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Good morning, Chairperson Chin and members of the Aging Committee. 1 am Dr. Robin
Fenley, Deputy Assistant Commissioner in the Bureau of Long-Term Care, and Director of the
Alzheimer’s and Caregiver Resource Center at the New York City Department for the Aging
(DFTA). I am joined today by Kim Hemandez, Assistant Commissioner of Active Aging, and
Giovana Montalvo Baer, Director of the Grandparent Resource Center. On behalf of
Commissioner Donna Corrado, I would like to thank you for inviting us to testify on the topic of

providing support to New York City’s caregivers.

Millions of people throughout the U.S. arc informal caregivers. More than 65 million
individuals provide care for family members who are chronically ill, disabled or aged across the
country. These caregivers assist family members by running errands, paying bills, preparing
meals, picking up medications, helping with dressing and more. In New York State, there are an
estimated 1.9 million caregivers. Approximately 1.5 million individuals serve as informal
caregivers in New York City, recognizing that the number could be much larger, in that people
often do not recognize that they are caregivers as well. The average. time spent in providing care
is 21 hours per week, which is, essentially, a second job for many caregivers. The economic
value of these informal caregivers, should these services be provided by formal caregivers, is an

estimated $450 billion per year.

In addition, as of 2011, 2.7 million grandparents serve as the primary caregiver for their
grandchildren. More than half of these grandparents—55 percent—have been serving as primary
caregivers for three years or more, and 38 percent have been doing so for five years or more.
One-fifth, or 22 percent, of grandparent caregivers are living below the federal poverty line,
while 10 percent among the general population of individuals ages 50 and older are below the
federal poverty line. In New York City, about 68,000 grandparents are raising grandchildren

under 18 years old.

NATIONAL FAMILY CAREGIVER SUPPORT PROGRAM
In 2000, the Older Americans Act (OAA) was amended for the first time in 25 years in response
to the evolving needs of the older adult and the advocacy efforts of their caregiving family. The

National Family Caregiver Support Program (NFCSP), Title III-E of the OAA, was enacted to



provide a full complement of service options to family members or responsible individuals who
provide care for adults ages 60 and older, and to grandparents or older relatives who have
primary responsibility for raising grandchildren ages 18 and younger. The 2006 reauthorization
of Title III-E, in response to advocacy at the local and national levels, has now expanded the
definition of those who may be served through this program to include younger grandparents,
ages 55 and older, older adults with disabled children of any age, and families caring for

individuals of any age with Alzheimer’s disease or related neurological disorders.

The enactment of the NFCSP represented a significant departure from the historical approach to
service delivery under the OAA. The legislation took an important step toward dismantling the
funding silos of the aging, mental health and disability communities. The program also
expanded the target population for aging services by identifying the caregiver as the primary
recipient of services instead of designating the care receiver as the exclusive service beneficiary.
This recognition of the interrelated nature of caregiving made the provision of direct services
possible for caregivers themselves, such as support groups and trainings on aspects of care and

how to manage their care responsibilities.

Critical services and community linkages are offered under the NFCSP to those who are caring
for family members at home. The value of addressing the bio-psychosocial needs of informal
caregivers is well documented. Maintaining the optimum health of the caregiver has been
repeatedly demonstrated to delay the institutionalization of the care receiver and to reduce levels
of caregiver and family stress. The importance of supporting caregivers is underscored by the
growing cadre of caregivers who are employed, raising their own families, and now find
themselves caring for older relatives. Unfamiliar with the kinds of service options available to
meet their caregiving needs, these individuals often find themselves confronting competing

demands from their job, family obligations and caregiver responsibilities.

The intent of the NFCSP as implemented by Area Agencies on Aging (AAAs), of which DFTA
is the largest AAA in the U.S., is to provide “one-stop shopping” so that the needs of caregivers
can be assessed and addressed through information, education and service linkages for

themselves and their care receivers. There are five service categories authorized under the



NFCSP: 1) information about services; 2) assistance with accessing services; 3) individual

counseling, support groups and training; 4) respite care; and 5) supplemental services.

Respite care involves services such as congregate care for the care recipient, in-home care and
institutional overnight stays. In order to be eligible for respite care, the care receiver must be
impaired in at least two activities of daily living (ADLs) — that is, he or she must need physical

assistance, verbal cueing, or extensive supervision in order to bathe, dress, eat, ambulate or toilet.

Under supplemental services, which are designed to provide non-traditional assistance, the
requirement for two ADLs also applies. Examples of supplemental services can include
purchase of incontinence supplies or medications, minor home modifications and transportation.
Caregiver clients are empowered to identify their care needs, while working with a case manager

who acts as a liaison to the provider of service.

The ADL stipulations do not apply to the grandparent seeking respite or supplemental services
for the grandchild. Respite and supplemental services in this instance can include summer sleep-
away camp and tutoring services, respectively. It is important to note that funding for respite and
supplemental services is limited, with the judicial expenditure of these funds incumbent upon

each caregiver program.

ALZHEIMER'S AND CAREGIVER RESOURCE CENTER

DFTA has contracted with community based organizations (CBOs) citywide since 2001 to
provide services under the National Family Caregiver Support Program. Currently funded at $4
million for FY ‘15, DFTA’s ten caregiver programs have served approximately 9,000 individuals
throughout the City since July of this year, providing information about caregiving, discussing
the associated stressors and offering other pertinent resources. Other caregivers have received

counseling and have participated in support groups and trainings through these programs.

Seven of the ten DFTA sponsored caregiver programs serve designated catchment areas. Of
these seven programs, three serve grandparents raising grandchildren, in addition to working

with adult child and spousal caregivers. We also have programs that assist caregivers citywide:



one program serves Chinese, Japanese and Korean caregivers; another program serves the blind
and visually impaired; and a third program serves the LGBT caregiving community. In terms of
language access, caregiver services are provided to individuals who speak Spanish, Russian,
Polish, Ukrainian, Filipino, Greek, Mandarin, Cantonese, Korean and Japanese. Language line is
available for other languages or dialects. All programs provide ongoing community educational
forums on topics related to caregiving and the many aspects of long term care. Collaborative
caregiver public forums have been successful outreach opportunities, in addition to the provision

of information.

It is important to note that included among the caregivers served are long-distance caregivers
who live out of state or out of the country, working caregivers, and more recently, young
caregivers — that is, children who have become caregivers for their parents or other relatives.
Each type of caregiver has their own unique concerns and situations, with the commonality of
providing care for a loved one crossing all caregivers, working to allow the care receiver to

remain at home and in their community.

DFTA is also a member of a number of caregiver coalitions. The State appointed DFTA as a
member of the New York State Family Caregiver Council in 2007, which conducted the first
New York State caregiver survey on the impact of NFCSP services. DFTA is involved in the
New York State Office for the Aging’s Caregiver Coordinators group, and has presented in
numerous venues and areas of the State on issues facing the diversity of New York City
caregivers. Additionally, EmblemHealth launched the New York City Family Caregiver
Coalition in 2006, which now resides with the Council of Senior Centers and Services. DFTA
participated in the early development of the Coalition. In January 2015, Commissioner Corrado
will co-chair a meeting hosted by the New York City Partnership for Family Caregiving Corps,
which will welcome a number of corporations, partnering in the creation of responsive guidelines
for corporations that are increasingly encountering the working caregiver. You will hear more

about this partnership today from Greg Johnson who will testify on behalf of EmblemHealth.



GRANDPARENT RESOURCE CENTER

Years ago, DFTA recognized that an increasing number of the City’s older adults were caring for
their grandchildren or other young relatives, and responded with programs to support them. The
Grandparent Resource Center (GRC)—the first of its kind in the nation-—was established by
DFTA in 1994. The Grandparent Resource Center provides a number of supportive services to
those older adults who are raising grandchildren and other young relatives. Resource specialists
at the GRC offer advocacy and.case assistance, as well as referrals to appropriate community
based organizations. These CBOs provide services such as: preventive services, legal services,
financial assistance, advocacy, educational services, tutoring services for children, family

counseling, and support groups.

In addition, the GRC holds workshops on topics such as financial entitlements; mental health and
wellness; grandparent empowerment; kinship foster care, adoption, and éhild custody options;
and navigating the City’s child welfare system. The GRC also sponsors a resource library,
holiday toy drive, and recreational activities for grandparents and their grandchildren. Finally,
the GRC facilitates and provides information about community support groups for grandparents
raising grandchildren. In fact, the GRC sponsors a network for grandparent support group
facilitators, which cultivates\ the exchange of ideas, event collaboration and specialized trainings.

The GRC has worked to provide information and referrals, case assistance and trainings.l
Working with community partners, the GRC organizes educational forums and events for the
grandparent caregiving community. GRC presentations and trainings for caregivers are held at
local schools, hospitals, churches and other religious institutions. From 2013 to 2014, there were
677 new grandparent caregivers served, and 541 participants in GRC sponsored support groups
held in different neighborhoods in the City. Through the GRC, 764 grandparent caregivers

received information during that period.

DFTA has made efforts to create a one-stop point of reference for kinship care prOvideré through
the GRC. For kinship caregivers who prefer using a resource manual, DFTA provides resource
guides that outline benefits and services available to kinship caregivers, and how to access these

services. The Resource Guide and Support Group Guide for Grandparents Raising



Grandchildren are available on the DFTA website, and are distributed at outreach events and

through DFTA’s network of aging services providers.

In order to serve some of the neediest kinship caregiver families, the GRC program has most
recently expanded in July of this year under the Mayor’s New York City Housing Authority
(NYCHA) Anti-Violence Program. The GRC received $472,000 in FY ‘15 for DFTA
Community Advocates to work with residents at 15 NYCHA developments and provide
resources and services to grandparent caregivers. Through the initiative, grandparent caregivers

will receive grandparenting education, trainings and peer support on raising children.

CONCLUSION
Thank you again for this opportunity to provide testimony on supporting New York City’s

caregivers. 1 am glad to answer any questions you may have.
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Thank you for the opportunity to speak here before you today. My name is Judy Willig and for the past
28 years I have beén the Executive Director of Heights and Hills (HH), a 44 year old community based

organization that annually serves 4,000 older adults and their families in 19 neighborhoods in Brookiyn.
Our mission, to promote successful aging in the community, is guided by a set of 8 beliefs, among them:

* Older adults are entitled to live as independently as possible, with dignity and personal choice
* Support for caregivers helps bind generations and improves outcomes for all

HH services include case management, caregiver support services, community care transitions,
transportation, and volunteer services to homebound seniors, as well as community organizing and
advocacy on behalf of community-dwelling older residents.

Services Available

Each year Heights and Hills provides ongoing services to over 500 informal family caregivers and
provides one-time information and referral services to many hundreds more. Our program provides
support to families through the provision of information, crisis intervention, referrals, in-depth
assistance accessing entitlement and benefits, one-on-one supportive counseling by professional social
workers, multiple support groups for family caregivers — in¢luding a support group for spouses of
people living with Parkinson’s Disease, a support group specific to daughters of parents living in assisted
living facilities, and a telephone support group in the evenings for working caregivers. We also provide
educational seminars in the community that include:

s Caregiving 101
‘e Caregiving for; the Sandwich Generation
* How to Care for Your Loved One When They are Not So Lovable
¢ Understanding Dementia '
» Caregiving and Family: Staying Sane When Everyone is not on the Same Page
s long Distance Caregiving, and ;
* Asix-part series on dementia for Spanish-speakers in collaboration with the Alzheimers Assoc.

Two other critical components of our caregiver support program are respite care —a few hours a week
of home care that allow the caregiver to take some time for themselves, and our supplemental service —
which is a fairly flexible fund that allows for financial assistance for the purchase of necessary items —
€.g. personal emergency response systems, nutritional supplements, transportation to and from support
- group meetings, payment for a nurse to complete the evaluation necessary for nursing home admission,
and other one-time items that might assist a caregiver in their caregiving role.

Heights and Hills works hard to integrate our all of our programs to provide seamless service to our
clientele. That said, fully 30% of our caregiver clients are referred by staff from our other programs,
most notably from case management and Bridge to Home, our care transitions partnership with NY
Methodist Hospital. Other referrals come through 311, from DFTA, from professionals in the community
. and many come by word of mouth, particularly from other caregivers.



Caregiver Needs

A huge and long-standing issue in caregiving is the lack of self-identification. Most people don’t think of
themselves as “caregivers”, but rather as just daing what is necessary for someone they care about.
They fall into the role gradually, caring for a loved one as needs increase until they reach a breaking
point and suddenly realize they are overwhelmed and in over their heads. Other caregivers step into

" the role because of an event, such as a health crisis, a hospitalization, or a sudden change in functioning
in their loved one. But sometimes the crisis is a health event for the caregiver herself.

Research has shown that caregivers are more likely to have symptoms of depression or anxiety, are
more likely to have long-term medical problems, have higher levels of stress hormones, have higher
levels of obesity, and may be at higher risk for mental decline. One research study found that elderly
people who felt stressed while taking care of their disabled spouses were 63 percent more likely to die
within 4 years than caregivers who were not feeling stressed.

Part of the reason that caregivers often have health problems is that they are less likely to take good

care of themselves. Caregivers are short on time, energy and money, given caregiving responsibilities
that are often in addition to managing jobs and other family responsibilities, including taking care of

children.

The needs of caregivers vary greatly and the need for fiexibility in addressing those needs is critical. The
age of the caregivers we see varies, as do the issues of the care recipients. We serve slightly more adult
children who are employed, but almost as many spouses. The most common issues of care recipients
are those related to long-term chronic illnesses and age — Alzheimer’s and other forms of dementia,
Parkinson’s Disease, strokes, or just general decline in function related to advanced age (we have cne
care recipient who is 111), but we also see caregivers struggling with more acute situations, such as
cancer or some other acute iliness. Many come to us at a time of care transition —discharge home from
the hospital or a rehab facility, or the opposite — the caregiver needs help understanding what is
involved in nursing home placement - how to choose and evaluate, financial assistance, etc.

Across the board, the greatest problem identified by our caregivers is the lack of adequate resources for
their older loved ones. Except for the very wealthy, we have limited options in this city for those who
need ongoing daily care. Few have long term care insurance and that situation is not going to change
anytime soon. While Medicaid is the major public payer for long term care, with managed long term
care Medicaid now provides less care for those with chronic needs and it is the informal family
caregivers who fill in the gaps. For those above Medicaid eligibility, private pay home care is extremely
expensive and many families resort to the underground economy, hiring off-the books, unregulated
individual providers, if they can afford it. Family members often wind up financially supplementing their
loved one’s care, draining their own resources and retirement savings. Assisted living offers even less in
the way of options. There are very few assisted living facilities that accept Medicaid or are subsidized,
and the private pay options range anywhere from $4,000 - $9,000 per month for basic services of room



and board plus activities. These facilities have very minimal over51ght and though some are licensed,
standards are minimal. And nursing home costs in NYC are now at roughly $140,000/year.

Recommendations:
Funding:

» Caregiver support services are critical, but underfunded. We need to add funding to provide
more of the services | have mentioned above.

e In addition, services like home delivered fneals, adult day care, EISEP home care, senior centers,
case management all supplement what families are already providing allow them to go on. We
need to strengthen the aging services network, which provide respite and peace of mind for
family caregivers.

Legislation:

» Family leave and workplace flexibility are necessary to allow working family members (mostly
daughters) to take care of the needs of their loved ones, while remaining in the workforce.

s Family caregivers need training to manage complicated medical needs of loved ones upon
discharge from the hospital. There needs to be legislation to require hospitals to identify the
caregiver and train them before the patient is discharged.

Public Services Campaign:

» It would be extremely beneficial for the City to launch a public services campaign to let people
know what caregiving is, and that there are resources out there for them and their elderly loved
ones. So many of our caregivers just aren’t aware of services like home delivered meals, access
a ride, or how to apply for Medicaid and other benefits.

Finally, a word about flexibility. The majority of care for elders in this country still falls on family and
that will continue as the baby boomers age. Services must be made to fit caregiver needs at the time
and place that they need them, with a minimum of bureaucratic red tape. We have recently learned
that DFTA is soon to implement more regulations that will require caregivers to submit to regular
assessments and additional information gathering and questioning. While we know that collecting data
about the people we serve is critical, we need to be very careful not to drive caregivers away by adding
to their burden in our efforts to assist them.

It is in government’s best interest to support families and provide them with the tools they need. Not
only is it cost-effective, it is the right thing to do.
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First, | want to thank Council Member Chin, Chair of the City Council Committee on
Aging, for holding this important hearing on providing support to New York City’s
caregivers, and for allowing me to submit this testimony on behalf of JASA. [ am Molly
Krakowski, JASA Director of Legislative Affairs.

JASA's mission is to sustain and enrich the lives of the aging in the New York
metropolitan area so that they can remain in the community with dignity and autonomy.
In support of this mission, JASA offers a broad continuum of services to support elders
as they age in their homes and communities. A critical component is the DFTA-funded
Caregiver Respite Program in Brooklyn. Through this program, JASA assists more than
1,000 individuals each year, helping family caregivers with such services as in-home
and group respite care, individual counseling, access to benefits and entitlements,
purchases of daily care supplies, installation of home modifications to improve home
safety, and peer-oriented caregiver support groups. Through educational outreach,
JASA’s Brooklyn Caregiver Respite Program also promotes community awareness
about family-caregiver/care-recipient needs and available resources.

JASA staff helps families avoid potential crises (for example, developing and overseeing
an alternate care plan when the caregiver is scheduled for surgery) and conducts
individualized planning for long-term care needs. It has been our experience that
homecare is the service most requested to alleviate the caregiving burden — but
homecare is expensive — and the hours available through the Caregiver Respite
Program are very limited. The increase in life expectancy, the cumulative growth of the
85+ age group, and the concurrent increase in functional disability, point to a potential
impending crisis in homecare need.

However, there are other strategies to alleviate caregiver burden. In 2009, with funding
from UJA-Federation of New York, JASA initiated a volunteer-based caregiver
assistance project, the Caregiver Mentor Cooperative, engaging experienced former
family caregivers to provide emotional and practical support to family caregivers new to
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the experience. The project provided the opportunity to validate the former caregivers’
efforts and to enhance the skills and capacity of the new caregivers. Approximately 60
successful mentor-volunteer/new-caregiver matches were achieved during the three-
year pilot project period.

In the spring of 2013, JASA secured a grant from the MetLife Innovations in Caregiving
Program to pilot JASA Connections in several Brooklyn communities. This project
incorporated elements of the JASA Caregiver Respite Program’s mentoring partnership
and expanded it to include an evidence-based project, the JASA Home Based Activity
Program for Persons with Dementia. The goal of this program was to improve the
quality of life for caregivers and persons diagnosed with Alzheimer's disease and
related disorders through a partnered volunteer in-home intervention.

