such valuing leads to increased dignity and respect of older adults and those with disabilities.  In the process, the citizens of New Hampshire come to recognize that everyone is valuable and has something to contribute to the greater good.  Likewise, all types of caregivers (including family members) are sufficient in number and are developed, trained, valued, and compensated appropriately.


Choice & Access.  All efforts ultimately lead to maximized choice, independence, control and timely access to a full array of services and options by all individuals, regardless of age, payer source or personal ability to pay.  Self-determined, individualized plans exist and are utilized.  People are encouraged to make their own choices within a full range of possibilities (even as we are mindful of how others, at times, must make choices on behalf of individuals).  Information, education, support and services become increasingly available on a 24/7 basis.  All of these components (and the service system as a whole) are responsive to individuals as their needs arise and then change over time.  All components of the health care system exist to help and support people.  Thus they act in support of the people they are meant to serve.


Personal Responsibility.  Personal responsibility is a lifelong ideal and commitment.  It takes different forms for different people.  It often varies significantly over the course of one’s lifetime.  Personal responsibility encompasses  the lifestyle and health care options one has, the choices one makes, and the actions one takes.  Not just for oneself, but often for members of one’s extended family…even one’s friends and neighbors.  Such family supports are the backbone of the care most people receive at most stages of life.  These range from regular communication and personal visits to ongoing education and proactive planning…from hands-on care to responsible, long-term financing.  Yet we also recognize that there are some individuals, situations, or times when personal and family efforts need to be supplemented by appropriate community and governmental supports or structures.


Ease.  Not only are services accessible, but the entire system is simple to use.  We strive for a seamless system, capable of smooth transitions from one phase of living to another as time passes.  As people age and lose capabilities, connectedness, and so forth, we do our best to keep people connected socially and involved in how their changing needs are met.  Each older or disabled adult in New Hampshire comes to have a personal guide, one single individual with whom to deal within the larger system.  


Service.  An integral and essential part of being a citizen – a human being! – is the commitment to help one another.  This belief infuses all that we do, all that we stand for, and all that we promote.  Out of this value of care and connectedness emerges our ongoing efforts to collaborate – to work together for the good of all people in our communities and state.


Integration.  Everything is well integrated, from systems and processes, to services and choices.  All government-funded services are available as a single, unified pool to individuals.  Such components as community and non-medical services, the home, family roles, and geographic realities are taken into consideration.  All efforts are mindful of individual, family, and community desires, differences, and abilities in providing services, support and care.  The system supports the existing inherent resources within each individual’s life.


Responsiveness.  We continually seek ways to enlarge society’s capacity to meet critical needs by providing the services and resources collectively needed and desired.  Over time, we expect communities to become more comprehensively “livable,” playing a more significant role in supporting the varied needs of all their citizens.  As times, needs and expectations change, the system of services will change as well.  It is responsive and dynamic.  The past and present influence, but do not control the future.  Our culture, our attitudes, our communities, our neighborhoods, and our systems are all reinvented as needed.  Nothing can stagnate, when change and responsiveness are required.  We are continually alert to unintended consequences to actions and decisions – and we respond accordingly, so we are able to create what we truly desire.


Wellness.  In the inevitable face of aging – with or without disabilities – we promote wellness.  It is the foundation for everything we do.  Out of wellness emerges the ability for all men and women to live to the maximum.


Quality & Outcomes.  Quality infuses everything that is done, everything that is offered, everything that is provided.  We pay attention to what does and does not happen.  We measure and assess outcomes, and utilize that data in our ongoing informed decision-making and the modifications to our efforts that result.  Thus, as we achieve quality – or fall short of it – we know it.  We act accordingly.
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THE POLICY RESOURCE CENTER

INSTITUTE FOR HEALTH, LAW, AND ETHICS

SUMMER/FALL 2003 / 1ssuEe 3

REAL CHOICE
SYSTEMS CHANGE

The Concord Center
10 Ferry Street, #14
Concord, NH 03301-5019

The Policy Resource Center (PRC) at the Institute for Health, Law, and Ethics was established in 2002 under a Real Choice Systems Change Grant from the Centers for Medicare
and Medicaid Services. The mission of the PRC is to identify barriers to real choice and consumer directed services for elders and persons with disabilities and to recommend reforms
in policy, regulatory structure and practices. PRC partners include: Consumers, Institute on Disability at UNH, Granite State Independent Living, The DD Council, and the New
Hampshire Department of Health and Human Services (Divisions of Elderly and Adult Services, Behavioral Health and Developmental Services and the Office of Health Planning

and Medicaid).
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THE POLICY RESOURCE CENTER