During its short existence, JASA Connections successfully identified and matched
thirteen volunteer-mentors and family caregivers, and there are three more are currently
in process. Volunteers received training on symptoms of dementia and Alzheimer's
disease, techniques for matching activities to the functional capacity and interests of the
care recipient, and confidentiality regulations. The volunteer-mentor conducted eight in-
home sessions with the caregiver and the care recipient. During these sessions, the
volunteer demonstrated to the caregiver strategies for engaging the care recipient in
meaningful activities (e.g., creating memory boxes with life mementos, movie viewing
and discussion, specific period music listening, word search games, etc.) to support the
remaining strengths and meet the changing needs of their loved ones. A report was
submitted to MetLife this past September at the close of the program, and we would be
happy to share it with this Committee. ‘ '

While we appreciate the DFTA funding that allows JASA to offer a range of services
available to support caregivers through the Brooklyn Caregiver Respite Program, we
have sought innovative initiatives to expand the “reach.” These initiatives need modest
financial support from the City to implement them in a more sustainable and
comprehensive manner, -for example, a coordinator to recruit, train, and supervise
volunteer-mentors. Volunteers are an enormous resource and this work is a validating,
fulfilting experience.

Support for family caregivers is a vital component of a caring society’s commitment to
its aging members. It saves public money and deflects unneeded use of hospital
emergency rooms, nursing homes, and other costly institutions. 1t allows family
members to play an active role in caring for. their loved ones. And, it supports those
loved ones in aging at home with dignity and autonomy, a goal we all share.

We hope this hearing leads to further discussion of the important issue of support for
caregivers and an openness to proposals to fund proven programs and new initiatives.

Thank you.
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GOOD MORNING DISTINGUISHED MEMBERS OF THE CITY COUNCIL
COMMITTEE ON AGING, THANK YOU FOR CONDUCTING THIS
HEARING THIS MORNING. MY NAME IS ALICIA FRY | AM THE
CLINICAL CASE MANAGEMENT DIRECTOR OF SERVICES NOW FOR
ADULT PERSONS, INC (SNAP). | AM HERE REPRESENTING MARIE
ELLEN GALASSO. SHE IS SNAP'S DIRECTOR OF SOCIAL SERVICES
AND OVERSEES SNAP'S CAREGIVER PROGRAM. SHE IS ALSO THE
CHAIR OF THE NEW YORK CITY FAMILY CAREGIVER COALITION A
PROGRAM OF COUNCIL OF SENIOR CENTERS AND SERVICES AND
IS FAMILIAR WITH CAREGIVER ISSUES BOTH PROFESSIONALLY
AND PERSONALLY.

THE ISSUE OF CAREGIVING IN NEW YORK CITY AND ACROSS THE
NATION IS QUICKLY BECOMING ONE OF THE MOST CRUCIAL

- ISSUES OF OUR TIME. WITH APPROXIMATELY 42 MILLION PEOPLE
PROVIDING CARE FOR A RELATIVE OR FRIEND WITH A CHRONIC
HEALTH CONDITION IT BECOMES QUITE EVIDENT THAT WE MUST
BE PRO-ACTIVE IN OUR SUPPORT OF INFORMAL CAREGIVERS
BEFORE WE FIND OURSELVES REACTING TOACRISISOF
EPIDEMIC PROPORTIONS. IN FACT | SUSPECT THAT WE WOULD BE



HARD PRESSED TO FIND SOMEONE WITHIN OUR OWN PERSONAL
CIRCLES WHO HAS NOT PROVIDED CARE FOR A LOVED ONE OR
FRIEND AT SOME POINT IN TIME.

THE CURRENT CAREGIVER SUPPORT FUNDING SERVICES COME
THROUGH THE FEDERAL OLDER AMERICANS ACT AND ALLOW
COMMUNITY AGENCIES LIKE SNAP TO PROVIDE CAREGIVERS WITH
NEEDED SUPPORTIVE SERVICES SUCH AS: COUNSELING,
SUPPORT GROUPS, TRAININGS, LIMITED/TEMPORARY HOME CARE
AND OR GROUP CARE FOR CARE RECEIVERS, WHICH ALLOWS
CAREGIVERS TO HAVE A RESPITE FROM THEIR CAREGIVING
JRESPONSIBLITIES. WHILE THESE SERVICES ARE HELPFUL
BUDGETS ARE SORELY LIMITED. TO GIVE ABETTER PERSPECTIVE
OF BUDGET LIMITATIONS, IN ORDER FOR SNAP TO PROVIDE
RESPITE SERVICES TO ALL OF THE CAREGIVER CLIENTS
REQUESTING THEM, RESPITE CAN BE OFFERED ONLY TWICE A
MONTH UP TO A MAXIMUM OF APPROXIMATLY THREE MONTHS.
THE NEED FOR CAREGIVER SUPPORT FAR OUTWEIGHS THE

CAPACITY TO PROIVDE SERVICES. THE ENORMITY OF THIS ISSUE



SPEAKS TO THE NECESSITY OF INCREASING AND BASELINING

CAREGIVER SUPPORT FUNDING.

IT SHOULD BE NOTED THAT CAREGIVER SUPPORT AND AGING
SERVICES COMPLIMENT ONE ANOTHER. SERVICES FOR OLDER
ADULTS SUCH AS CASE MANAGEMENT, HOME DELIVERED MEALS,
HOME CARE AKA (EISEP), AND SOCIAL ADULT DAY CARE NOT
ONLY HELP THE OLDER CLIENT BUT ASSIST THE CAREGIVER IN
KEEPING THEIR LOVED ONES IN THEIR HOME. FUNDING F‘OR BOTH
CAREGIVER SUPPORT AND AGING SERVICES HELP KEEP OLDER
ADULTS IN THE COMMUNITY. THIS IS FAR LESS COSTLY THAN
PLACING A LOVED ONE IN AN INSTITUTIONAL SETTING SUCH AS A
NURSING HOME AND REPRESENTS THE WANTS OF THE MAJORITY

OF OLDER ADULTS.

ACCORDING TO A RECENT NATIONAL SURVEY, DUE TO CAREGIVER
RESPONSIBLITIES, 1IN 5 CAREGIVER RETIREES LEFT THE
WORKFORCE EARLIER THAN THEY PLANNED. 7 IN 10 HAD TO MAKE
WORK ADJUSTMENTS WHICH INCLUDED CUTTING BACK ON WORK

HOURS, CHANGING JOBS AND OR STOPPING WORK COMPLETELY.



LOW INCOME WORKERS, WOMEN AND MINORITIES WERE OFTEN
THOSE LIKELY TO REDUCE WORK HOURS OR LEAVE THE
WORKFORCE COMPLETELY DUE TO CAREGIVING NEEDS. WITHOUT
SUPPORT, CAREGIVING IS NOT ONLY FINANCIALLY COSTLY ON THE
SYSTEM BUT PERPETUATES POVERTY FOR THE FUTURE AS
CAREGIVERS FOREGO PRESENT EARNINGS AND FUTURE SOCIAL
SECURITY BENEFITS. THESE REDUCTIONS IN WORK HOURS CAN
HAVE LONG TERM DETRIMENTAL CONSEQUENCES. THIS SPEAKS

' TO THE NEED FOR STATE LEGISLATION TO EXPAND BOTH PAID ,
AND UNPAID FAMILYLEAVE WHILE ALSO ADDRESSING THE NEED
FOR WORKPLACE FLEXIBILITY.

ACCESS TO AFFORDABLE LEGAL ASSISTANCE ALONG WITH
TRAINING FOR CAREGIVERS FROM HOSPITAL EMPLOYEES AT
DISCHARGE ARE ALSO WAYS TO SUPPORT FAMILY CAREGIVERS
TO DIMINISH BOTH EMOTIONAL AND FINANCIAL STRESS.
PROVIDING SUPPORTIVE SERVICES FOR CAREGIVERS IS KEY TO
THEIR WELLBEING AND DEMONSTRATES FISCAL AND MORAL
RESPONSIBLITLY AND INTEGRITY.

WE APPRECIATE HAVING THE OPPORTUNITY TO SPEAK TO ALL OF
YOU TODAY AND KNOW THAT YOU WILL WORK HARD ON BEHALF



OF CAREGIVERS IN NEW YORK GITY AND THROUGHOUT THE

STATE.
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Thank you for affording our organization an opportunity to testify today. My name is
Barbara Graves-Poller, and I supervise the Kinship Caregiver Law Project at MFY Legal
Services. MFY envisions a society in which no one is denied justice because he or she cannot
afford an attorney. To make this vision a reality, for over 50 years MFY has provided free legal
assistance to residents of New York City on a wide range of civil legal issues, prioritizing
services to vulnerable and under-served populations, while simultaneously working to end the
root causes of inequities through impact litigation, law reform and policy advocacy. We offer
advice and representation to nearly 10,000 New Yorkers each year. MFY’s Kinship Caregiver
Law Project represents and counsels New Yorkers who serve as de Jacto parents for non-
biological children. MFY is the only civil legal services organization in the city that has a
program dedicated to kinship caregiver issues. We also co-chair the New York City Kincare
Task Force, a group of advocates, representatives from City agencies, and social service
providers who gather to address policy issues and service coordination for kinship care families.

While most of my comments will focus on the Grandparent Resource Center (*GRC”Y’s
work with kinship caregivers, I would like to note that MFY also works closely with the
Department for the Aging (“DFTA”) to serve the legal needs of seniors to ensure that they age in
place with dignity. Much of this work involves representing seniors in eviction proceedings so
they do not lose their apartments and become forced to live in institutional and costly facilities
such as nursing homes and adult homes, as well as obtaining government benefits, including
home care, to ensure they can maintain their community housing. In addition, we represent
seniors with disabilities who need modifications to their apartments in order to accommodate
age-related disabilities,

I Kinship Caregivers and the Need for Supportive Services

In New York, as in other areas of the country, the need for kinship care most often arises
in communities with high levels of poverty, teen pregnancy, mental illness, parental
incarceration, and inadequate family support services. Approximately 75% of all caregiving
grandparents live near or below the poverty line. Throughout the state, an estimated 80% of all
kinship caregivers are African-American or Latino, 64% are unmarried women, and 85% receive
no financial support from the child’s parents. Anecdotal evidence suggests that caregivers in
New York City are both younger and poorer than their statewide counterparts. This combination
of factors places low-income, kinship care families at extreme risk of replicating the cycle of
intergenerational poverty.

While there are many benefits to these kinship arrangements, relative caregivers face a
host of challenges in caring for their families. These are usually families with insufficient
resources. Kinship caregivers are more likely to be poor, single, older, less educated, and
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unemployed than heads of households in which at least one parent is present. They are also
households in which the adverse experiences suffered by children and the emotional trauma and
stressors caregivers face impair the family’s mental and physical health. The holistic legal
services that we offer through our relationship with DFTA and other supportive service providers
are essential to preventing these families from suffering additional crises.

II. DFTA’s Leadership on the NYC Kincare Task Force

For years, representatives from DFTA’s Grandparent Resource Center, including Helen
Flowers and Brandy Orange, have played a key role in advancing policies to support caregivers
by participating the New York City Kincare Task Force. Not only do they help to shape the
Task Force’s efforts to reform procedures at the Administration for Children’s Services and the
New York City Housing Authority that disadvantage relative caregivers, they help to coordinate
PASTA (“Parenting a Second Time Around”) trainings and actively assist relatives in individual
cases. They frequently refer clients in need of legal representation to MFY after helping those
individuals with benefits problems and in securing connections to health services. In cases
where MFY is unable to offer representation due to capacity or conflicts reasons, DFTA assists
these family members who are not otherwise eligible for legal counsel within the courts.

HI. Gaps in Existing Services

The Grandparent Resource Center provides high quality and urgently needed support to
an underserved population. Unfortunately, it lacks sufficient resources to adequately serve all of
the caregivers throughout New York City. While city agencies maintain no official count of the
number of children living with relatives outside of the formal foster care system, social service
providers estimate that more than 100,000 children in New York City live in kinship care
arrangements. The GRC lacks the staffing and funding to meet the needs of this diverse and
geographically dispersed population.

The second significant gap in the Grandparent Resource Center’s services relates to the
fact that many caregivers are not grandparents or senior citizens. Approximately 60% of the
caregivers in New York State are grandparents. The remainder includes aunts, cousins, siblings,
god-parents, and a host of other relatives. While some of those caregivers may be fifty years of
age or older, [ regularly encounter caregivers, including some grandmothers, who are not senior
citizens. For example, one of our current clients is a 28-year-old Bronx resident who has been
caring for his three younger brothers without any financial support or legal order of custody for
the children. Another client is a 43-year-old grandmother in the Bronx who needs help raising a
grandchild recently born to her incarcerated daughter. We know from our years of working with
DFTA that these caregivers would not be turned away if they seek assistance from the GRC.
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However, since the center is housed within an agency dedicated to senior services and has a
name that appears to limit services to grandparents, these clients would naturally conclude that
they are ineligible for the GRC’s assistance.

IV. Recommendations

MFY greatly appreciates the work that DFTA’s Grandparent Resource Center does to
assist kinship caregivers throughout New York City. To improve its effectiveness, we offer the
following recommendations:

= Increase service: As stated above, the GRC’s limited resources prevent the
agency from fully serving New York City’s caregivers. This high-needs
population is not entitled to legal counsel and often faces barriers when trying to
access public benefits and supportive services from City agencies. Accordingly,
more resources should be allocated to the GRC to assist with non-legal advocacy
and service coordination for these families.

. Expressly include non-grandparent caregivers: Close to half of all kinship
caregivers are not grandparents, and a significant percentage are not senior
citizens. Consequently, the GRC should consider revising its name, outreach
materials, and 3-1-1 listing to encourage younger grandparents and other relative
caregivers to avail themselves of the GRC’s preventative and supportive services,

. Clarify there is no age requirement to be served by DFTA as a Kinship
caregiver: Kinship caregivers of all ages struggle with similar legal, financial,
and health-related challenges and without adequate resources. In practice, GRC
has been assisting caregivers of all ages to overcome these challenges. Therefore,
GRC should revise its outreach materials and 3-1-1 listing to encourage younger
caregivers to take advantage of the center’s services.

Once again, thank you for allowing us to speak about these important issues today. MFY is
available to take referrals and to provide additional information on caregiver legal concerns. We
are also happy to assist caregivers in your respective communities.
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Good Mormning,.

My name is Erin Brennan. I am the Program Director of the Selfhelp Alzheimer’s
Resource Program, which we call SHARP.

As you may know, Selthelp was founded in 1936 to help those fleeing Nazi Germany to
maintain their independence and dignity as they struggled to forge new lives in
America. Today, Selfhelp has grown into one of the largest and most respected not-for-
profit human service agencies in the New York metropolitan area, with 26 sites
throughout Manhattan, Brooklyn, Queens, the Bronx, and Nassau County. Selfhelp
provides a broad set of important services to more than 20 thousand elderly, frail, and
vulnerable New Yorkers each year, while remaining the largest provider of
comprehensive services to Holocaust survivors in North America. Selfhelp offers a
complete network of community-based home care, social service, and senior housing
programs with the overarching goal of helping clients to live with dignity and avoid
institutionalization.

Qur services are extensive and include:

» Specialized programs for Holocaust Survivors;

¢ Nine affordable senior housing complexes;

e Four Naturally Occurring Retirement Community (NORC) programs;

o Two DFTA funded case management;

e Five senior centers including one of New York City’s first Innovative Senior
Centers;

e Home health care;

¢ Client Centered Technology Programs including the City’s first Virtual Senior
Center;

e Two Court-Appointed Guardianship program; and

¢ The Selfthelp Alzheimer’s Resource Program (SHARP).

a benaficlary of
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Throughout the extensive services that Selfhelp provides, many of our programs
encounter individuals who provide caregiving services to a family member. Many of
these caregivers are adult children who are juggling the responsibilities of caring for
an elderly parent, raising their own families and working outside the home to
support their families. I imagine that many of you in this room find yourselves in
this challenging situation. Others are individuals who are aging themselves and find
it increasingly challenging to live with and care for their affected spouses.

Selfhelp’s SHARP program is a social adult day program for individuals with
Alzheimer’s Disease, dementia and other memory impairments. The program
provides socialization and stimulation to the individual with the memory
impairment while providing the caregiver with a much needed break from their
caregiving responsibilities. This allows the caregiver to recharge their batteries so
that they can continue to care for their loved one for as long as possible. The SHARP
program also provides a caregiver support group where caregivers can come together
to share experiences as well as to learn and support each other.

Social adult day care programs provide services to enable individuals to continue
living in the community for as long as possible. Caregiver support is a critical aspect
of these services.

The New York City Department for the Aging provides funding to eleven caregiver
programs throughout the city of New York. The services provided by these programs
are invaluable. As residents of New York City continue to live longer, we urge the
New York City Council to respond to the increasing needs of this population by
increasing the funding for caregiver services.

I thank you for giving us the opportunity to present this testimony.
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Good Moming. My name is Shyvonne Noboa, Director of the Western Queens
Caregivers Network of Sunnyside Community Services. I am here to represent the
organization and the Network composed of Queens Community House and HANAC.

Support from the Department for the Aging (DF TA) towards Caregivers support is an
essential service in our community and today, I cali upon you to increase this much
needed funding stream.

The program provides services and support that lessen the strain informal family
caregivers experience in their roles. We serve approximately 550 individuals each year
including those who are the primary caregiver to an individual over age 60,
grandparents 55 years and older raising a grandchild, and individuals over the age 60
caring for a disabled adult. We provide individual and group counseling; care giving
skills training workshops and psycho educational sessions; assistance in accessing
benefits and entitlements; as well as individual and group respite. Our network is able
to provide services in English, Spanish, Russian and Greek. Before reaching us,
caregivers were burned out, stressed and had reached the breaking point. Our
caregivers have repeatedly told us that this program and support services offered were
- and continue to be life changing.

One such example is Maria whose mother is in the carly stages of Alzheimer’s Disease.
Maria is an only child, with no one to share the responsibility and duties of family
caregiving, Maria checks in on her mother daily, shops for her, manages her finances,
and advocates on her mother’s behalf, She accompanies her mother on all medical
appointments. She is a public school teacher and must contiriue to work. She reached
out to us when she realized she needed additional support and was overwhelmed trying
to manage her mother’s financial situation and daily care. She also realized she needed
to plan for the future as the disease progresses. Our caregivers program helped Maria
through the complex process to obtain Medicaid Long Term Care, helping her gather
necessaty documents and complete and submit the applications for Medicaid. We then
helped them complete and submit an application for a pooled income trust, to manage
the mother’s Medicaid surplus and submitted the documents to Medicaid.

Her mother began attending our Social Adult Day program several times a week.
Maria’s mother is enjoying the program, and is benefiting from the social engagement.
Just as important, Maria knows that her mother is in a safe environment while she is at
work and can focus her attention there. With our support, they have enrolled in a
Managed Long Term Care plan and now receive home care services. The dedicated
worker is assisting Maria’s mom her daily needs and keep her safe. All of this
profoundly changed Maria’s life and she now feels she has the resources needed to



continue to care for her mom. This is just one of hundreds of examples I could provide
that detail the complexity of these situations and the profound impact these services
have on the lives of many.

I would like to take this opportunity to thank you for allowing me to speak to you today
and for your continued support of NYC Caregivers and older adults in New York City.

Thank You

Shyvonne Noboa, LMSW

Director of Western Queens Caregiver Network
Sunnyside Community Services, Inc.

43-31 39th Street

Sunnyside, New York 11104

Phone: 718.784.6173, ext. 440

Fax: 347.448.8458

snoboa@scsny.org
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Dear City Council Representative Karen Koslowitz,

As an advocate for caregivers for Alzheimer’s parents, | would like to stress the fact that
caregivers are not taken seriously by most people. Most people you talk to have no idea or clue
of what dementia or Alzheimer’s is. They say, “It’s an old folk disease.” They just don’t know.
This disease not only affects the patient but also their loved ones and everyone around them.

I have been taken care of my mother for approximately ten years since she was getting
older and had started getting medical issues. She was diagnosed with degenerative vascular
dementia four years ago. It has been a trial-by-fire experience to say the least. Nothing can
prepare one for what waits ahead. No matter how much | read, went to classes, seminars at
the Alzheimer’s Association, research online, visited various doctors, talked to professional
regarding Alzheimer's, it was still overwhelming. This has been one of the most difficult times of
my life. It felt like | was catapulted into the sky with a free fall to earth, very frightening.

My mom is lucky in the sense that I'm the one planning her life right now. No one else
has stepped in to help but I had the opportunity find a support group that has helped me
tremendously with planning ahead with Power of Attorney, Health Care Proxy, Living Will, Pre
Plan funeral directives and Medicaid paperwork. Just filling out the Medicaid paperwork could
make anyone cry. There was many nights that | wasn’t able to sleep just thinking about all the
things that had to be done and not having enough time to do it all. It’s also frustrating when
other members of the family do not help; | have seven siblings, but so far I'm the one stuck with
this job. I'm hanging in there.

We, caregivers, work hard to keep our parents comfortable, fed, bathed, clothed,
exercised, and happy. Make sure that they are medically sound, have all their medications and
take all their medicine. | do mostly everything for my mom, who has been diagnosed with Mid
Stage dementia. | do her laundry, shopping, bills, letters, phone calls, doctor’s appointments.

It's been a very tiring, time-consuming, frustrating, and exhausting time but there are
moments that can be quite rewarding. There are never enough hours in the day to do all the
things that entails taking care of a person with dementia. Most of the time one has to sit and
reassure the parent that everything is okay, calm them down because they are so, so lost and
confused. | know that my mom finds comfort when I'm around. When i’m not around, for



instance, when I'm working, she’s always asking for me. When is Blanca coming home, where is
she, what is she doing, etc. So my mom is aware of me now and then. There are moments
recently that she forgets who | am, but in her heart, she knows that 'm important to her,
because she holds my hand and smiles and ask, “Who are you?” “Are you my mother?” Ilove
my mom and want her to live for as long as possible, but the outcome of Late Stage dementia is
frightening. | pray that I'm strong enough to be able to cross that awful bridge. There are many
nights that | go to sleep crying and desperate. What is going to happen next?

We as a society must and have to do more to take care of our caregivers. I've been
extremely fortunate to belong to a support group that has been valuable to me. They provide
help, comfort and a great sounding board. | don’t know what | would do without them. They
have become my “family” and mean a lot to me. | would be completely lost without them.
They are my rock.

I understand that there will be City Council meeting next Tuesday at City Hall, but
unfortunately | can’t time off during the day. | take enough hours off to take my mother to her
medical appointments and for minor emergencies. My boss, thank God, has been very tolerant
and | don’t want to take advantage of his generosity. Balancing work and taking care of mom
sometimes seems like an endless pool going nowhere. There has to be a program for us
caregiver's to be able to take time off so we may be able to take care of our loved ones that
need us so desperately. | think a program for caregiver’s to be able to take a little respite, relax,
unwind and just breathe. The motor is slowing down; I'm not the energized bunny that | used
to be, even though | tried not to admit that to myself or others.

We caregivers need moral, financial, and mental support. | want to be able to keep my
mother in her apartment for as ong as possible. With the help of two wonderful help aides, |
have been able to keep my mother safe and secure, but | don’t know how long that will last.
Everyday is a new situation come up that requires tweeting.

To change the direction of this destructive disease, we have to move towards providing
better support for all the millions of our constituents who have or are caregivers of people who

have this dreadful disease, to find a treatment, prevention and one day a cure.

We are in dire need of your help. Alzheimer's can't wait. Please support us caregivers
that do so much for our loved ones.

I thank you for your time in reading this letter (I tend to ramble) and | pray that something can
be done to help us.

Respectfully,

Bianca Cintron
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Council of Senior Centers and Services’ (CSCS) mission is to champion the rights of older adults to make NYC a
better place to live and age. CSCS’ 100 member organizations provide community based services through
more than 600 programs, serving 300,000 older New Yorkers, CSCS members include multi-service senior
centers, meals-on-wheels, case management, elder abuse services, home care, transportation, adult day
services, housing, mental health and a broad array of community-based services. CSCS convenes the NYC

Family Caregiver Coalition.

CSCS is appreciative that Chair Councilwoman Margaret Chin and the Aging Committee have convened this
hearing. Given the broad impact of caregiving and the increasing number and diversity of caregivers and older
adults, it is time for the city and state to support the thousands of New Yorkers who are the backbone of
holding families together. Families want to care for their older loved ones. According to a 2011 AARP repott,
over four million family caregivers are providing unpaid care for a foved one, contributing an estimated 2.7
billion hours annually at an estimated worth of $32 billion that the city and state don’t have to pay for.
While caregivers are economically supporting the city and state, they are often struggling themselves
financially, physically and emotionally. All they are asking for is some support.

Caregiving and access to affordable elder care is the workforce issue of the 21" century, particularly for
women. Older women are also impacted as almost 25% of caregivers in NY State are aged 75 or older.
Investing in caregiver support services is supporting in women who are anchors in their families. According
to the NY State Office for the Aging’s 2009 caregiver report, the person most likely to provide care to an older
person is a daughter {48%), a wife (23%), a husband (10%) and a son (10%). Often, daughters-in-law are also
providing care. National statistics report:

v The average family caregiver nationally spent $5,531 per year in out of pocket caregiving — more than
10% of the median income for a family caregiver. _

v This has intensified during the economic downturn — Nearly half report using up all or most of their
savings and 43% saying they borrowed money or increased their credit card debt.

v More than one-third of caregivers, age 50+, reported quitting their job or reducing their work hours in
2007.

v Informal caregivers personally lose about $659,139 in earnings and benefits over a lifetime —foregone
wages {$566,443); lost Social Security ($25,494); lost pension benefits $67,202).



This is economically devastating to millions of women in NY and the nation. Caregiving can also can be
emotionally detrimental and isolating. To date, the city and state have turned a blind eye to supporting
caregivers. The only funding, $4 million, for caregiver supports through the Department for the Aging is
federal Older Americans Act funding which has remained stagnant for years.

Imagine the difficulties faced by adult children or spouses caring for their elderly parents, spouse or other
loved one if the care recipient isn’t eligible for benefits. CSCS recommends that the city add funds to the
Department for the Aging budget for supportive services for all family caregivers with attention paid to
caregivers who may also be immigrants caring for their immigrant parents. The funding is contracted out to
service providers that support family caregivers from immigrant communities as well as the LGBT, disabled
and other communities. Investing in caregivers is an investment in helping older adults age in place in their
communities and women staying in the workforce.

Impact of caregiving on immigrant and diverse communities — national statistics -
Hispanic Community:
v' One-third of Hispanic households report having at least one family caregiver.
v 4in 10 working Hispanic caregivers report making a major workforce change, such as taking a leave of
absence, changing jobs, reducing hours, or stopping work entirely.
v' Most Hispanic caregivers don’t know where to go to find services. They turn first to health care
professionals, family and friends, and then government agencies.
v About % feel that information and services delivered in Spanish are important.
Asian Community:
v’ Asian-American caregivers are more likely to care for a relative than caregivers overall (92% to 86%).
They are twice as likely to care for a grandparent or grandparent-in-law (18% vs 8%).
v A large portion of Asian caregivers feel they do not have a choice about caregiving.
v' 50% of Asian caregivers are men.
v/ Asian caregivers report higher household incomes than caregivers from other ethnic backgrounds and
are more likely to say caregiving is not a financial hardship by rating it one or two in a five point scale.
African-American Community; :
v African-Americans are more likely to be primary caregivers out of all ethnic/cultural groups (65%).
v More than half of African-American caregivers find themselves “sandwiched” between caring for an
older person and a person younger than 18 or caring for more than one older person.
v African-American caregivers are more likely to live with the care recipient.
v’ 66% of African-American caregivers are employed full or part-time.

LGBT Community:
v LGBT caregivers are slightly more likely to have provided care to an adult friend or relative in the past

six months than the general population (21% vs. 17%).

Recommendations:

1. Caregiver support funding - $3 million ~ The only funding available for caregiver support services is through
the federal Older Americans Act. NYC needs to allocate funding because providing supportive services for the
caregiver herself is key to her wellbeing and of the care recipient. This includes respite care, home care or a
temporary placement, to all?w the caregiver to take care of things in their life, support groups and other




assistance. Listening to caregivers and what they identify as their needs is key. Connecting the caregiver to
other services is also important. Funding should be baselined.

2. Fund aging services — Services such as case management, home care, senior centers, social adult day care,
home-delivered meals — all provided by the DFTA funded community-based aging services network support
family caregivers by providing services for their loved one.

3. Support state legislation to expand both paid and unpaid family leave and address the need for
workplace flexibility —

Support from City Council and the de Blasio administration to pass state legislation which includes language
regarding caregivers for older adults is important. Including such legislation in City Council’s and Mayor de
Blasio’s state legislative agenda would be helpful.

4 . Pre-~discharge training for caregivers — Family caregivers are left on their own to administer medication and
provide other complicated and physically difficult care to their loved one upon discharge from a hospital.
Legislation to require hospitals to train caregivers is needed. This would also help reduce the mounting costs

associated with hospital readmissions.

5. Access to affordable legal assistance — Caregivers often need legal assistance related to finance and health.
This includes living wills, health care proxies, HIPPA, medical orders for life sustaining treatments, and power
of attorney as well as paying for long term care. Without these legal documents in order, caregivers face great

complications.

6. City gathering statistics on caregivers — New York City should develop an annual document tracking
caregivers —who they are, where they live, income, immigrant/diversity, workplace issues, what they need,
etc. Without this data, it is not possible for the city to plan for the growing number of caregivers and to make
these thousands of mostly women visible. Thousands of women are caregivers today and thousands more will
be taking on a caregiver role for the city’s fastest demographic ~ older adults and the 85+ in particular.

7. Public Education Campaign to increase awareness of caregiving and the resources available in the City.

Women have been caregivers their whole lives. CSCS would like to work with City Council and the de Blasio
administration to develop a plan to address the needs of the backbone of long term care services — family

caregivers.



>

| EmblemHealth’

55 Water Street, New York, New York 10041-8190

Gregory Johnson

Creator: Care for the Family Caregiver Initiative
Director, Community Outreach

FELLOW: NY Academy of Medicine
(646)-447-7651

FEBRUARY 19,2014

The American Psychological Association, the International Council of Psychologists,
the international Federation on Ageing, Global Aging, the NGO Committee on Ageing/NY and
the NGO Committee on the Family/NY

invite you to attend a side event for the
FIFTY-SECOND SESSION OF THE COMMISSION FOR SOCIAL DEVELOPMENT

THE UNITED NATIONS, NEW YORK CITY, USA

Older Persons and Families Count:
Looking at Empowerment, Decent Work and Poverty Eradication

Wednesday February 19, 2014 10-11:30 AM

Older Persons Contributions to the Family

GOOD MORNING (Protocol to be followed...... formal/informal TBA)

My name is Greg Johnson and on behalf of EmblemHealth’s CARE for the FAMILY CAREGIVER
initiative I am honored to return to the UN here in NYC and to be part of this panel with my dear friend and
mentor, Helen Hamlin and my new friend, Susanne Paul..................

I stated “to return” because over a decade ago EmblemHealth’s CARE for the FAMILY CAREGIVER
initiative was privileged to present a live performance of CARING FOR ME; CARING FOR YOU, a

1
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theatrical exploration of family caregiving that launched our family caregiving work/passion............ here
at the UN in the lovely Dag Hammerskjold Theatre........ and that play continues to serve in our work. In
fact, a newly edited version has been produced and is available for each of you..............

In 2001 I was invited by EmblemHealth to create a program “that would bring attention to the ‘silent
patients,...the family caregivers, and our focus was to be our employees, our members and the community
at large. Iam pleased to report that effort continues and has taken me around the world................ talking
about family caregiving................. or CARERS as we are known in most of the world.......... save the US
(after all no New Yorker could ever get 2 “r’s” in one word). '

And......... wherever in the world I speak, whether a noted setting like today or the basement senior center
of a local church.............. I begin the same way.

Today......... if you remember nothing else I have to say............. please know I have come to say the two
words family caregivers rarely if ever hear: THANK YOU!............... You are the backbone of the
world’s healthcare systems —- THANK YOU! THANK YOU!

And we need to remember just what healthcare systems are............... they can best be compared to a three
legged stool................. THUS, ALL THREE LEGS ARE OF EQUAL VALUE AND NEED............

1.....CARE RECIPIENT
2....PROFESSIONAL CAREGIVER (Paid professional, from doctor to home health aide)
3.....The unpaid family caregiver...... from both family of origin and family of choice.

With this third leg, I want to remind all of us................ that each of us has both a family of origin (our
blood line as it were) and many families of choice (our friends, our apartment house in NY and other large
cities; faith communities, social groups, senior centers; political groups; support groups....and on and on)

Also........before I pursue briefly my assigned topic......... I wish to continue to set the stage as it were, or
level the playing field with a quote attributed to former First Lady Rosalynn Carter........... “There are
only four kinds of people in the world: Those who have been caregivers; those who are currently
caregivers; those who will be caregivers, and those who will need caregivers.”

And each of us plays many of these roles, at times simultaneously.

When I was asked to create the EmblemHealth initiative I must admit my focus went at once to my late
grandparents........... long dead. But like much of the world when I heard the words “family caregiver,”
my mind went to older people, the elderly.

My personal and academic background has been theatre and theology........ I was not trained in the world of
healthcare or healthcare policy................ BUT.....and here was my initial interest: As an ordained
minister I had buried more caregivers than care recipients. Today, after years of professional study,
research, and advocacy, I know that my earliest thoughts about WHY have been confirmed.......... and
today I devote my life to what I like to call The Spirituality of Family Caregiving............... that which
comes prior to policy and program. It is focusing on the essence of family caregiving and finding in
it........ THAT WHICH UNITES............. for family caregivers unite the world through what I refer to as
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GOLDEN RULE LIVING.............. “doing unto others what one day each hopes, prays and believes
others will do for them............ that is GOLDEN RULE LIVING.
Now while family caregiving is indeed about SENIORS........... that is only part of the story and it has been

in working with seniors and senior communities that we have vastly expanded the: MANY FACES OF
FAMILY CAREIGVING.. I will share more as we move o1.........

In fact on April 30 here in NYC, YOU ARE ALL INVITED.............. to the NY Academy of Medicine,
the EmblemHealth NYC Partnership for Family Caregiving Corps in association with Fordham University
Graduate School of Social Work will present a FULL DAY SUMMIT on Family Careigving:

Name It; Know Its Many Faces........... FREE............. TO ALL: medical personnel, social workers,
clergy, healthcare ministry leaders, government employees, students and family caregivers......... WE ARE
ALL IN THIS TOGETHER.

My assigned TOPIC: Older Persons’ Contributions to the Family.................. My immediate reaction was
quite frankly..................

They began it; they continued it as the case may be in each family...in each family of origin.

They showed care and began the life journey in caregiving.

They grew in care and in so doing helped all of us to know the many faces of family caregiving.

And unless you think this hasno ROL................ ..LET ME SHARE.............. in the US alone, all this
FREE FAMILY CAREGIVING is valued at over $450 billion US DOLLARS............ annually.

That is huge.................. and in America there are over 65.7 million family caregivers....that is one in
three.

We have all heard and are well aware of the increased length of life or life expectancy............... more and
more people are living well into their 90s and beyond 100..................... and what does that mean?
Among other things:

THE AGE OF THE FAMILY CAREGIVER is also INCREASING..........c.cvueee MEANING, seniors are
caring for seniors................ persons in their 60s and 70s are caring for those now often referred to as the
Old Old........... think of it. That is not just happening in the US, as you are well aware.

In addition............. Mmany Seniors............ are caring for children, and even more commonly for
grandchildren....................... this latter case is called KINSHIP.............. a grandparent caring for a
grandchild---a person at least two generations away.

NYC is a leader worldwide in this work............. On a recent trip to Singapore, following my address to
members of the ASEAN community gathered for a FAMILY CAREGIVING workshop sponsored by the
noted Tsao Foundation.......... a lovely Indian lady asked me:

“Do you know of a place called the Bronx?”

And I'replied........... “Indeed [ do............... and you must be a Presbyterian; and you are asking
me about the Presbyterian Senior Services Grandparent Family Apartments.......... ”
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“Right on all accounts” was her reply.

You see the work that PSS has done in the last decade in building a 50 unit apartment complex specifically
for grandparents raising grandchildren has drawn attention, and is the model for many other such projects
throughout the world.............. for it specifically addresses the reality of the new family, the changes in
family lifestyle.

In fact, if you really want to see an amazing demonstration of the Unity in Family Caregiving...I urge you
to view the film: GRANDMOTHER TO GRANDMOTHER; THE BRONX TO TANZANIA........ an
account of the trip that 20 PSS grandmothers and grandkids took to Tanzania to visit a group of
grandmothers who are raising their grandkids................. no translation was need.............. love
prevailed; was celebrated.......... lives greatly empowered and worlds were expanded in the lives of each.

There are also many older persons who are providing valuable counseling to other caregivers....they are
“veterans of family caregiving”......... as I often say, awaiting their next assignment in life....... they have
been there and are better at providing help, hope and humor.......... to active family caregivers...a huge,
immeasurable contribution to both families of origin and families of choice.