INSTITUTE FOR HEALTH, LAW, AND ETHICS

SUMMER/FALL 2003 / 1ssuEe 3

HOME AND COMMUNITY-BASED LONG-TERM CARE FINANCING
AND THE WOODWORK EFFECT

"I think it is very important at the very beginning of my remarks to meet this line of reasoning head on.
The community is not an alternative to the institution. Rather, the institution is an alternative, and a
very specialized alternative, to community living. "

Testimony of James J. Callahan, Jr.® - Hearing, Special Committee on Aging, U.S. Senate, 1977

Despite a preference for home and community-based long-term care (LTC) services, state legislatures limit Medicaid
coverage of these services and often do so for fear of the "woodwork effect." The home and community, rather than
an institutional setting, has long been recognized as the LTC setting of choice for people of all ages and is often more
cost effective. Problematically, home and community-based care (HCBC) service coverage is often unavailable. When
service coverage is available, services are often grossly insufficient due in large part to an underdeveloped service system.
Today, Medicaid is the primary payer of LTC services and, as such, significantly aftects choice, development and
availability of LTC services within states. A major obstacle to enhancing Medicaid coverage of HCBC services is the
belief that a woodwork effect will drive Medicaid LTC costs upward. Legislators believe that if Medicaid coverage for
HCBC services is widely available, many people who now rely on unpaid help from family and friends will "come out
of the woodwork" and ask for Medicaid coverage for their home care. In response to this belief, legislatures often limit
the availability of Medicaid HCBC coverage.

This brief explores the possibility and impact of a woodwork effect in New Hampshire and concludes that while
the total number of individuals who access Medicaid LTC services may increase, New Hampshire should expand the
availability of Medicaid HCBC" services for all of the following reasons:

¢ Any woodwork effect in New Hampshire would be relatively minor because of the state’s low poverty rates, low
disability rates, and already high participation rate in Medicaid LTC.

¢ New Hampshire may provide more Medicaid HCBC coverage for an increased number of individuals and still reduce
the total Medicaid LTC cost.

¢ By building a strong HCBC infrastructure, New Hampshire will encourage private-pay individuals both to use
HCBC and to avoid Medicaid estate planning and premature spend-down for Medicaid eligibility.

# A strong HCBC infrastructure will support and sustain informal caregiving.

# A strong HCBC infrastructure will serve more individuals who need LTC assistance.

*James J. Callahan, Jr. is currently director, Policy Center on Aging, The Heller School, Brandeis University.
" For the purposes of this brief, New Hampshire HCBC means home and community-based care services for the elderly and chronically ill
(HCBC-ECI), for people with developmental disabilities (HCBC-DD), for people with acquired brain disorders (HCBC-ABD), and in-home

supports for children with developmental disabilities (HCBC-IHS). HCBC-IHS is a new program in 2003.

Aurnons: Michelle Winchester G03.228.1541 ext. 1204, email mwinchesterc@piercelaw.edu
David Frydman 605.228.1641 ext. 1180, email dfrydmanc®piercelaw.edu
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MEeDICAID LONG-TERM CARE FINANCING NEwW HAMPSHIRE MEDICAID LTC CosTs
Medicaid is the primary payer for LTC services, and LTC costs account for the (Federal and State Funds - 2001)

largest portion of Medicaid spending. In New Hampshire, Medicaid provides Nursing Facility $209,805,127 (59%)
coverage for nearly 70% of all nursing facility residents." In 2001, New Home/Community $146,424,410 (41%)
Hampshire Medicaid LTC spending, including HCBC, accounted for 41% of

total state Medicaid spending or $358,376,475.2 Lozl BB ITI01TS (100K
However, a breakdown of costs shows that New Hampshire spends more on Note: I;I;??_/Ig%n&irgtgoﬁit%iﬁtghsaiglgoi? ersonal
institutional LTC than it does on HCBC. In 2001, Medicaid nursing facility Source: 7Burwell:The Medstat Group, Inc. (2002).

expenditures were $209 million ($166.64 per capita) and Medicaid HCBC

expenditures were significantly less at $146 million (116.30 per capita). The state spent roughly 30% more on nursing
facility care than on HCBC. This spending disparity is even greater for elders and adults with physical disabilities where
more than 90% of Medicaid LTC spending was for nursing facility care compared to less than 10% for HCBC."