Now as | have considered my topic, I have thought of all the words often used to describe what older
persons contribute to life and to the family.

We all know these words: perspective; reality that life is really an inside job; experience; appropriate
expectations; joy; awareness and acceptance; listening; support of all kinds; growth; discipline; and the list
goes on.

Are each of us successful with this every day? Well, for me; I know I fail often. But, I get back up and try
again. Beyond, my professional and ministry work, I am a multiple stroke survivor; I am the last of my
immediate family still alive......... my son died at age 40 at my home in Indonesia in 2005 and my partner
of 41 years died in my arms in 2011. Life happens........... and each of you could share your journey.....and
yet, as we well know, it is NOT WHAT HAPPENS TO US THAT REALLY COUNTS; it is how we grow
through it...... and for me the one word on which I wish to focus my final remarks is WISDOM.........

Wisdom............ that grace of INTELLIGENCE AND LOVE united............... in many theological
traditions and philosophical discussions.......... WISDOM is often defined and portrayed as the combination
of INTELLIGENCE AND LOVE......

The intelligence is that thing called life, life experience, “growing through the going through”.

By this many older people contribute to others throughout their lives.......... not by giving a sermon; but by
being one.

As I often say: ‘With family caregiving you cannot pay it away; pray it away; or prescribe it
AWAY...eurenn... YOU NEED ALL THREE; but ultimately you need to go through it, and it is my prayer and
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our mission to help people GROW through it”.....helping people to know THEY ARE NOT ALONE.
There is help........ always.

And many times that HELP........ does not appear until we surrender........... until we, and I love this
definition of surrender: Until we “ let go absolutely; to receive abundantly”

Older persons understand this. They have lived it. They have experienced life; they have experienced
death, and in that finitude have found the gift of life......... with all its burdens, challenges, difficulties, and
strife.

They have decided to stop living in the problem; and live in the solution........... those are family caregivers.
They live in the present................. not the past; nor the future. There is more than enough to do
presently; to mix the past and future takes much too much energy and wastes resources needed to serve
others.

Is this intelligence gathering easy.......... OF COURSE NOT.......... we all know that. Yet, as we look at
older persons we find, like all persons......... the challenges of life continue and continue. They may
change in focus....they may change in priority, in their importance to us.......... but challenges remain. WE

ARE ALIVE. There is more to learn on this earthly journey...................

Older persons have learned that life is sharing, caring, changing, challenging, reaching out......... and by
example, helping others to do the same. Older persons understand that life is MIND—BODY—SPIRIT;
and in each area we need to continually move forward. They understand the joy and serenity that comes
from “wanting what they have” rather than “having what they want.”

Now as we gather this “intelligence” the results may vary............ indeed they do; the conclusions can be
vastly varied............ but in the searching often comes that precious second substance............. LOVE
which, when combined with Intelligence, produces WISDOM................

And in finding Love.......... each of us gives to the world that which was given to us in the first place.

With love we erase barriers, differences, prejudices and all other forms of divisions.......... and we find
PEACE............ realizing that Peace is not the absence of conflict.......... but rather the individual journey
within to the Source of all being, however you may understand that................ and as each person finds

that peace within............. so we give it to the world............ to the one race to which we all

belong...... THE HUMAN RACE............... and together, as we become the older people of whom we
have been speaking........... we contribute through our wisdom to a world in which all persons care for one
another. ..... a world that LIVES THE GOLDEN RULE................. just as family caregivers do each
day...ccovviiennnns ”doing unto others............. as they wish others to do unto them™...... And it is so
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EMBLEMHEALTH:

NEW YORK’S HEALTH AND WELLNESS COMPANY

For more than 75 years, EmblemHealth has been putting care
first — for our members and the communities we serve. We
are innovators in developing new programs and resources that
result in improved care coordination, better health outcomes,
higher member satisfaction and lower health care costs.

EmblemHealth was created by the affiliaticn of two companies, Group
Health Insurance (GHI) and Health Insurance Plan of Greater New York
(HIP), which shared rich histories, local roots and complementary
strengths. Then, as now, our mission is to provide affordable, sustainable,
high-quality health coverage in ways that respect and respond to people's
fundamental needs,

As a customer-focused company, EmblemHealth is committed to providing
access to quality care and value to approximately 3.4 million people. By
measuring, monitoring and improving the clinical care our members receive,
we provide programs, toocls and resources to help them stay healthy, get well
and live better.

EmblemMHealth has been recognized as an accredited health plan by
NCQA and URAC. This demonstrates the company’s commitment to being
an insurer of choice and ensures that members are receiving the best care
possible. Honors from URAC and the New York Department of Health
confirm that our focus is on continuous quality improvement.

EmblemHBealth has always been an integral part of the New York
community. We've built on that foundation by increasing our presence in

the neighborhoods we serve and engaging with our members where they
live. In Harlem, Cambria Heights, Queens, Chinatown and Hudson Guild

in Chelsea, members and local residents can meet with a health care

expert at EmblemHealth Neighborhood Care to ask questions, get reliable
information and have problems solved. To address the growing community
of individuals who provide unpaid care to their loved ones, the Care for

the Family Caregiver program provides information, resources and support
that caregivers need to avoid becoming care recipients. EmblemHealth also
partners with a number of local organizations to promote the health and
well-being of New York's diverse neighborhoods and to make them a better
place to live.

By putting care first, EmblemHealth is achieving quality, sustainable
health care. That is and always has been our mission because
EmblemHealth is more than just a health insurer — we are New York’s
health and wellness company.

For more information
about EmblemHealth’s
programs and services,
visit emblemhealth.com.

Group Health Incorporaced (GHI), HIP Health Plan of New York (HIP), HIP [nsurance Company of New York and EmblemHealth Services Company, LLC are EmblemHealth companies.

EmblemFHealth Services Company, LLC provides administrative services to the EmblemHealth companies.
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Testimony of James Arnold, AARP NY Executive Council Member, to
NYC Council Committee on Aging, Public Hearing, 12/9/2014

Chairwoman Chin and members of the Aging Committee, Good Morning, my name is
James Arnold and | serve on the Executive Council of AARP New York. On behalf of
our State Director, Beth Finkel, and our nearly 750,000 members age 50 and older in
New York City, | want to thank you for the opportunity to talk about an important but
often under-recognized segment of our city, our state and our nation: family caregivers.

They provide care in our homes and our communities to aging parents, spouses and
loved ones, and in doing so they make up the backbone of our long term care system.
AARP surveyed city voters 50 and older last year and found 47% of those age 50 to 64
and working — and about four of every 10 of all voters 50 and over — are or have been
family caregivers in the past five years. That's over 1.1 million people.

More than half of the survey’s respondents expect caregiving responsibilities to fall on
them in the next five years. That's over 1.5 million people.

And caregiving takes a toll. Two thirds of working caregivers said their caregiving
responsibilities caused “overwhelming” or a “good deal” of sirain on their and their
family’s quality of life, including financial hardship, emotional stress and stress at work.

And four of every five of all the survey respondents — caregivers and non-caregivers
alike - said strengthening laws and regulations and funding services that support family
caregivers should be the “top” or a “high” priority for the city’s elected officials.



AARP estimates that across New York state, more than 4.1 million people at any given
time provide care that would cost over $32 billion a year if it had to be paid for.

The New York State Office for Aging (SOFA) estimates that more than 80% of all long-
term care is provided by family members, friends and neighbors.

According to a 2009 SOFA survey, “Sustaining Informal Caregivers; New York State
Caregiver Support Programs Participants Survey,” without the services of state
programs supporting family caregivers, many caregivers would be forced to place their
loved ones in institutional settings like nursing homes that are funded largely by
taxpayers through the Medicaid program.

AARP believes it is critical not only to sustain these programs but to strengthen them.
As the Baby Boom Generation ages and the number. of younger people proportionately
decreases, more of us will need care, but there will be fewer family caregivers to
provide it. Already, the number of caregivers in New York has grown to 32%, from 25%
in the 1890s. And a recent AARP report found that while there were 6.6 potential
caregivers aged 45 to 64 for every person in the high-risk years of 80+ in New York in
2010, there will be just 4.8 in 2030, and only 3.5 in 2050.

Family caregivers in the city, as in the nation, tend to be working women. SOFA has
identified the typical caregiver in New York as a 64-year-old woman who has either high
school or some college education and spends more than 40 hours a week providing
care to her mother. 85% of the care receivers are aged 75 or older and average 82.3
years of age. Of those with at least one health problem, Alzheimer's or another
dementia was the most prevalent condition.

Lack of adequate support for caregivers can be costly not only to families and
taxpayers, but to employers. A 2006 MetLife study found that nationally, businesses
lose as much as $33.6 billion annually in worker productivity because of employees’
caregiving obligations.



Helping family caregivers is an economic imperative, but it's also compassionate. AARP
has found that 86 percent of Americans want to remain in their own homes and
communities as they age.

But AARP hasn’t just studied the numbers. Over the summer of 2013, we joined with
the Council of Senior Centers and Services of New York City, Inc. (CSCS), the New
York State Caregiving and Respite Coalition and other organizations to hold 12 listening
sessions across the state, including one each in Brooklyn and Manhattan, and hear
directly from caregivers and service providers.

More than 900 people, all with direct experience in caregiving, attended the sessions,

and nearly 500 more responded to an online survey. The vast majority of them agreed
that ensuring access to the kind of non-Medicaid, in-home services for the elderly that
help give family caregivers help and a break is critical.

Among the effective programs AARP believes need to be strengthened are the
Expanded In-Home Setrvices for the Elderly Program (EISEP), Respite, Meals on
Wheels, the Supplemental Nuirition Assistance Program (SNAP), Transportation
Services, including to transportation to medical appoiniments, and the Social Model
Adult Day Care Program. These should all receive more funding so any waiting lists are
eliminated and any family caregivers and frail elderly who need this type of cost-
effective assistance can receive it — before it's too late.

AARP would like to recognize and thank the Council and Mayor Bill de Blasio for the
Earned Sick Time iaw. By increasing the number of businesses that will be required to
offer paid sick leave and expahding the definition of “family member” to include
grandparents, grandchildren and siblings, more people will be able to attend to their
family without worrying about missing pay or losing their jobs.



AARP is joining CSCS to urge your support for allocating $3 million in funding for
caregiver support services and programs through the federal Older Americans Act. We
also ask your and the mayor’s support for state legislation to expand both paid and
unpaid family leave to family caregivers. And AARP strongly supports the “CARE Act,” a
bill in the state legislature that would ensure family caregivers are not only included in
medical records but are provided Ii\"n’;_ care demonstrations, prior to hospital discharge,
by hospital staff to make sure they can adequately and properly administer medications,
dress wounds and provide care to their loved ones at home — preventing costly hospital
re-admissions in the process. Lastly, AARP supports CSCS'’s request that the City
formally track data on caregivers to help you properly plan for their growing numbers.

All of these efforts would support and sustain family caregivers, saving taxpayers
money, preserving productivity in the workplace and allowing our parents, spouses and

loved ones to age where they want: right at home.

- Thank you.
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Executive Summary

Over the summer of 2013, AARP New York, the Council of Senior Centers and Services of New York City, Inc., and the NYS
Caregiving and Respite Coalition, along with several organizations concerned with the well-being of frail New Yorkers,
convened a series of 12 listening sessions across New York in Albany, Brooklyn, Buffalo, Elmira, Glens Falls, Manhattan,
Oakdale, Rochester, and Syracuse to hear directly from caregivers and service providers,

The purpose was to learn about the challenges facing caregivers (family, friends, and neighbors) and to find ways to help
family caregivers working to keep older adults living independently and safely in their homes and communities and out
of expensive and mostly taxpayer-funded institutional settings. Throughout these listening sessions, caregivers clearly
articulated what types of services and system supports they need.

Mare than 900 people, all with direct experience in carediving, attended, In addition, AARP received nearly 500 responses
to an online survey from caregivers and service providers expressing their needs and possible solutions to their issues.
{Please see Appendix A for a text version of the survey.)

Mew York's caregivers need help, A 2011 national report by AARP's Public Policy Institute, the Commaonwealth Fund, and
the SCAN Feundation found New York ranked 48th out of 50 states with regard to support for its family caregivers, and
those caregivers attending the Mew York listening sessions this vear supported that conclusion.

According to the New York State Office for the Aging (50FA), the typical caregiver in the New York aging services system
is a 64-year-old fermnale who has either high schoaol or some college education and spends more than 40 hours a week
providing care to her mother, Aimost 25% of those providing care are aged 75 or older,

The majority of the care receivers (85%) are agad 75 or older and average 82.3 years of age. Of those with ot least one
heaith problem, Alzheimer’s or another dementia was the most orevalent condition, 5OFA estimates that unpaid caregiv-
ers provide the majority of all long-term care services to older adults and individuals with disabilities, According to SOFA
in Sustaining Informal Caregivers New York State Caregiver Support Programs Participants Survey (2009), many caregivers
reportect that without the services of state programs supporting family caregivers, they would be forced to place their
loved ones in institutional settings like nursing homes that are funded largely by taxpayers through the Medicaid
prograrm.

Employers are also adversely affected by the strains on caregivers. A 2006 MetLife study found businesses lose as much as
533.6 billion annually in worker productivity because of employees’ careqiving obligations.

The need to help caregivers will only increase in the coming years as the Baby Boom Generation ages and the number of
younger people proportionately decreases. Already, the number of caregivers in New York has grown to 32% from 25% in
the 1990s. And a recent AARP report found that while there were 6.6 potential caregivers aged 45 10 84 for every parson
in the high-risk vears of 80+ in New York in 2010, there will be only 4.8 in 2030 and 3.5 in 2050.

AARP Mew York, the Council of Senior Centers and Services of New York City, Inc., and the New York State Caregiving and
Respite Coalition strongly believe there is a great opportunity for the governor and the New York State Legislature to help
mitlions of New Yorkers with their caregiving needs, keep older adults Hving in the community, maintain worker produc-
tivity, and patentially save scarce tax dollars being spent on expensive institutional care.

This paper highlights these needs and provides a series of recommendations for New York State’s policy makers to
address, AARP New York, the Council of Senior Centers and Services of New York City, Inc., and the New York State Caregiv-
ing and Respite Coalition stand ready to work with the governor and the Legistature to develop and implement sound

policies to heip those caregivers In need,
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The recommendations in this report are based on the testimonies of caregivers from the 12 listening sessions and the
online surveys. The following is a short surmmary of policy recommendations to support caregivers i keeping loved ones
at home rather than in institutional settings, Each of these recommendations is explainad in further detall within this
report and 3 accompanied by recommended action steps,

1. Establish a Communily Care Navigator (CC Navigator) program comparnies lose as much as $33.6 billien annually in worker pro-

by reinvigorating and enhancing the existing NY Connects pro-
gram, CC Navigator will help caregivers and all New Yorkers de-
velop a personal roadmap to direct them to the information,
services, and supports they need. This plan would include ag-
gressive outreach and public education campaigns to bring
awareness of the new program.

discharge o ancther facitity or to home,

4. Review paid and unpaid family-leave policies to assist working

caregivers and support businesses. A 2006 Metlife study found

ductivity because of employees’ caregiving obligations. Examine
successful approaches implemented in other states and deter-
mine their feasibility for New York State. Support workplace poli-
cies that prohibit discriminatory employment praclices against
working caregivers,

5. Ensure access to competent legal assistance and pass legislation
. Provide adequate funding to SOFA for non-Medicaid-funded to protect vulnerable people from fraud and financial exploita-
caregiver assistance programs that wili help caregivers keep se- tion.
niors living at home, thereby reducing Medicaid expenditureson 6, promote and increase a diverse range of affordable housing
institutional care. aptions that allow older adults to age in place and ba part of an
active community that embodies elerments of wallkability, univer-
. Provide training and skiil-building for caregivars 1o help them . ) . . ) _
sat and inclusive housing design features, and accessible trans-
cope with the various medical tasks and needs their elderly loved portation
anes have, If the loved one is in a hospital or other rehabilitation '
faciiity, the training and skill-buiiding should occur prior to dis- 7. Support volunteer models that build social networks using both
charge, All facilities should record the name of the family peer-to-peer and intergenerational approaches.
caregiver(s) upon adrnission and contact the person(sl prier 1o
8. Promots changes in the work environment that encourage

direct-care staf recruitment and retention,




For the purposes of this report, a family caregiver
refers to any unpald relative, partner, friend, or
neighbor who has a significant relationship with
and who provides a range of assistance for an older
adult or an adult with a chronic or disabling
condition(s), From research conducted by AARP in
Yoluing the invaluable: 2011 Update—The Growing
Contributions and Costs of Family Caregiving, which
arrived at estimates of the economic value provid-
ed by family caregivers, over four miflion such fam-
iy caregivers in New York provide an estimated
2.68 billion hours of unpaid care per vear at an esti-
mated worth of $32 hillion,

According to the New York State Office for the Ag-
ing {SOFA) in Sustaining Informal Caregivers New
York State Caregiver Support Programs Participants
Survey (2009), the person most likely to be provid-
ing care to an older person is a daughter (48%), fol-
lowed by a wife (23%), a husband (10%), and 2 son
(10%:}.

More than eight in 10 are caring for a relative or
friend aged 50 or older. The typical caregivar in the
New York aging services system is a 64-year-old fe-
male who has either high school or some coltege
education and spends more than 40 hours & week
providing care to her mother, Almost 25% of those
providing care are aged 75 or older.

I Mew York State, the majority of the care receivers
{85%4) are aged 75 or older and average 82.3 years
of age. Of those with at least one health problem,
Alzheimers or another dementia was the most
prevalent condition,

The number of New York families and neighbors
providing help to frail individuals has been graw-
ing. The current percentage of New Yorkers provid-
ingg such support is now 32%, up from around 25%
throughaout the 1990s.

According to SOFA, unpaid carggivers provide the
majority of all long-term care services to alder
adults and individuals with disabilities, SOFA esti-
mates that without the support of these unpaid
caregivers, over 50% of older residents would likely
be placed in institutional settings, like nursing
homes, that are funded largely by taxpayers
through the Medicaid program, Research studies
and reports, such as AARP's Valuing the Invaiuable:
2011 Update—-The Growing Contributions and Costs
of Family Caregiving, clearly demanstrate that fam-
Hy support is a key factor in determining an older
person's abifity to remain in his or her home and
community and out of institutional care settings
such as nursing homes.

Daughter Wife Hushand Son

(¥23



SUPPORT FAMILY CAREGIVERS

Mew York State’s lack of commitment to caregivers comes at the
wrong time when current demographic trends are taken into ac-
count. New York State is fourth in the ration in the number of adults
aged 60 and over with about 3.7 million {1.3 million in New York
City). The 60+ group increased by 15% statewide between 2000
and 2010, and this figure will only rise as the post-war boomer gen-
eration continues to age. Furthermore, across the state, while the
60+ age group is increasing rapidly, the under-60 population s
shrinking in many counties,

That shift wil decrease the number of potential caregivers aged 45
te 64 for every person in the high-rislcyears of 804 in New York from
6.6 i 2010 te 4.8 in 2030 and 3.5 in 2050, according to a recent re-
port frem the AARP Public Policy Institute, The Aging of the Baby
Beorn and the Growing Care Gap: A Look at Future Declines in the
Availability of Family Caregivers.

SOFA and the network of county Area Agencies on Aging (AAA}
provide services to caregivers through several community-based
programs, However, because of insufficient funding, these agencies
are at a great disadvantage in assisting all caregivers who need
help.

New York State policy on long-term care since Andrew Cuomo be-
came governor in 2011 has been largely focused on stowing the
growth of Medicaid. The Medicaid Redesign Tearn (MRT) process
reformed New York's Medicaid program through the institution of a
managed care model for the delivery of Medicaid services, includ-
ing long-term care, However, little discussion has occurred on how
o slow the growth of Medicaid by investing in nonmedical com-
munity-based programs, particularly those assisting caregivers.
This is clear when examining the SGFA budget,

A recent review by AARP of the current SOFA budget reveals that
less than $3 million in state funds are specifically appropriated for
programs primarily focused on assisting caregivers, including res-
pite and social-model adult day care as well as transportation ser-
vices, The budget does provide some caregiver support through
the Expanded In-Home Services for the Elderly Prograrm (EISER]) and
Community Services for the Elderly (CSE; ses Appendix B for more
information). Bul caregivers and professionals in aging services are
Ins full agreement that while these programs are not expressly de-
sigried to support caregivers, both prograrms are underfunded, and
EISEP currently has a waiting list for services in many counties,

In 2011, AARP's Public Policy Institute, the Commonweaith Fund
and the SCAN Foundstion published research findings in Raising
Expectations: A State Scorecard on Long-Term Services and Supports
for Older Adults, People with Physical Disabilities, and Family Caregiv-
ers, an innovative multidimensional measurement of state-level
performance of long-term services and supports systems that pro-
vide assistance to older people and adults with disabilities. The
scorecard examined four key dimensions of performance: afforda-
bility and access, choice of setting and provider, guality of life and
quality of care, and support for family caregivers. It assessed each
state’s performance as a whole and on 25 individual indicators.

This report found that performance varied tremendously across
states. New York ranked 48th out of 50 states with regard to suppart
for its family caregivers. Caregivers at the 12 listening sessions rein-
forced this inding. Their comments clearly reflected frustration and
helplessness when they sought assistance to understand and ap-
propristely address the situations they face caring for their elderly
loved ones.

As described in the Council of Senior Centers & Services of NYC's No
Time to Wait: The Case for Long-Term Care Reform, with the state’s ag-
ing population growing rapidly and the proportional balance be-
tween older and younger populations shifting, it is apparent that a
coherent strategy is needed to assist caregivers. This should help
stow the growth of Medicaid in New York State. A policy that pro-
vides older New Yorkers what thay need and what their Tamilies
want-to live independently in their communities—and that saves
taxpayers money on expenditures for institutional care is well

wiorth pursuing.




I. Establish a Community Care Navigator
{CC Navigator) Program

Caregivers often have lirnited information about what resources are
avaitable, a problem compounded because care fraquently com-
mences during a crisis. Caregivers expressed the need for guidance
through the confusing options of services. They seek not only infor-
mation about avaitable services but also help in making critical de-
cisions about their unique situations. Caregivers voiced the need
for someone to help navigate the system and identify available ser-
vices, serve as a consultant in developing a roadmap of services and
supports, and follow up on their progress, They asked that thess
services be responsive, flexible, sasy to find, and readily available. In
some of the listening sessions, participants also expressed their dis-
may at the lack of coordination and cooperation among providers
and state andl federal agencias.

MNew York State has made some advances in enabling older aduits
and people with disabilities to receive objective information about
the long-term care system through the MY Connects program.
These efforts grew out of the federal Aging and Disability Resource
Centers {ADRC), which aim to help people navigate the long-term
carg system and receive the services they need, Fowever, many
caregiver participants were unaware of the existence of NY Con-
nects and that services might be available for them.

NY Connects, based in county AAAs in collaboration with local De-
partrents of Social Services, has never been fully implemented
statewide, It does not operate in the five counties of Mew York City
and in four other counties. Additionally, the information that NY
Connects provides is limited to the likelihood of eligibility for ser-
vices and does not include traditional case management, assess-
mer, or referral,

The Balancing Incentive Program BIF), authorized under the Af-
fordable Care Act, provides states with additional federal funding to
implement structural changes that are believed to best facifitate
rebalancing the percentage of individuals in need of long-term
supports and services in home- and community-based settings as
opposed to institutional settings. New York's application to partici-
pate in BiIF was approved on March 15, 2013,

Many advocates for aging sarvices across New York State strongly
believe that some of the 8IF maney should be directed not only at

ATTONS BASELDL
LISTENING SESSIONS

helping families gain access to and information about home- and
community-based services but also at helping family caregivers
navigate the system s that their loved ones can remain at home or

in the community.

Recommended Actions:

- Establish the € Navigator program to reinvigorate and en-
hance NY Conaects so that individuals and their caregivers have
the information and support needed to understand thelr op-
tions and access services and supports based on their needs and
preferences. CC Navigator should include screening and assess-
ment of the individual and the person’s needs, a thorough as-
sessment of caregiver needs, options counseling, assistance in
developing a plan of care that gives priority to the needs and
preferences of individuals and caregivers, case management,
presumgptive eligibility determinations, and assistance in mak-
ing the service connections that are maost responsive to their
needs, CC Navigator would maintain the existing NY Connacts
services but would build upon them and provide additional
services using funding, as appropriate, from the New York State
BIF. The CC Mavigator program would be implemented in every
MNew York State county including the five counties of New York
City.

- Engage in aggressive outreach and public education cam-
paigns to build awargness of the new CC Navigator though use
of traditional print and media as well as social media. As indicat-
ed above, caregiver participants at the listening sessions ex-
pressed frustration that they were unaware of the NY Connects
program.

The
group increased by




Develop and expand working collaborations between
CC Navigator and the Veterans Administration, hospi-
tals, rehabilitation centers, and nursing homes, which
are critical points of entry into the fong-term care system,
This should inciude training all admissions and discharge
planners about services avaitable in their communities. In
addition, links and collaboration between CC Navigator and
Aizheimer's resource centers and associations will work to
better meet the needs of older adults with Alzheirmer's dis-
ease and dementia. Improving these collaborations will
help to prevent unnecessary readmissions and costly insti-
tutionalization.

it Imvest i Caragiver Assistance Programs that are
individualized, Flexible, and Consumer-Centric

A comprehensive 2013 AARP New York survey of registered
voters aged 50+ on caregiving and borme- and community-
based services revealed the majority of respondents supported
increased state funding for caregiver services, The survey re-
spondents alse believed it is important to have a range of ser-
vices in their communities. The caregivers at the listening ses-
sions echosd these survey resuits,

Caregivers are frequently elderly themselves, the typical New
York caregiver being 64 years old. The needs of the older adutt
increase as they age and become increasingly frail, and the
gradual decline creates even greater inancial and emotional
strass for the caregiver, whose own personal needs can also be
increasing. Careglvers across the state shared stories about
their experiences of providing care all day, every day. Many in-
dicated they rarely get a break, and, when they do, itis often
with only a piecemeal plan. Caregivers become conflicted
about whom to care for first, their loved ones or themselves,

Caregivers clearly described problems with the system and rec-
ognized the near absence of nonmedical services to give them
a break or to advise thern on how to care for their elderly loved
ones in the home. They are looking for high-guality services
that are affordable, especially respite and transportation ser-
vices, One caregiver expressed it this way: “We are buying a
preduct for the most important person in our fives!” Caregivers’
experiences with EISEP were extremaly faverable, but they
were concerned about the small number of hours provided

and the long waiting lists.

An additional concern that arose during the listening sessions
was that the costs of these services were unaffordable for those
with maderate incomes, One caregiver remarked that her hus-
band is a“sundowner” who stays awake all night and sleeps all
day. For her to get some rest, the farnily privately paid an aide
to assist with night care. “The arrangement forced us to spend
one-third of our limited income on aide services, impadcting spend-
ing on other needs!” she said, Over and over, caregivers gave ex-
amples of spending their scarce resources to keep their farily
members at home.

Caregivers unanimously voiced the need ta ensure that long-
term care services and supports are individualized, flexible, and
consumer-centric, Many caregivers described current pro-
grams as rigid, standardized, and unable to meet their unigue
needs and preferences. One recent demonstration program in
New York documented the benefits of consumer-directed ap-
proachies for oider adults, The Nursing Home Diversion and
Modernization Project implemented through the AAA used
consumer-directed approaches and found that 81% of high-
risk older adults whio participated were diverted from nursing
home placement, and 83.5% were diverted from Medicaid
spend-down {Center for Excellence, 2011,

Recommended Actions:

« Provide immediate funding to serve the New Yorkers cur-
rently on waiting lists for caregiver assistance programs in-
cluding respite care, social-model adult day care, and trans-
portation services as weli as additional funding for EISEP
and the CSE program. The governor and legislaturs should
approve additional funding for these ultimately money-
saving services in the 2014-2015 state budget.

< Ineorporate questions on caregivers needs into all commu-
nity-based and medical assessments as part of a family-
centered approach to services. Caregivers should be in-
volved in care plan development and modifications,

Promaote and expand opportunities for consumer-directed
care for all long-term care home- and community-based
services, This should alfow for selecting the type and timing
of services, hiring and managing workers, purchasing sup-
plies, making home modifications, and hiring and paying for
someone, such as a neighbor, friend, or family member, to
provide personal care for older adults of all incomes,



il Provida Training and Skill-Building for Caregivers

At the listening sessions, caregivers of seriously or chronically il
alder adults were particularly concerned about their lack of
preparation for the responsibilities of caring for their loved
ones as they transitioned from hospitals back to their own resi-
dences. Once home, and frequently alone, with their relatives,
caregivers are often overwhelmed when required to give injec-
tions, change catheters, or perform other medical tasks.

In hospitais or other roedical settings, nurses and sides perform
these complicated, skilled tasks. Family members are frustrated
at the lack of training, education, and skill-building avallable to
thern, For example, one caregiver described not being taught
the proper technique to transfer har husband between bis
wheelchair and the bed, and she expressed concern about
hurting both herself and her husband.

In addition, afl too often, family members did not receive ad-
vance notice that their loved ones were being discharged. Even
whan notice was provided, they may not have been involved in
the development of the discharge plan, or, even if they were,
they dict not feel adequately prepared, given the magnitude of
what to remember and do once their loved one returned home.
Multiple caregivers echoed this complaint, emphasizing that
caregivers need more preparation dusing this critical fime.

Based on comments, training aiso needs to go beyond per-
forming medical and skilied tasks. Caragivers exprassed the
need to know more about Alzheimer’s disease, how best tain-
teract with care recipients, and how to address more challeng-
ing behaviors, especially as the disease progresses, They asked
forinformation about providing a safe environiment when their
loved ones wander, Finally, caragivers voiced the need to be-
come bhetter advocates for their relatives, whether they five at
home or in a residential facility,

Caregivers described how they have become de facto case
managers for their older relatives, making certain that services
are available and dependable, organizing and managing aides,
and arranging for transportation to medical appointments.

in addition, caregivers stated that professionals in the fisld of
aging need to have a better understanding of their unigue
neesds, When a professional performs an assessment of an oider
aduit, the role, frequency, and avallability of the carsgiver
should be discussed and incorporated into the care plan, This s
especially true when an older adult requires hospitalization;

farmily caregivers want and need to be kept informed of all ma-
jor decisions.

Recommended Actions:

Require hospitals and rehabilitation institutions to re-
cord the name of the family caregiver(s) upon admission
into the facility and require the institution {o contact the
family caregiver(s) prior to discharge to another faciiity or to
home.

«  Require a facility to provide live demonstrations of any
medical tasks and training the careqiver requests prior o
the time the older adult is discharged. With this training,
caregivers can provide competent post-hospital or post-re-
habilitation care to their loved ones,

Another positive outcome of providing caregivers with edu-
cation and training in medical and related tasks is the expec-
tation that it will racluce the number of costly hospitat read-
missions, The federal Centers for Medicare & Medicaid
Services {CMS) estimates that $17 billion in Medicare funds
is spent each year on unnecessary hospital readmissions.
Additionally, hospitals desire to avold the imposition of new
readmission penalties under the Affordable Care Act (ACAL

Facilitate additional training for caregivers through a
variety of modalities such as webinars and at public libraries,
senior centers, angd other community settings, under the
direction of SOFA, Training should address personal care
tasks as well as medical- and nursing-celegated tasks of
wound care, medication management, incontinence care,
and mobility.

V. Support Working Caregivers

Carggivers who are employed face many demands and com-
peting commitments, They experience high levels of stress, lim-
ited personal time, concern for their own physical and mental
health, loss of gquality of life, and potential impact on their em-
ployrent. The Metlife Caregiving Cost Study: Productivity Losses
ter ULS, Business found that 60% of caregivers nationwide are
employed, and businesses across the nation lose between
$17.1 andd $33.6 billion per year (MetLife, 2006},

Frequently, caregivers at the listening sessions tatked about the
ok of caragiving craating such overwhelming demands they
had to izave the workplace, People who decide to devote
themselves to full-time caregiving suffer both short- and long-
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term ramifications, including losing health insurance and re-
tirement security and becoming isolated and losing their sociat
and emoticnal support networks.

The MetLife Study of Caregiving Costs to Working Coregivers: Dou-
ble Jeopardy for Baby Boomers Caring for Their Parents estimated
the value of lost wages, pensions, and Social Security due to
caregiving responsibilities, which they have termed the "care-
giver glass ceiling” (Metlife, 2010} Notahly, for women, the to-
tal individual amount of lost wages due to leaving the labor
force early and/or reduced hours of work because of caregiving
responsibilities equals $142,693. The estimated impact of care-
giving on lost Social Security benefits is $131,351. A conserva-
tive estimated impact on pensions is approximately $50,000.
Thus, the total cost impact of caregiving on the individual
female caregiver equals $324,044.

Recommended Actions:

Explore hoth paid and unpaid family leave approaches
implerented in other states and determine the feasibility
for New Yark. One avenue would entail New York expanding
job-protected leave policies established through the federal
Family and Medical Leave Act (FMLA} of 1993, As of August
2013, as many as 20 states provide some type of leave that is
mere generous than the FMLA, Most of these state laws in-
crease the number of people who can access the FMLA by
altering the eligibility requirements, expanding the range of
family caregiving relationships, or increasing the amount of
unpaid leave that can be taken.

The analysis should include whether (o add paid family leave to
the existing Temporary Disability Insurance {TDI} partial wage-
replacement programs, as California, New Jersey, and Rhode
Island have done, These programs extend the TDI benefits be-
yond the employee’s own non-job-related illness to care for
spouses, domestic partners, or aging parents using nominat
empioyee-only payroll deductions as their funding stream.

Consider and adopt options that protect family caregiv-
ars from discriminatory practices in the workplace. With
few excaptions, most federal and state statutes do not ex-
pressly prohibit family responsibility discrimination {FRD}.
There is a patchwork of federal, state, and local faws that to-
gether present a complicated legal environment for em-
ployers and employees alike. The lack of consistent policy
leaves many working caregivers unprotected from FRD. It
also leaves many managers and supervisors unaware of
how eldercare affects their employees. State policymakers

should consider whether a single statewide law woutd sim-
plify and clarify the legal environment for empioyers while
filling gaps in legal protections for employees with family
responsibilities. One means of addressing FRD worth con-
sidering Is to add family careglvers as a protected class to
existing state law,

Ensure access to affordable eidercare options to support
worlkforce productivity and New York's caregivers, Just as
affordable, accessible child care provides empioyees peace
of mind at work and enhances their productivity, so too
would affordable and accessible eldercare.

V. Ensure Access to Legal Servicas

in the listening sessions, caregivers raised a variety of legal is-
sues related to finance and health, In many instances, caregiv-
ers did not know the wishes of thelr parends or relatives and felt
they had waited too fong before taking action, especially when
a parent was diagnosed with Alzheimer's disease or another
dementia. When dementia is involved, caregivers were con-
cerned that their older relatives may be taken advantage of or
make bad decisions about their investments, Participants also
expressed fear that their eiderly parents may be subjected to
fraud or other unscrupulous financial transactions. The compli-
cations of not having all fegal documents in place, such as
living wills, health care proxies, HIPPA, medical orders for life-
sustaining treatments (IMOLST), and powers of attorney, put
caregivers in difficult situations.

Caregivers also discussed situations of contentious relation-
ships among siblings, not being able to make rational deci-
stons, or being concerned that the primary caregiver may not
be acting fairly on behalf of the parent. Some caregivers were
concerned about costs associated with hiring an attorney and
preparing legal documents, including guardianships and
pooled trusts. Caregivers lamented that they were frequently
confronted with making big decisions during times of crisis
and the need for mediation and transparency among caregiv-
ers as future decisions were made.

Recommendad Actions:

- Enact legisiation such as 5.5779/A.7892 to allow banking
institutions to protect the financial assets of vulnerable older
adults, refuse to honor transactions that may result in finan-
cial exploitation, and contact a caregiver when there is unu-
sual account activity,



Ensure access to competent legal assistance through suf-
ficient funding of the Aging Services Network and Legal
Services and promote Governor Cuoma's new initiative to
improve legal services for vulnerable adults that SGOFA, the
State Office of Court Administration, and the New York State
Bar Assodiation are developing.

- Explore parinerships with law schools, under SOFA’s lead-
ership, to assist caregivers with the legal services and advice
refated to their caregiving responsibilities.

W, Increase Affordable Housing and
Transportation Uptions

Clder adults wish to remain in their homes and communities for
as tong as possible. Caregivers indicated multiple reasons why
remaining in one’s own home may become difficult. They dted
the high cost of maintenance, adapting homes lo accommo-
date certain disabilities, unreliability and expense of transporta-
tion, and the ever-increasing cost of utifities and taxes. Home-
owners oftan have the added burden of expensive and steadily
rising homeowners association fees. In many areas of the state,
readily available, affordable, and safe housing for older adults s
lacking.

Caregivers talked about the fear of their loved ones becoming
isolated ard homebound due to chronic conditions, disability,
or lack of transportation.