THE DIFFERENCE IN SPENDING BETWEEN LONG-TERM CARE SETTINGS

The difference in spending between LTC settings is in part due to a difference in mandates under federal law. Federal law
requires that states provide nursing facility coverage under Medicaid and therefore states may not deny nursing facility
coverage when needed and requested by a Medicaid-eligible individual. However, federal law allows states to limit Medicaid
HCBC coverage.

New Hampshire chooses to spend more of its Medicaid LTC resources on nursing facility care despite the fact that HCBC
services are preferred and often less expensive. A New Hampshire resident who is eligible for Medicaid may readily receive
nursing facility care. When that same person elects to receive care at home, the individual may be placed on a wait list for
services. The number of Medicaid HCBC recipients is limited ("capped") to a specific number of people but the number
of Medicaid nursing facility residents are not. Additionally, a funding cap is imposed on HCBC services and that cap may
be significantly less than the alternative cost of institutional care.

BARRIERS TO EQUAL ACCESS TO HOME AND COMMUNITY-BASED CARE

There are political, logistical, and philosophical barriers to equal access to LTC settings under Medicaid.” Political barriers
include the influence of a strong nursing facility lobby, as well as home health care opposition to non-agency services such
as consumer-directed personal care and independent case management. Logistical barriers include identifying revenue both
to fund needed services and to build a solid and reliable HCBC system infrastructure, as well as address system management
issues. Philosophical barriers include deep-seated beliefs about what is "right" or "safe" to do and what will work in practical
terms. Importantly, a notable belief fueling these barriers is the fear of the woodwork effect.

One concern for legislators, no matter where the money is
coming from, is the "woodwork effect" — the fear that more
people will show up to claim the attractive new home and
community-based benefits than the state can handle. To
avoid that, the New Hampshire legislature capped the
number of people who can be helped.

Source: State Legislatures Magazine, April 2000.
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WHAT IS THE WOODWORK EFFECT?

Legislators postulate that if Medicaid coverage for HCBC services is widely available, many people who now rely on unpaid
help from family and friends will "come out of the woodwork" and ask for Medicaid coverage for their home care.
Legislators assume that among the "woodwork" people are those who would never enter a nursing facility, even if eligible
for one, and therefore the state would never have had a mandate to cover their services. The belief is that in the end the state
will pay LTC costs for more people than it did in the past and, as a result, increase aggregate Medicaid LTC expenditures (total
institutional spending and HCBC spending).

DESPITE A WOODWORK EFFECT, CAN STATES SAVE MONEY
BY SHIFTING LTC SPENDING TO HCBC?

Experts agree that the woodwork effect occurs and research shows a potential increase in aggregate LTC spending when
HCBC Medicaid coverage is more available. However, states with mature HCBC programs have demonstrated that the
woodwork effect is exaggerated and results in cost savings. Furthermore, the New Hampshire Division of Elderly and Adult
Services concluded that there was no woodwork eftect in its analysis of the state’s efforts to increase utilization of community
care alternatives between 1998 and 2002.

States have already demonstrated the cost-effectiveness of home and community-based LTC despite a woodwork effect.
¢ Maine: In shifting its LTC system toward HCBC, Maine’s total LTC spending for elders and adults with physical disabilities

declined from $284.7 million in 1995 to $264 million in 1998. In this same time period, the number of clients served
increased from 19,093 to 23,346.°

¢ Colorado, Oregon, and Washington: The Lewin Group estimated substantial Medicaid LTC cost savings when
Colorado, Oregon, and Washington lowered their nursing facility use and increased the use of HCBC services.” In 1994, the
three states saved between 9% and 23% of projected LTC costs. Oregon reinvested its savings in building the system, serv-
ing more people and strengthening the HCBC infrastructure. In 1998, Oregon served 75% of Medicaid consumers and 70%
of all adults with disabilities in HCBC settings.”

¢ Kansas: Kansas successfully demonstrated the cost-effectiveness of HCBC programs for people with physical disabilities
through a program that has been operational since 1984. In 1998, the state reported a prior year savings of $24,579,932, a
figure that included a woodwork factor of 25%.”

WHAT FACTORS INFLUENCE THE MAGNITUDE OF THE
WOODWORK EFFECT IN NEW HAMPSHIRE?

While it is difficult to predict how many people may come out of the woodwork, available facts indicate that if a woodwork
effect occurred in New Hampshire, it would be relatively minor. Some facts about unmet needs are already known or may
be fairly accurately deduced. For example, there are three HCBC programs for adults with disabilities and only two have
waiting lists. It is also logical to assume that many high-end LTC users, such as people dependent upon ventilators, are
predictably already receiving Medicaid coverage and would not contribute to a woodwork eftect. Other contributing facts
include low poverty and disability rates, an already high Medicaid LTC participation rate, lower incentives for Medicaid planning,
slower spend-down to Medicaid eligibility in the HCBC setting, and a strong and committed informal care system.

Low Poverty Rate: New Hampshire has the lowest percent poverty in the United States and is significantly less poor than
states that have cost-eftectively absorbed a woodwork effect. Medicaid is a needs-based program and eligibility is based on
poverty status. From 1999 to 2001, New Hampshire had the lowest state three-year average poverty rate at 6.2%." The
three-year poverty rates for the states that have cost-eftectively absorbed a woodwork effect—Colorado, Kansas, Maine,
Oregon, and Washington —are significantly higher, ranging from 9% to 11.8%.

Low Disability Rate: New Hampshire has a lower percentage of people with disabilities," including a lower percentage

of self-care disabilities, then there are nationally and a lower percentage then occurs in four of the five states that have
cost-eftectively absorbed a woodwork effect. Only 16.9% of the New Hampshire non-institutionalized population age 5 and over
has a disability and only 1.8% has a self-care disability. This is comparable to Colorado (16.3% and 1.9%, respectively) and
significantly lower than the rates of disability in the other four states that have cost-eftectively absorbed a woodwork eftect.

o
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High Medicaid LTC Participation Rate: New Hampshire already covers more Medicaid LTC participants per 1,000
population than are covered nationally and more than are covered in four of the five states that have cost-effectively absorbed
a woodwork effect. In 1997, New Hampshire covered 9.35 Medicaid LTC participants per 1,000 population, more than the
national mean of 8.61. Colorado, Maine, Oregon and Washington covered 8.96, 8.36, 8.04 and 7.68 per 1,000 population,

respectively.
% People in Poverty % People with % Self-Care Medicaid LTC
3-Year Average Disability Disability Participants per 1,000
1999-2001 2000 2000 Population — 1997

uUS 11.6% 19.3% 2.6% 8.61 Mean
New Hampshire 6.2% 16.9% 1.8% 9.35
Colorado 9.0% 16.3% 1.9% 8.96
Kansas 10.1% 17.6% 2.3% 13.04
Maine 10.3% 20.0% 2.5% 8.36
Oregon 11.8% 18.8% 2.5% 8.04
Washington 10.4% 18.2% 2.4% 7.68

Source: Poverty in the US: 2001, US Census Bureau (2002); Census 2000; Leblanc, et al., Medicaid 1915(c)

Home and Community-Based Services Waivers Across the States, Health Care Financing Review (Winter 2000).

In New Hampshire, compared to other states and the nation as a whole, fewer people are financially eligible; fewer people
are medically eligible; and more people are already Medicaid LTC recipients. Based on these factors alone, any woodwork
effect must be significantly smaller than that already demonstrated in states that have successfully and cost-effectively absorbed
an increased number of Medicaid LTC recipients.