Recommendad Actions:

+ Expand and increase information about the Access to
Heme Program, which provides interest-fres loans to prop-
erty owners to make dwelling units accessible for low- and
moderate-ingome persons with disabilities and seniors with
age-related disabilities. This assistance aliows these vulnera-
ble individuals to safely and comfortably continue to five in
their residences and avoid institutional care,

Promote and increase a diverse range of stable, afford-
able housing options that form the foundation that allows
older adults to age in place and provide a critical support to
family caregivers, Housing options should also let older
acdults be part of an active community that embodies ele-
ments of walkability, universal andl inclusive design features,
and accessible transportation. Attention should be given to
older adults with low and moderate incomes and create
more affordable cheices. The housing options should inglude
accessory apartments or indaw flats, multigenerational

housing, housing with services, vertical and horizontal Natu-
rally Qccurring Retirement Communities (NORCs), co-hous-
ing that promotes active neighboring, and opportunities to
palr older adults with others in their communities,

+ increase and promote a diverse range of transportation
options through SOFA’s direction that allow older adults to
age in place and be part of an active community by empow-
ering them to travel for both medical and social purposes.
Transportation should accornmodate caregivers who may
neat to accompany thelr lovad onas and should be flexible
enough to accommodate the real-life use requirements of
consumers. Transportation for mobility-impaired consumers
in particular should be examined to determing if needs are
being met. Low cost and flexibility are primary concermns of
caregivers who often must step In to provide transportation
when no options are available or the options that exist either
do not meet the needs of their loved ongs or are financially

burdensome.

Vil Building Social Networks

Although many older adults are fully integrated into the com-
munity and have a significant network of family and frignds to
offer help and support, nearly 29% of older adults live alone.
Other older adults may live a distance from their families, or
their situations demand more help than can be offered by just
one person. Additionally, some older adults are segregated
from the broader community because of their housing situa-
tion, depression, fragility, chronic debilitating conditions, or lack
of transportation. Cultural factors like language, nation of origin,
and religion also factor into community integration, Within the
LGET community in particular, social lsclation is & profound
challenge faced by many family careglvers.

Carggivers attending the listening sessions shared the variety of
innovative volunteer models that have been established in New
York to help older adults and, subsequently, their caregivers, A
number of these approaches have proven their effectiveness
over time. Some programs use trained volunteers to perform
simple, nonmedical tasks such as grocery shopping, bill paying,
and medical escort services, thereby fresing up the caregiver,
Importantly, individuals representing these careghver programs
emphasized that volunteers are not always free, and for these
programs o succead and theive, they require an administrative
host to recrult, orlent, train, supervise, and coordinate thern,



Hecommended Actions:

+  Develop a pilot program through SOFA to build social net-
works using both peerto-peer and intergenerational ap-
proaches, These networks, based iss nonprofits, houses of
worship, and other organizations, can draw from volunteers
within the communities where the older adults and their
caregivers resicle, thus promoting cultural responsiveness
and custormized care, Some of the bast practice modeis that
could be replicated include Share the Care (wwwisharethe-
care.org ), Time Dollars (www.timebarnks.org), Mercy Care of
the Adirondacks {www.adkmercyorg), Hearts and Hands:
Falth in Action (wwwhnhcaresorg), Care Links {www.
chsny,org/carelinks), SAGECAP {www.sagecap.usa,org/pro-
grams/sagecapcfm), and Faith in Action {www.putyour-
faithinaction.org).

YL improving the Workforce

Family caregivers often canniot provide all the care all on their
own. Frequently, they must rely on paid workers to augment the
care they provide and to give them & break. The care provided
by long-term services and supports direct-care personnel is
only as good as the personnel who provide it. Workfarce chal-
tenges, including how to best ensure the skills needed to pro-
vide high-quality care, abound and need to be addressed for
New York State to meet the growing need for high-guality care.
In the listening sessions, family caregivers expressed difficulties
and frustrations with issues surrounding the availability, cost,
hiring of, and working with long-term services and supports di-
rect-care personnel.

High turnover of staff due to low wages, high travel costs, lack of
career ladders, inadeguate training, and other considerations
was cited often. In addition, the insufficient number of bilingual
workers and workers aware of and sensitive to different cultures
werg cancarns exprassed at some listening sessions. Finally,
caregivers identified the problem of having s use registered
nurses to perform services that could be safely and more cost-
effectively performed by direct care workers,

Recommended Actions:

- Document the shortage of workers and their training
needs and support research to identify effective ways to
address these problams,

« Evaluate the core training competencies neaded by per-
sonal direct-care workers and bow such competency-based
training should be provided.

Create incentives for providers to hire bilingual workers
when appropriate and train all staff to be culturally comipe-
tent.

Initiate efforts to promote changes in the work environ-
ment that encourage staff recruitment and retention.

Allow nurses to delegate and teach to direct-care workers
and family caregivers certain health-related tasks currently
not allowed in Mew York State.

Conclusion

Caregivers provide help out of love, respansibility, and concern
for their loved ones. Their goal, which is shared by New York
State, is to keap thelr loved ones safe and living independently
for as long as possible, At the same time, they experience stress
and strain,

Many caregivers make multiple sacrifices to care for somecne.
Faced with a parent, spouse, or other loved one who needs help,
caregivers frequently assume the job with limited knowledge of
how to begin or what resources are available to help sustairn
them, Research shows that prolonged caregiving reclaces per-
sonal time and energy for other farmily members. it can also pro-
duce emotional and physical stress, leading to increased health
risks. In addition, the overwhelming responsibilities of pro-
longed caregiving place a burden on family finances, create
workplace challenges, and can increase retirement insecurity.

Stuclies by SOFA and other research indicate that a variety of
strategies, including support services for caregivers, can help
mitigate the burdens of caregiving. As a result of these supports,
caregivers become more confident and are able to provide care
for a longer period of time, delaying or preventing institution-
alization of a loved one, This saves taxpayers money because
the majority of nursing home costs in New York are paid by the
Medicaid program.

AARP New York, the Councii of Senior Centers and Services of
New York City, Inc, and the NYS Caregiving and Respite Coali-
thon strongly believe that seund public policy supporting car-
agivers is a wise investment. The status quo in New York State is
unacceptable, The four million families in New York providing
billions of dollars' worth of care at home and the taxpayers who
pay for expensive nursing home care deserve better,



APPENDIX A:

Text Version of Survey

Share With Us Your Experiences With Caregiving:

AARP New York, the New York State Caregiving and Respite Coalition, and the Council of Senior Centers and Services of New York
City are exploring what more can be done to support the important work of family caregivers in New York State. Please take a mo-
ment ke complete this short survey to share any ideas vou have about how to improve the lives and work of farmily caregivers.

1, Are you a:

L current caregiver

L former caregiver

L) person who is receiving care from a loved one
3 a providear of services

i a friend or refative of a caregiver

1 a person who waorks in public policy

2. Have you as a caregiver experienced challenges in providing care or arranging for services for the person you care for?
dyes dno

3.1f you answered "yes" to guestion 2, please share what challenges you have encountered.

4. As a caregiver, have you experienced difficulty with the following? (chack all that apply):

u bathing d meals 4 social activities
A dressing L medical care management i transportation
i housekeeping - madication management H other

d housing U personal finances

Ll information L respite

3 What are sorme supports that you would like 1o see to assist you a3 a caregiver?

&, Are there changes in government palicies, programs, or services that you can identify to give caregivers the services and
supports they nead?

13
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APPENDIL B

Expanded In-Home Services for the Elderly (FISEP) assists people aged 60 and older who {1) need help with everyday activities to take care of thernselves
{dressing, bathing, personal care, shopping, and cacking), (2} want to remain at home, and (3} are not eligible for Medicaid. FISEP services are intended to
supplement, not replace, the care provided by family caregivers, and the program has cost share requirements based on a sliding fee scale.

Community Services for the Elderly {CSE) is a state aging services block grant that enables localities to determine specific unmet needs of older New Yorkers,
enabling them to avoid unnecessary placement in institutional care, In state fiscal year 2011-12, approximately 66,000 older New Yorkers benefited from
wide renge of CSE-funded services including case manggement, personal care, home delivered meals, information and assistance, referrals, sociol adult day
care, transportation, respite, telephone reassurance and friendly visits, health promotion and wellness activities, senior ceniters, and other congregate
programs,
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As a Care Team member of the Lifespan Respite Initiative in New York State, the NYS Caregiving and Respite Coalition (NYSCRBC) has grown In its
capacity to serve as a clearinghouse of information for professionals and for caregivers, providing support to individuals across the age and disability
spectrums. If continues to expand partnerships and the range of information available about caregiving and respite activities across the state,

NYS Caregiving and Respite Coalition
1900 South Clinton Avenue

Rochester, NY 14518

585-244-8400

wiww.NYSCRC.org
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Real Possibilities
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INTRODUCTION

Heal Possibilities in

New York

AARP is proud to present the State of the 50+in New York City. As a leading advocate for the 50+
population, with almost 750,000 members in New York City and over 2.6 million members across
the state, AARP is committed to ensuring that all New Yorkers are able to live their best lives as they
age. This report takes a deeper, research-based look at this key segment, the increasing population
growih and the challenges and opportunities facing them.

July, 2014

New York City has over 8.3 million people of diverse backgrounds, experiences, ethnicities, families,
incomes and ages. Within this population, the 50+ are a powerful voting demographic; in fact, 50+
voters were the biggest single voting bloc in the 2013 New York City Mayoral Election.

The age group contributes billions of dolfars a year to the local economy, yet from age
discrimination to affordability and the reality of being unable to retire; they are facing a unique set
of challenges. Many are struggling. As a result, when the majority of Baby Boomers who can retire
do, they say they will likely take their pensions, retirement savings and Social Security checks
somewhere else - taking about $50 billion in annual economic contributions with them.

in NYC 2014

{

Tihe &

in 2014, the last of the Baby Boomers will turn 50, representing a massive demographic shift,
Thirty-one percent, or about 2.6 million, of all New York City residents are 50 years of age or ofder,
13% are 65 or older, and the 65+ population is expected to rise to 16% by 2030.

b e
SLEYE O

o

As this population booms, how will policy-makers, communities and providers adjust to their needs
and taients? We hope the data presented will inform the work of elected officials, community
leaders, partner organizations and citizens to help New York City meet the needs and leverage the
resources of the b0+ population.

Sincerely,

Beth Finkel
State Director
AARP in New York State




ABOUT THIS REPORT

Various data sources were used in the creation of this report and are referenced within each section,
Both population and registered voter-based data are included. All data represents New York City and
persons aged 50 and older unless otherwise noted.

In addition to various secondary and previcusly published survey data, a key source of primary data in
this report is & telephone survey of n=1,302 registered voiers age 50 and older living in the five
boroughs of New York City, with an oversample of n=300 Asians. The sample also included
repraesentation of B0+ Hispanics and African American/Black voter groups in NYC. The survey of
voters was fielded in June 2013 and interviewing was conducted in English, Spanish, Chinese
{Cantonese and Mandarin), Tagalog, Korean and Hindi. Additional details on the survey methodology
are included in the Appendix of this report.

For clarity, charts representing survey data among registered voters is called out with this
symbol.

Throughout the report, tables and graphs may not sum to 100% due to rounding or omission of
categories with very small percentages.

The terms “Boomer” and “Senlor” have been used in this report to refer to mutually exclusive age
cohorts in the population for purposes of comparing and contrasting subgroups of the 50+
population. In this report, “Boomers” refers to those aged 50-64 and "Seniors” refers to age 65 and
older.




EXECUTIVE SUMMARY

This report is based on multiple data sources and examines demographics, published
statistics and opinion polls to provide an overall picture of New York City’s population aged 50
and older, We present evidence of the power of 50+ voters and information related to the
needs of NYC’s older population on the dimensions of home, work, economic security,
healthcare and age-friendly living.

The big backdrop to this story is the significant demographic shift toward an aging population
that is in our midst - globally, nationally and also in New York City. According to the
Organization for Economic Cooperation and Development (OECD), life expectancy in the U.S.
increased by 8 years from 1970 to 2011 when it reached 78.7 years. All across the U.S,, the
combination of increased life expectancy and an aging baby boom generation is driving a very
fast growing 65+ population. Based on an AARP analysis of Census data, over 500 New York
State residents are expected to turn 65 every day in the coming years, Over the next two
decades, the share of people living in New York City who are aged 65 and over will change
from one in eight, to one in every six residents. This population shift is bringing with it
opportunities and challenges of a “longevity society” that will impact the economy, public
policy, our communities, families and individuals.

<
5
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m Some issues of importance for older New Yorkers highlighted in this report are not so new -

w for example, family caregiving and retirement security - but they are newly reaching critical

= mass such that they require attention from policy makers and legislators. Other dynamics
affecting this population are relatively more contemporary such as workforce changes; identity
theft and fraud threats to economic security; and a shift in family and household compositions
from predominantly married couples toward more single and multigenerational households.

Some of the key takeaways in this report include:

POWER OF 50+ VOTERS

« 50+ New Yorkers are a uber voting bloc. Although voter turnout in NYC is low overall, 50+
voters are over represented at the polls relative to their share of the City's voting age
population {54% of voters last November and 37% of the 18+ population).




EXECUTIVE SUMMARY

PEOPLE & FAMILIES

« Like NYC's total popuiation, there is no single majority race or ethnic group among the 50+,
Half of the B0+ were born cutside of the US and 15% live in English-isolated households.
The 50-64 year old cohort is even more diverse than the 65+, which will require an ongoing
and increasing attention to cultural relevance to meet the needs of the overall 50+
population in the coming decades.

» Qider women are more likely than men to live either alone or without a spouse. Fewer than
half of 50+ households in NYC are occupied by married couples and a full third are headed
by unmarried females. At ages 65 and older, households are more than twice as likely to
be occupied by a woman living alone {22%) than a man living alone (9%).

JOBS & WORK

« On average, older adults are working longer than before and feeling anxious about their
financial security. Half of 50+ NYC voters in the workforce are not confident they will ever
be able to retire or be abie to live comfortably in retirement. At the same time, large
numbers are experiencing or observing discrimination against older workers. Seven out of
ten 50+ NYC voters are concerned about age discrimination.

ECONOMIC SECURITY

+ Despite individual feelings of financial insecurity, as a collective, 50+ residents in NYC
represented more than $70BN in consumer spending in 2011, With 53% of all Boomer-
aged (50-64) New Yorkers saying they are likely to leave NYC as they retire and age, at

stake is a significant loss to the City's economy if they flee and take their buying power with
them.

« Ensuring affordable housing, including the cost of utilities, is a critical aspect of
safeguarding econormic security for the City's older residents. More than half of 50+ NYC
voters (54%) say a lack of affordable housing is a major problem where they live. Nearly six
in ten are extremely to very concerned about paying rent and almost half are concerned
about being able to pay for utilities in the coming year.




EXECUTIVE SUMMARY

+ Widespread worry among NYC 50+ about protecting current assets from consumer fraud
and identity theft, combined with high levels of poverty and hunger among NYC Seniors
(65+), also contribute to making many 50+ voters feel vulnerable and financially insecure.

HEALTHCARE, CAREGIVING & AGING AT HOME

+ Concerns about affordable healthcare and gaps in accessing affordable long term care

services put increasing responsibility on family caregivers to help their loved ones and
honor preferences to "age in place” at home and in their community,

» NYC 50+ voters want their elected officials to promote age-friendly living in their
communities, meaning access to alternative transportation, pedestrian safety, and
affordable services to enable independent living.

50+ voters in New York City are an engaged voting constituency. Many of the issues important
to them relate to so-called “kitchen table economics”, which affect their everyday lives such as
employment, caregiving and fraud threats. It is our hope that the data and findings here will
be useful for NYC policy makers, community based organizations and elected officials to
strengthen the City as a place for its 50+ residents to live and thrive in a longevity society.
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PERSISTENTLY LOW VOTER TURNOUT OVERALL IN NYC
AND RELATIVELY HIGH PARTICIPATION FROM OLDER
VOTERS RESULTS IN A POWERFUL 50+ VOTING BLOCK

According to a 2012 report by the NYC Campaign Finance Board, “Who Votes? Voter Turnout in
New York City”, voter turnout in the City has been historically low with significantly lower
participation rates compared to the rest of the state and the nation. Even compared to other
large urban areas, a smaller proportion of registered voters cast ballots in NYC in both the
2008 presidential and the 2010 Congressional elections. 1

In 2013, New York City again saw low voter turnout for citywide elections of several major
offices including mayor, City Council, borough presidents and comptroller. The election was the
first time in 12 years there was no incumbent running for mayor and despite the large number
of items on the ballot, just one-fourth (24%) of registered voters cast votes? - a decrease from
the 29% turnout rate in 2009.%2 Yet, the share of the electorate represented by 50+ voters
increased slightly compared 1o 4 years prior - from 51% to 54%. Of the 1.1 million ballots cast
for NYC mayor in 2043, about 584,000 came from a 50+ voter.34

NYC Mayoral Voter Turnout

4
{All Voters 18+)1.2 NYC Mayoral Voters by Age

2EEE ater Turnout e Total Votes Cast
80% 1,400,000 100%
1,200,000
e 1,102,400 1,200,000 80% #18-49
G0% S Voters
1,800,000 0%
A40%
29% # 504 Yoters
° 24% EOO000 40%
208 - 500,000 20%
D% R vern QU{),DGO (3} A T e S —
2009 2013 2008 2013

At 54% of the electorate, the 50+ represent a significantly larger share of voters than their 38%
of the total voting age population (18+) in NYC.5 In its analysis of NYC voter turnout, the NYC
Campaign Finance Board also conciuded that adults under age 30 are less likely to vote than
older aduits.> As a result, the interests and needs of New Yorkers age 50 and older wifl drive
resuits at the polls.




AARP MEMBERS REPRESENT AN UBER VOTER GRGUP
WITHIN THE 50+ COHORT IN NYC

In addition to age and other demographic and socio-economic factors that are predictive of
voter participation, the NYC Campaign Finance Board also recognizes a positive relationship
between group membership and voter engagement, noting that groups, such as unions,
mobilize their members to participate in and influence the electoral process.!

AARP is a non-partisan membership organization with more than 740,000 members in NYC.
AARP engages its members and the general public on key issues of importance for the 50+ by
providing information, holding debates and sponsoring grassroots activities. It does not
endorse candidates, have a PAC, or give money to campaigns or political parties.

In a 2012 survey of its members, 68% of AARP members in NYC - or more than 500,000 New
Yorkers - said they vote in local or state elections.® This could represent as much as 86% of the
584,000 votes cast by a 50+ voter or 46% of all votes cast for mayor in 2013.

Potential AARP Member Representation in 2013 NYC Mayoral Electorate

Total Bailots cast, 2013
NYC Mayoral Election

AARP Members in NY!