Reduced Medicaid Estate Planning and Spend-Down through Home and Community-Based Care. People who elect HCBC rather
than nursing facility care are less likely to impoverish themselves through "Medicaid estate planning" (MEP) and spend-down
and are therefore less apt to rely on Medicaid coverage. Through MEP, many divest themselves of assets to meet Medicaid
financial eligibility requirements at the time of nursing facility entry. Despite laws that prohibit and penalize MEP, loopholes
allow it to continue. Those who do not undertake MEP, spend down assets quickly in high-cost nursing facilities.

MEP While it is difficult to measure the extent of MEP empirically, a recent Connecticut study looked at the factors that
influence why people undertake MEP."” Connecticut, a state similar to New Hampshire in income and poverty rankings,
is believed to be one of the most active states in MEP. The study found that disincentives to MEP were: (1) losing control
of assets; (2) a Medicaid stigma; and (3) a perceived immorality with MEP. Nothing lessens these disincentives for the
individual drawn to HCBC. Moreover, many may consider losing control of assets a far greater disincentive if remaining in
their own home and the Medicaid stigma to be far more visible in the community.

Incentives to undertake MEP were: (1) estate preservation and (2) protection of the community spouse. MEP is typically
linked to the high cost of nursing facility care, a "one-price-fits-all" high cost. HCBC is a more affordable cost with potentially
less impact on the estate, as it is a cost for only needed services and a cost offset by unpaid caregiver resources. HCBC is also
the LTC option with a significantly smaller fiscal impact on the spouse of the LTC user, again providing less incentive to

engage in MEP.

Spend-Down. Greater utilization of HCBC options may not only reduce MEP, but the lower cost of HCBC will slow the
rate at which individuals spend down their resources on LTC services and become financially eligible for Medicaid.

o
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HCBC Expansion does not Result in Substitution of Formal Care for Informal Care. Demographic projections forecast some future
substitution of formal care for informal care, yet research shows that informal caregiving remains in place when formal
caregiving is introduced. A key assumption of the woodwork eftect is the substitution of formal care for informal care.
Realistically, there is an expectation of some substitution in light of the fact that demographically the number of unpaid
caregivers is expected to decrease. More women, the usual unpaid caregivers, will work outside of the home and there will
be fewer children to care for elderly parents as the result of childless marriages, smaller families and higher divorce rates. By
2020, for example, the number of elders living alone and without living children or siblings will be twice the number of
1990.”

Nevertheless, when available, most studies show little erosion in informal caregiving when formal care becomes available
through public or private financing." Studies show that when formal caregiving is substituted for informal caregiving, the
substitution is minor and temporary.” Minor impacts occur, for example, when there has been a strong reliance on friends
and neighbors for care rather than family. An example of a temporary impact is when the primary caregiver is sick or unavailable.
When substitution occurs, it is more likely to occur in the types of tasks performed, the elder informal caregiver taking on
the less physically demanding tasks, for example. These formal substitutions support and sustain the involvement of the
informal caregiver.

WHAT FACTORS COUNTER CONCERNS  \copaiaT CAREGIVER FACTS
ON THE WOODWORK EFFECT?
® 63% are age 45 and over.

Certain factors offset the woodwork effect. One factor is & 27% have low family income (less than $20,000); 41% have
the informal caregiver’s need for support. Another moderate income ($20,000-$50,000)
important factor is the economic reality that the

HCBC infrastructure requires sufficient demand and
reimbursement to achieve stability and solvency.

¢ Half are employed and 2 out of 5 are employed full time.
¢ About 1 in 5 is employed and has children under age 18.
¢ One quarter are parents providing care to individuals under age 65.

¢ 54% of caregivers provide care outside of their own household.
Informal Caregivers Need Supports to Stay in Place and to

Become Stronger.  Contrary to political discourse,
" Rather, it results in costs
to both families and to the state’s economy. Informal
care often negatively impacts the employment and health of the informal caregiver, directly aftecting families and indirectly
impacting the state’s economy. The informal caregiving system needs support to remain in place. Lack of supports weakens
a very valuable system.

Source: Lisa Marie Alecxih, et al., Characteristics of Caregivers Based on the Survey

] ) of Income and Program Participation, The Lewin Group (2001).
informal care is not "free.