AARP Members in NYC
Likely to Vote in Local
Election




ECONOMIC ISSUES WERE ON THE

YEAR OLDS ON VOTING DAY
SIXTY PERCENT OF BOOMER VOTERS SAID NYC'S ECONOMY 1S “NOT
GOOD” AND ONE-THIRD ARE WORSE OFF VERSUS FOUR YEARS AGO

According to exit polls conducted by Edison Research on the day of 2013 citywide elections,
Boomer aged voters (50-64) who cast their vote mostly had negative opinions about NYC's
economy. Voters in this so-called “sandwich generation” were more likely than older or
younger voters to view NYC's economy as poor or not so good (62% age 50-64; 49% age 65+;
and 51% age 18-49.)4

NDS OF 50-64

Do you think the condition of New York City's economy is:® Although the majority of
voters overall indicated their
family’s financial situation
either improved or stayed the
same since the last mayoral
“Notsogood/ election year in 2009, a full

Poor - third {35%) of 50-64 year olds
feel their situation is worse
today than four years ago.
Although an equal percentage
of 18-49 year old voters
reported being worse today,
there is also a slightly larger
proportion in the younger
cohort who feel better today
{25% vs. 20%).

i00% -

80% -

G0% -

40% -

BExcellent/ Good
20% -

o e . .
18-4% 50+ Total 50-64 65+

Compared to four years ago, is your family's financial situation:
Y

100%
Comparatively, Senior voters

*Warse taday ; (65+) were most fikely to
report a status quo financial
 About the same situation for their families
with 60% “about the same”
# Better today as four years ago.*

803

60%

A0%

18-49 50+ Total 50-64 55+
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S AND UNEMPLOYMENT WERE AN IMPORTANT

ISSUE ON VOTING DAY FOR ALL AGES
SHARED VALUES MORE LIKELY TO SWAY 50+ VOTERS; 18-49 WANT

CHANGE

Jobs and unemployment ranked first among voters at the polls on election day in 2013 when
asked to identify the one issue that was most important in deciding their vote for mayor.* Of the
issues asked about, 50+ and 18-49 aged voters alike selected jobs and unemployment most
often as most important. Education was the second most common issue of importance for
18-49 year olds, while crime was more likely to be important to the 50+,

With regard to candidate
qualities, there were more
differences between what
mattered most to younger and
older voters. Younger voters,
aged 18-49, were most likely to
say they wanted someone who
can bring needed change
(38%) foliowed by someone
who shares their values (29%).
Responses from older voters,
aged 50+, to this guestion
were the inverse of their
younger counterparts - 35%
said shared values mattered
most and 28% said being able
to bring needed change was
most important.

Experience and a belief that
that the candidate cares about
“people like me" were less
tikely to be critical to the voting
decision among voters in either
age group.

Which ONE of these five issues was the mostimpnr‘tantin
deciding how you voted for mayor today?

lobs and unemployment | 40%
Education

#38-49
Crime

50+ Total
The city's finances

Housing

Which ONE of these candidate qualities mattered most in
deciding how you voted for mayer today?®

Sharas my values

35%

38%

Can bring needed change

13% #18-49

Has the right experience | 16%

_ 50+ Total
17%
17%

Cares about people like me




ECIDING FACTORS ARE STRONGLY CONTRASTED

ETWEEN WHITE AND BLACK 50+ VOTERS
THE 50+ BLACK CONSTITUENCY WANT JOBS AND CHANGE; WHITE 50+
ARE MORE LIKELY TO ENDORSE SOMEONE WITH SHARED VALUES

Edison Research’s exit poll samples did not include enough Hispanic or Asian voters to parse
results by age and ethnicity, but we were able to analyze results between White 50+ and Black
50+ voters for insight into voting behaviors between these two constituencies, In both racial
groups, more voters said jobs and unemployment was the most important issue deciding their
vote for mayor, but for Black voters this issue held a stronger lead. Nearly half of 50+ Black
voters (47%) on election day named jobs and unemployment as their number one issue among
those listed, compared to just 27% of White 50+ voters,

Which ONE of these issues was the most important in White 50+ voters were

deciding how you voted for mayor today?! comparatively more likely 1o name
crime, education and the City's
Ty finances as top issues. The salience
of the jobs and employment issue
amoeng Black 50+ voters reflects the
disparity of unemployment rates
between these voter groups in NYC.
+ 20% “Black 50+ The self-reported unemployment
rate among Black 50-64 year old
voters in NYC is B0% higher than
........ v . et e ot ettt Wh;te 50_64 year Old VOterS (15%

e " vs. 10%)7 and as a deciding voting

issue H is significantly more
important for the 50+ Black
constituency overall.

lobs and unemployment
Crime
Frucation = White 50+

The city's finances

Housing

Which ONE of these candidate qualities mattered most in
deciding how you voted for mayor today?®

42%

h | . .
shares my value Opinions about the most important

candidate qualities were also very

4 a1 divergent between White and Black
50+ voters. Black voter decisions
favored a candidate’s capacity for
bringing change and caring about
people like them, while White voters
considered shared values and
experience 10 be more important.

Can bring needed change

Has the right experience
# White 50+

= Black 50+

In today's election for mavyor, did you just vote for:
EBildeBlasio oo

Coosm




50+ VOTERS WANT ELECTED OFFICIALS TO FIGHT

FRAUD, SUPPORT CAREGIVERS AND OLDER WORKERS
FAMILY CAREGIVER SUPPORT RANKS HIGHER WITH BLACK VOTERS; AGE
FRIENDLY LIVING RANKS HIGH FOR ASIAN VOTERS

In an AARP survey of 50+ voters, respondents felt very strongly that elected officials in NYC should
make fighting fraud and other consumer protections a priority. Eight in ten voters overall want this
to he a top (53%) or high (28%) priority for the City's elected officials. A similar proportion want to

see support for family caregivers. Nearly three-fourths say legistation in support of older workers
and promoting age-friendly living in NYC should be priorities.

Opinions are similar across race
and ethnic groups, with some
variation in the relative rank order
of priorities. Support of family
caregivers edges ahead of all
other priorities among Black 50+
voters. For Asian voters, age-
friendly NYC is a relatively higher
priority, ranking just behind fraud
and consumer protection.

NYC 50+ Voters: Priorities for NYC Elected Officials’

#Top Priority # High Priority

Protect consumers from unfair and
deceptive practices

Support family caregivers
Support older workers

Promote age-friendly Hving in NYC

White 50+ Voters: Priorities for NYC
Elected Officials’

& Top Priority

High Priorivy

Protect consumers
Support family caregivers
Support older warkers

Ape-friendly living in NYC

Black 50+ Voters: Priorit:es forNYC
Flected Officials?

#FTop Priority “ High Priority
Support farnily carepivers
Profect consumars

Support older workers

Age-friendly fiving in NYC

Efected Officials”

#Top Prinrity

Protect consumers
Support family caregivers
Support older workers

Age-friendly living In NYC

Flected Officials”

& Yop Privrity

Protect consumers
Age-friendly living in NYC
Support older workers :

Support family caregivers |

Hispanic 50+ Vaters: Priorities for NYC

High Priority

Asian 50+ Voters: Priorih‘és fbr NYC '

s High Priority




The following sections of this report will look more closely at some of the key issues of
importance for New York City 50+ voters and examine how these issues impact both residents
and the City today and in the near future.

Section 1: NYC 50+ Voler References
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1TH BOOMERS AGING, NYC IS IN THE MIDST
SENIOR POPULATION GROWTH

RAPID

AT THE SAME TIME, 50-64 YEAR OLD POPULATION WILL REMAIN STABLE

Population Size

1,600,000

1,200,000 s

2014 NYC 50+ Population!

1,525,847

1,106,519

800,000 -4

0 A
65+

50-64

2,900,000
4,860,000
2,700,000
2,600,000
%,500,000
2,400,000
2,300,000
2,200,000

Projected Growth of NYC's 50+ Population?

2010 2015 2020 2025 2030

2035

2640

Population Change
{as % of 2010 Census)

150%

Projected Changes in Older Adult

65+

L A s

130%

1308 A

110%

100%

of%4

__NYC Population Over Time? .

2010 2015 2000 2025 2030 2035 2040

Of New York City's 8.4 million
residents living in its five boroughs,
31% or 2.6 million are age 50 and
older.®

Of the 50+ cohort of older adults,
42% are currently age 65 and older
and 58% are between 50 and

64. The larger group of younger
baby boomers will drive dramatic
growth of the City's older
population as they continue to age
over the next 15 to 20 years.

Between now and 2040, the City's
50-64 year old population will
remain rather flat while the size of
the Senior (65+) population will
increase close to 40% over the
same period. Intotal, the
combined 50+ population will grow
18% over the thirty year period
from 2010 to 2040.2




BOROUGH LEVEL CHANGE IN THE 65+ RANGES FROM
27% TC 63% OVER THE NEXT TWO DECADES
MORE PROLONGED GROWTH OF OLDER RESIDENTS EXPECTED IN QUTER

BOROUGHS

The distribution of the 50+ population
across the boroughs roughly
approximates that of the total NYC
population. Brooklyn and Queens are
home to 29% each of the 50+, 20%
reside in Manhatian and smaller
proportions in the Bronx (15%) and
Staten Island (6%).

Within the 50+ demographic, Staten
[sland’s population skews slightly
toward the younger end compared to
other boroughs, with 62% of the 50+
aged 50-64 and 38% aged 65+.
Manhattan’s 50+ is the oldest of the
boroughs, splitting 56% aged 50-64
and 44% aged 65+,

Partly because its population is
already older, Manhattan's 65+
population will grow at a slower rate,
though still nearly a 30% increase.
The Bronx and Queens will see a 45%
increase in their senior populations

over the 20+ years. |
Of the boroughs, Staten

Island will experience the
steepest senior
population growth (63%).
As a percentage of the
total borough population,
Seniors (65+) in Staten 5%
Istand will rise from 13% 0%
to 18% by 2040.

5%

10%

% of Total NYC Population

50%
0%
30%
20%

10%

0% -

Bronx

Population Change
{as % of 2010 Census)

NYC 50+ Population by Borough?

20%

6%

Projected Change in Borough Senior

Pap_s.lfa_m'qn Over Time?

Broklvn

Manhattan

NYC Projected Growth of Senior Population as a % of Total Population®

B2010 #2015

2010 20105 2020 2025 2030 2035 2040
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17%

20% -

15% -

Bronx

e {78 18%

Manhattan Queens Staten island




CURRENT 65+ POPULATION

MULTICULTURAL NEEDS WILL BE AN INCREASING FACTOR IN COMMUNITY
SERVICES FOR SENIORS

50%

NYC 50+ Population by Race/Ethnicity®

41%
4%
0% 2394 229,
205 129,
10% Lo 29
White Black Hispanic Aslan QOther
NYC 50+ Race/Ethnicity by Age Cohort?
100% -
Agtan
80%
o # Hispanic
o 60%
#Black
a0% #White
20%
o

| 30%
C20%
- 10%

Lo

Age 50-64

% Change in NYC Population: 2014-2019 {Projected)?

17% 18%

50+ 50+

YC'S 50-64 15 SIGNIFICANTLY MORE DIVERSE THAN THE

Similar to the rest of the NYC
population, there is no leading
majority race/ethnicity among the
50+. Collectively, non-White groups
represent 59% of the 50+ and Whites
41%. Black and Hispanic residents
comprise nearly one-fourth each and
Asians represent 12% of the City's
50+ population.

In addition to a swelling 65+
population driven by the baby boomer
generation, NYC's population is also
becoming more diverse similar to the
nation overall, Even among 50+
residents, there is a marked
distinction in the racial and ethnic
representation between 50-64 year
olds and those 65+. Whites represent
nearly half (47%) of residents 65+
and only 37% of those age 50-64.
This shifting demographic means
multiculiural needs will be an
increasing factor in community
setrvices for Seniors (65+).

An ongoing rise in diversity is a trend
that is expected to continue into the
future for the total population as well
as the 50+, In the next b years, 50+
Asian and Hispanic populations in
NYC are expected to grow faster than
White and Black cohorts in the same
age demographic.




J+ BLACK AND ASIAN POPULATIONS ARE CONCENTRATED

IN DIFFERENT COMMUNITIES
HISPANICS LIVE ACROSS ALL BOROUGHS

Thematic maps of population density across the boroughs reveal opposite footprints of 50+
African American/Black and Asian communities, with few overlapping areas of highest density
hetween these two groups.?

2013 NYC 50+ Multicultural Population Density Maps:

| Percent 50+ African Ametican |
| 35% to 68%
20% to 38%
10% to 20%
5% to 10%
Itess than 5%

2 10% to 20%
4% 1o 10%
‘Less than 5%

s .

Percent 50+ Hispanic

0% to 35%
0% to 20%

The Bronx stands out as the borough of
greatest Hispanic population density overall,
but the citywide 50+ Hispanic population is
comparatively more dispersed than Black or
Aslan residents. There are few zip code areas
with less than 5% of the B0+ Hispanic
population density. Many neighborhoods of
highest Hispanic density in the Bron,
Brooklyn and Queens share significant
representation with Black or Asian residents.
*Note Richmond County is Staten Island; Kings
County is Brooklyr; New York is Manhatian,

ation by Race/Ethnicity




HALF OF ALL NYC 50+ ARE FOREIGN BORN AND SPEAK
A LANGUAGE OTHER THAN ENGLISH AT HOME
AMONG SENIORS (65+), ONE IN FIVE ARE ENGLISH ISOLATED

Thirty-seven percent of the City's
total population is foreign born.
Among the 50+ cohort, it is an even
larger proportion -~ nearly half (49%)

NYC 50+ immigrant vs. Native Population?
100%

BO%

60% A Immigrant of all NYC residents age 50 and older
aos - are foreign born. As a group, current
515 Native 50-64 year olds are even more likely

20% - to be foreign born than those 65+

SRR - - (51% versus 45%) Across the
Total 50+ Age 50-64 Age 65+ boroughs, Queens has the largest
representation of immigrants {(60%)
among its 50+ population followed
by Brooklyn (54%).

Immigrant % of 50+ Population by Borough?

300% - BAge S0-64 7 Age 65+

8o - 63% Even though the 50-64 year old

5 group is more likely to be foreign
horn, they are less likely to be
English isolated households, tending
more toward bilingual household
language use. As measured by the
Bronx Brooklyn Manhattan  Queens  Statenls Census Bureau, “English isolated
households” are those where no
member above age 14 speaks
English very well. ® This extreme

BO% -

40%

20%

%

NYC 56+ Household Language Use®
100% -

#English isolated  #Speak language other than English form of language barrier is lower
80% among 50-64 year olds than 65+,
§0% - 50% 52% 46% but still a majority (52%) are

speaking a language other than
English in their homes. Spanish
accounts for less than half of them
(24% of all 50-64 househoids).

40%

20% -

4 - N
Total 50+ Age 50-64 Age 65+

Among the boroughs, English
isolation is highest in Brooklyn where
26% of senior {65+) households are

language.isolated: o




MAJORITY OF OLDER NYC RESIDENTS ARE FEMALE AND

SINGLE

WHETHER BY CHOICE OR CIRCUMSTANCE, WOMEN ARE GOING IT ALONE

Women live longer than men so it
follows that NYC’s population skews
more heavily female in older age
cohorts. Even among residents age
50-64, there are slightly more women
(54%) than men (46%), rising to 60%
female among Seniors (65+) and up to
59% female by ages 85 and older.

in addition to an uneven gender ratio,
many older City residents are likely to he
single. Among NYC 50-64 year oids,
about one-fifth (19%) have never
married and another one-fourth (26%)
are otherwise single, At ages 65 and
above, nearly one-third (30%) are
widowed and 16% were previously
married but not currently.

100%

80% -

6%

4% -

Age 5

55%

NYC 50+ Gender Distribution 23

i Male
#Female
0-64

Age 65+ Ape BS+

NYC 50+ Marital Status®

#Age 50-64 = Age 654

15%

20% _12% 6% gu
As a result, NYC 50+ households are .
more hkely to be headed b}/ women than Married Widowed Divoreed Separated Mever
men. In fact, households headed by married

womIBe ERRY) dvimpnbengsor without.a. .
common as those headed by
single men (14%).

# Married couple
100% -

Noreove f, the p{OpOfU‘Qn of = Male living alone or w/o spouse
households headed by
women living alone rises
significantly with age,
doubling from 11% in the
50-64 age group 10 22%
among the 65+, while the
proportion of men living alone
remains constant.

B0% -

60% - 51%

40%

20% -

Total 504

Age 50-64 Age 65+




SINGL

B FEMALES ARE EVEN M

E LIKELY TO BE AT THE

HEAD OF 50+ BLACK AND HISPANIC HOUSEHOLDS
FOUR IN TEN HEADS OF HOUSEHOLD ARE WOMEN WITHOUT A SPOUSE

Although half of all 50+ NYC residents are married, marriage rates vary across racial and ethnic
groups. Married civil status is less likely among 50+ Black (37%) and Hispanic (44%) residents
and two in five (40%) in both groups have been formerly married (widowed, divorced or

100%
B0% -
60% -
40%
20%

%

100%

a0% -

6% -

o | 02%

NYC 50+ Marital Status by Race/Ethnicity®

= Married # Widowed, Divorced or Separated @ Never married

Total 50+ White 50+ Black 50+ Hispanic 50+ Asian 50+

NYC 50+ Heads of Household by Race/Ethnicity®

# Married couple 2 Female living alene or w/o spouse

#Male living alone or w/o spouse 2} ““““““““

345, 43% 0% 389
7% -

20% - 16%
5 - . ; .
White 50+ Black 50+ Hispanic 50+ Astan 504+
i et e “
Living Whlte - African American Hispanic - " “Asian 7}

B LS - AR . ... .. iy

Female 18% --12% 26% -16%_-_1_2%_ _23% .‘§3% 8% ._2(}%. ?% 4% 11%;

{
i *

: : ’._'504- 58»64 §6+ 50+ 50.64 65+ 50+ 59 64 85+ 50+ 50-64 65+ b L
i

i

H

Male 0% 10% 10% 9% 8% % 7% 6% 8% 3% 3% 3%

separated). In contrast, Asians
present significantly higher
marriage rates {72%) and the
proportion who have never
married is very small {6%).

There are similar patterns in the
types of 50+ heads of
household by race and ethnicity.
Both Blacks and Hispanics have
higher levels of single female
households - about four in ten,
Hispanic households are equally
as likely to be headed by women
alone as by married couples,
whereas in 50+ Black
households, single women
heads of household are most
commaon,

An increase in the proportion of
women living alone at ages 65
and okder is consistent across all
race and ethnic groups. Of note,
a majority of White unmarried
female heads of household live
alone and are less likely than
their Black, Hispanic or Asian
female counterparts to have
other people in their home.