Families and friends willingly provide care but cannot do it alone. Seventy six percent of caregiving is informal caregiving.
Most caregivers are age 45 or older and have low to moderate family incomes. At least half have competing demands of
employment, children under the age of 18, or both. Most provide care outside of their own household. Additionally, caregiving
impacts physical and mental well-being.

Informal caregivers need assistance with specific caregiving tasks, assistance at specific times of the day, and time away from
caregiving. Caregivers may need assistance, for example, with physically demanding, medically complex or personal care
tasks. Caregivers need assistance at specific times of the day, for example, to support employment or sleep. For emotional
well-being, caregivers need time to themselves. This assistance typically comes in the form of respite, adult day care, personal
care, funding for home and vehicle modification, and caregiver education and training.

The HCBC Infrastructure Will Remain Weak without State Investment. Over-reliance on "free," informal care prevents the
development of a stable and solvent HCBC infrastructure. A solid HCBC infrastructure is dependent upon a sufficient
demand for services and sufficient reimbursement. As Medicaid is currently the primary payer of LTC services, it follows
that Medicaid significantly affects both HCBC demand and system solvency. Without a strong HCBC infrastructure, private
pay consumers will continue to rely primarily on higher-cost nursing facility care. Private pay nursing facility residents will
ultimately become Medicaid LTC coverage recipients through quick spend-down of assets due to high facility rates, through
MEP, or both.

o
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The state must invest in the HCBC system to ensure its availability and to begin to release the system’s dependency on
Medicaid. Oregon found that a significant benefit to a strong Medicaid HCBC model is that private consumers also choose
community-based care at a much higher rate. Many private payers in Oregon opt for community care over institutional care
because the option is less expensive, provides quality care and ensures more personal independence.® This increased utilization
by the private payer accelerated the growth of the Oregon HCBC option.

CAN THE STATE CONTROL THE FINANCIAL IMPACTS OF THE WOODWORK EFFECT?

Strategies exist that allow states to absorb any woodwork effect that might occur and to do so with cost savings. Strategies
that New Hampshire could incorporate include:

1. Instituting comprehensive and independent case management to help consumers to find the most appropriate care, to
monitor spending,” and to ensure the use of all available resources.’

2. Developing stronger family support systems to sustain and strengthen informal caregiving.

3. Allowing consumers to direct the spending of their LTC budgets so they can most efficiently and eftectively utilize those
resources, such as in a "cash and counseling" LTC model.”

4. Eliminating barriers for high-need individuals to utilize lower-cost community alternatives rather than forcing individuals
into more expensive institutional settings. This includes, for example, eliminating HCBC-ECI cost caps that limit HCBC
costs to 33% of the average cost of nursing facilities."

5. Investing in the development of a strong HCBC infrastructure to encourage greater utilization by private pay individuals
and to reduce MEP and premature spend-down of assets that result in Medicaid dependence.

CONCLUSION

While as legislators have proposed, expanding HCBC coverage under New Hampshire Medicaid may result in a woodwork
effect, it is not likely to be a fiscally injurious effect. Other states have shown that the woodwork effect may be absorbed
cost-effectively and there are sufficient facts to show that a woodwork effect in New Hampshire may be relatively minor.
Compared to most other states, New Hampshire has low poverty and disability rates and an already high Medicaid LTC
participation rate. It is also likely that there will be less of a demand upon Medicaid as people who opt for the lower-cost
HCBC may be less likely to become impoverished through MEP practices or rapid asset spend-down. Importantly, studies
also show that the availability of formal care does not displace informal care.

There are also factors that offset the woodwork eftect, as well as mechanisms to control the eftect. Offsetting the woodwork
effect is the need to support a valuable informal caregiving system in order to sustain and strengthen that system. Also
offsetting the woodwork effect is the need to invest in the HCBC system to solidify its infrastructure in order to ensure its
availability to all payers and to lessen its dependency on Medicaid. Finally, New Hampshire can lessen the impact of the
woodwork effect through proven strategies, such as case management, consumer-directed services, family support, and
elimination of barriers to HCBC coverage that force the utilization of higher-cost nursing facility care.

Note: This brief addresses the traditional woodwork effect, a fear of increased aggregate costs that result when additional
individuals access services when community options are more readily available. A related concern, increased utilization of
community-based services by individuals already receiving community services, will be addressed in a future brief.
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