INTERGENERATIONAL LIVING IS5 MORE COMMON

AMONG MULTICULTURAL RESIDENTS
NOT-SO-EMPTY NESTS ARE REALITY FOR MANY

One in five New York City residents age 50 and older have children in their household; one in ten
have three generations living together. In non-White families, multigenerational living and the
presence of ¢hildren in the household is significantly more common.

Generational Households among 50+ in NYC?

50% # Multigenerational {3 Generations} Eiids in the Household

40% -

30% - 239 25% 28%
19% .

15%

20% 13%

10% -

o e

Total 50+ White 50+ Black 50+ Hispanic 50+ Aslan 50+

For Black, Hispanic and Asian residents between 50 and 64 years old, more than one-fourth
five in households with children present. By age 65, the presence of children diminishes
substantially for Whites and less so for non-White groups. Asian residents in particular
maintain a higher incidence of living with children as Seniors and are most likely to live in
multigenerational households in older age. A full fourth of Asian Seniors (age 65+) live in a
multigenerational household, more than twice the level of Seniors at large (11%).2
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3 generation 10%  11% 4% 4% | 13%  14% | 15%  16%  13%  24%
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TWO-THIRDS OF 50-64 YEAR OLD NYC VOTERS ARE IN THE

LABOR FORCE
YET HIGH UNEMPLOYMENT IS REPORTED AMONG BOOMER VOTERS

For many Americans, ages 50-64 are their prime working years and often when they are highest
paid. While half of all 50-64 year old voters in NYC are currently working, as of June 2013 one in
seven or 14% polled voters were unemployed and looking for work. This is significantly higher
than the citywide unemployment rate of 8.7% for the same time period reported by the NY State
Department of Labor.22

Employment status of NYC voters age 50-64 also vary by race/ethnicity groups according to
AARP’s poll. Hispanic voters age 50-64 were least likely to be currently employed with one in five
{19%) unemployed and looking for work - the highest of any race or ethnic group.t

Although more adults in America are delaying retirement and working into older age more than
ever before, the majority of NYC voters age 65 and older are no longer in the labor force (84%).13

NYC Voters 50+: Empioyment Status?
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EDUCATIONAL, HEALTH, AND SOCIAL SERVICES ARE THE

TOP NYC INDUSTRIES OF EMPLOYMENT FOR AGES 50-64
FOLLOWED BY ARTS, ENTERTAINMENT AND HOSPITALITY

The economically powerful NYC provides a variety of employment opportunities. According to
the US Census Bureau which collects data on businesses as well as individuals, education,
health, and social services are the top industries of employment for NYC adults age 50-64
across all racial and ethnic groups, and most significantly for Black residents where these
sectors represent 44% of jobs. Hospitality (accommodation, food services) together with arts
and entertainment rank a close second for Asians. At the same time, Whites have higher rates
of employment in professional and scientific services than other race/ethnic groups in NYC.
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Arts, entertainment, accommoedation, food services 11%
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Although service industries appear to represent the lion's share of work opportunities for New
Yorkers 50+, there has also been a marked decline in NYC employer-sponsored retirement
plans particularly in service industries. A 2012 report by the NYC Comptroller's office analyzed
the availability of employer-sponsored retirement plans and revealed that industries such as
personal services; entertainment and recreational services; and wholesale and retail trade
industries were among those with the lowest plan sponsorship as of 2009, Further,
occupations in these industries have experienced the steepest declines in pian sponsorship
since 2000, The analysis concluded that employer decisions across all industries and
occupations were the primary driver in declining plan sponsorships rather than changing
demographics of workers. According to that report, workers in all service industries generally
experienced a decline in plan sponsorship and by a larger margin in NYC compared to the
nation as a whole.®
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LAGGING RETIREMENT READINESS UNDERSCORES THE

NEED TO ENSURE LONGEVITY FOR NYC'S OLDER KERS
RETIREMENT READINESS IS WEAKEST FOR HISPANIC AND ASIAN WORKERS

NYC 50+ workers are not immune to the economic forces delaying or indefinitely postponing
Americans’ retirement plans across the country. Such reasons include losses in financial
portfolios, declines in housing values, lack of retirement savings or employer-sponsored plans,
and the need to work for health care coverage. Among NYC working 50+ voters, just half are
confident they will be able to retire at some point, and nearly one in four are not confident in their
ability to retire at any point and face the prospect of working for the rest of their lives. Retirement
confidence is weakest among Hispanics and Asians, two NYC worker groups that are less likely to
haye access to employer-sponsored retirement plans,t5

NYC 50+ Voters in Labor Force: Confidence n Abily o Retiret

= Extremely confident “Very confident #Somewhat confident 2 Not too confident # Not at all confident
Total 50+
White 50+

Black 50+

Hispanic 50+

Agian 50+

Due to this downward trend in retirement plan sponsorship, older workers will need to be more
reliant on their own personal investments or with fewer resources in older age, will need to work
longer. This is another dynamic that will push New York City toward an older workforce in the

Total Sponsored 40% “17%
White 53% -10%
Black 38% -21%
Hispanic 30% ~14%
Asian 26% -33%




MANY 50+ IN NYC HAVE EXPERIENCED OR WITNESSED

AGE DISCRIMINATION IN THE WORKPLACE
ENCOURAGED OR FORCED RETIREMENT IS MOST COMMON
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: WW Older work_ers are delaying i’eféi rement and staying in the
= = workforce in record numbers.® Over the last 30 years,
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kgﬂ\ﬂm - . people age 65 and older in the workplace increased

Ageieandover " ogn 1 over 100%, driven primarily by more older working
: ———+ women as well as workers in the oldest age cohort of
Age 65 and over 101% 75+.7 In 2043, one in three Americans in their late 60s

T T o were in the workforee, the most ever on record.?
Men, Age 65 and over =~ . 78% .

With this demographic shift in our labor force, more
Women, Age 65 and over 147% generations are sharing the workplace and older
: s b : workers confront hazards of age discrimination at work.

AgebS69 |

Age discrimination involves treating someone (an

Age 70-74 98% applicant or employee) less favorably because of their
i s i 71 age and it tends to be more prevalent in weak labor

markets.® In NYC, almost half (48%) of 50+ voters have

experienced or withessed at least one type of

) ) workpiace discrimination related 1o age.
Being encouraged or forced fo retire, as well as not being hired for a job were the top types of

age discrimination witnessed or experienced by NYC 50+ voters.* Among Boomer voters
(50-64) who are currently working, age discrimination rates are even higher with 53%
experiencing or witnessing at least one type of age-based discrimination since turning 50.%

persandover

NYC 50+ Vaters: Types of Discrimination
Because of Age 50 or older {among those who have Experienced
or Witnessed)?

NYC 50+ Voters: Ever

xperienced or Witnessed Age

Discrimination in the
Workplace?

Encouraged or forced to retire 56%
Nog hired for a job

Passed over for a ralse or promotion

Laid off, fired, or forced out

Received or exposed to unwelcome
comments about age




SEVEN IN TEN ARE CONCERNED ABOUT WORKPLACE AGE

DISCRIMINATION
VOTERS SAY SUPPORTING OLDER WORKERS SHOULD BE A TOP PRIORITY FOR
NYC OFFICIALS

While most NYC 50+ voters have experienced or witnessed age discrimination in the workplace,
even more are worried about it. Seven in ten 50+ voters in NYC are extremely, very, or somewhat
concerned about age discrimination at work. Blacks, Hispanics, and Asians are more likely than
Whites to be intensely concerned about age discrimination against older workers,

NYC 50+ Voters:
NYC 50+ Voters: Concerned About Extremely/Very Concerned about Age Discrimination?
Age Discrirmination?
100%
80%
53% 61%
60% °
45%
0 37% 42%
40% s
20%
% -
Total 50+  White 50+ Black 50+  Hispanic 50+ Asian 50+

With lagging retirement readiness, most 50+ need to remain in the workforce 1o stay self
sufficient and maintain their guality of life. The need to continue working combined with
observations of, or experience with, perceived age discrimination has resulted in heightened
concerns, A majority of 50+ NYC voters say it should be a priority for NYC elected officials to
work on laws, regulations and policies that support older workers.

NYC 50+ Voters: How much of a priority should it be for New York City
elected officials to support older workers??

47%

50%

0%
0% -

20%

ples

10% - 3% 3%

Top High Medium Low Not a Priority
Priority Priority Priority Priority




MANY 50+ WORKERS ARE ALSO FAM

ADULT LOVED ONES
CAREGIVING DEMANDS INTERRUPT WORK CONTINUITY FOR 50+

LY CAREGIVERS TO

In addition to age discrimination, another challenge for many oider workers is balancing work
with family caregiving responsibilities. The “average” caregiver is @ woman in her early 50's
who works outside the home and provides unpaid care to their parent.® In order to juggle
caregiving responsibilities with work, employed caregivers often experience strain on their work
life. Nationally, nearly seven in ten (68%) caregivers report making work accommodations
because of caregiving, including arriving late/leaving early or taking time off, cutting back on
work hours, changing jobs, or stopping work entirely.?

Caregivers who leave or cut back on work give up not only foregone earnings and Sociai
Security benefits, but they also can lose job security, career mobility, and employment benefits
such as health insurance and retirement savings potentially making them more likely to rely on
public assistance themselves in old age.®

In NYC, nearly half (47%) of 50-64 year old working voters are caregivers or have been a
caregiver in the past five years. Among working caregivers, two-thirds {66%) report “a good
deal” to “overwhelming” levels of strain on their quality of life from their caregiving
responsibilities, including financial hardship, emotional stress and stress at work. Finatlly, one
in six working NYC caregivers have felt treated unfairly by employers or in their workplace
because of their caregiving responsibilities.*

Of 50-64 year old workers in NYC are family caregivers

Of all working caregivers feel a “good deal” to “overwhelming”
strain on their quality of life

~ Of all working caregivers have felt treated unfairly at work due
{o caregiving responsibilities




FLEXIBLE WORKPLACE POLICIES ALLOW CAREGIVERS

TO CONTINUE WORKING
CAREGIVING PROTECTIONS AND LEAVE POLICIES STABILIZE THE
WORKFORCE, BENEFIT EMPLOYEES AND THEIR FAMILIES

in its research on paid sick leave in NYC, the Community Service Society (CSS) found that half
of all NYC workers had no sick leave in 2011, and seven out of ten working poor did not have a
single paid sick day. In its report “Still Sick in the City”, the CSS stated the lack of paid sick time
was especially high in occupations that most commonly employ 50-64 workers, and in
particular multicultural workers, such as education, health, social services and food services. 0

The Earned Sick Time Act passed into law by the New York City Council in June 2013 directly
benefited 50-64 year old workers by giving them more time to care for themselives and their
loved ones.

Workplace policies must adapt to the needs of workers in order to build a stable workforce. It
will be important to continue policy changes like the Earned Sick Time Act that ensure
protections for caregiving and promote flexible policies to accommodate the needs of an
increasingly older workforce.,

Regardless of whether or not they are currently caregivers themselves, nearly all 50+ NYC voters
indicate that strengthening laws and regulations to support family caregivers should be a priority
for NYC elected officials.

NYC 50+ Voters: Priority for NYC elected officials to strengthen laws and
regulations and to fund services that support family caregivers??

50%
50%

0%
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16%
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0%
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_ Percem of NYC Workers Without Paid Sick Leave Prior to the
E : Earned S;cic Time Act {2013.}1" i

56%.
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50+ NYC RESIDENT CONSUMER EXPENDITURE

SURPASSED $70 BILLION IN 20417
MULTICULTURAL BUYING POWER IS GROWING RAPIDLY

Buying power or purchasing power is the amount of money avaitable to purchase products. Buying
power is & marketplace driver because knowing the buying power of a consumer group can
influence product and service offerings in the marketplace.

Change in NY Buying Power by Race/Ethnicity’ ligrﬁglfsii{;ieé;?\: \%}g}g,{g i; (; ?;g?
buying power will rise from $800 billion
in 2010 to $1.1 trillion for 2018.
Percentage-wise, from 2000-2018, NY
state total buying power is expected to
rise by 34 percent and researchers
predict that the buying power and
economic clout of non-White
popuilations wijl continue 10 increase at
a faster rate than that of Whites.?

% White Z Biack #Hlispanic © Asian

140%
LOOH, e
100%
B80% -
B0%
40% -
20%
0%

Growth Rale

1980-2000 2000-2010 2010-2018

In a separate anaiysis of 2011 consumer spending from the Bureau of Labor Statistics,
AARP'S Public Policy Institute estimated that the total expenditure of consumer units residing =
in New York City was $142 billion. About half of that spend or $70.1 billion was from New
Yorkers age 50 and older. Almost 40% of all 50+ consumer expenditure is represented by
African American, Hispanic and Asian New Yorkers combined.?

ESTIMATED CONSUMER EXPENDITURE OF 50+ NEW YORKERS?




FRAUD IS COMMONLY EXPERIENCED BY NYC 50+
ONE IN THREE NYC 50+ VOTERS HAVE ENCOUNTERED A SCAM OR FRAUD

identity theft and fraud are “terms used to refer to all types of crime in which someone wrongfully
obtains and uses another person’s personal data in some way that involves fraud or deception,
typically for economic gain.”® Identify theft involves taking another’s identity to conduct a crime.
Fraud involves using someone’s personal information to create a false identity. According to the
Federal Trade Commission, the top types of reported identify theft and fraud are: government
documents or benefits, credit card, phone or utilities, bank, employment, loan, and others such as
law enforcement evasion. 2

In 2012, there were 73,826 reported compiaints of fraud in the New York Metropolitan area
corresponding to 390 out of 100,000 people. Additionally, there were 23,297 reported
complaints of identify theft equivalent to 123 per 100,000 people. 4

identity theft, fraud, and scams go hand
in hand. In a 2013 AARP poll of NYC

Encountered a "scam" in Past Five Years®
No

voters O+, over one-third of respondents % Yes, both myself and someone | know
said either themselves or someone they # Yes, someone | know
# Yas, myself

know has encountered fraud or a “scam”
in the past five years. Those under age
65 are just as likely to have encountered
fraud or a scam as those over age 65.

Due to confusion, embarrassment,
emotional harm or perceived minimal
financial loss, many financial scams go
unreported. Of 50-64 year olds that have
experienced fraud or a scam, neatly
seven in 10 have reported this fraud to
someone. Comparatively, only 57 percent
of the 65+ that reported experiencing Total 50+ Under 65 65+
fraud actually reported it.5

RATE OF
REPORTING FRAUD Toizxekgﬁgoﬁzgzz:
AMONG 50+ was this iﬂcidené

reportad to anyone?

VICTIMS IN NYC®
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IDENTITY THEFT IS A MAJOR WORRY OF NYC 50+ VOTERS
IDENTITY THEFT IS THE TOP FRAUD-RELATED WORRY AMONG ALL RACES
AND ETHNICITIES

Identity theft is the nation's fastest growing crime.® One reason identity theft is so ubiquitous is
that it can occur through high-tech or low-tech means. Victims can be scammed online through

the use of technology that steals financial and personal information. Victims can also be
scammed offline through the loss of a wallet or through personal documents discarded in the
trash. In NYC, over one-third of 50+ voters say either they or someone they know have
encountered fraud or a “scam” in the past five years and an overwhelming three-fourths are
extremely or very wortied about being a victim of identity theft.®

A muiticultural comparison of the types of fraud, unfair, or deceptive practices that are most
worrisome reveals that identity theft is the top fraud-related worry for all race/ethnicities and by
a fairly wide margin. Hispanics generally present more intense worry than other groups,
followed by African Americans.

o S " Total50+ = White 50+ 'Black50+  Hispanic50+ Asian 50+ v
dentity theft 75% 69% 78%  84% 61%
Debt callection =~ L UBe% L AT% . B0% L e9% o 27%:

Home financing and home equity loans 53% 44% | 58% B64% 30‘55 i
Home repairs and home repair financing - 52%  © ~ 44% 55% . 64%  33%
Internet loans 49% 41% 54% ) 60% 34%
Check-cashing outlets o ae% 36%  51% ' 64% 27%
Sweepstakes o 41% 32%  44% 58% 2%

Identity theft or credit card fraud has impacted roughly one-fifth to one-fourth of 50+ voters in
NYC. Asians are far more likely to cite credit card fraud (33%) than identity theft (14%).

Victims of Leading Types of Fraud: Multicultural Comparisons for NYC 5045

50% #dentity thelt % Credit card

A0% 33%
25%

W gy 2% 1% 21% 2% 2% 21% ’ 14%

Total 50+ White 50+ Black 50+ Hispanic 50+ Asian 50+




LACK OF HOUSING AND INCREASES IN STABLIZED RENT

THREATEN ECONOMIC SECURITY FOR 50+ NEW YORKERS
NYC'S HOUSING MARKET WILL REQUIRE INNOVATIVE SOLUTIONS TO MEET
THE NEEDS OF ITS GROWING, CHANGING OLDER POPULATION

Two-thirds of New York City’s housing stock is rental properties and of them, the majority is
either rent stabilized, rent controlied or part of other regulated rental programs. Similarly, two-
thirds of 50+ NYC voters rent their homes, with even larger majorities renting in 3 out of 5
boroughs and among Black and Hispanic resident voters.

NYC Total Housing Stock’ NYC 50+ Voters: Current Residence®

Owned Unregulated
32% Rental _ her 2%
Cwn Rent
o Regulated 37% 61%
2011 Citywide Rental
8
vacency Rate (stabitized or
3.12% controlied} :

Fialer
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A9% 6% . A8%  97%  19%

20%  33%

own

According to the New York City Rent Guidelines Board's 2013 Housing Supply Report, rental housing
availability remains tight, with a Citywide vacancy rate of just 3.12% in 2011, and overcrowding

remains a problem despite recent housing initiatives to help reduce the affordable housing shortage.
8

Further, in June 2013 the New York City Rent Guidelines Board voted to raise stabilized rents
between 4% and 7.75% beginning October 2013, In their remarks, board members assert that the
hike was unavoidable in the face of increasing fees for building owners while acknowledging that it
would force some rent-stabilized tenants to choose between paying their rent and paying for basic
necessities.? As a percentage of income, rate hikes have a significant implication for older adults
who rely on fixed incomes below the city average.® New and innovative housing ideas are needed to
implement a sustainable solution to meet demand and safeguard affordability, particularly for older

MEHENSSENIORS MOVE, THEIR NEW HOME CHOICE IS MOST DETERMINED BY
FINANCIAL REASONS AND LACK OF AVAILABILITY

LA it
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CONCERN ABOUT BEING ABLE TO AFFORD HOUSING IN

THE FUTURE RUNS HIGH AMONG 20+ VOTERS
JUST HALF OF 50+ PLAN TO STAY IN THE CITY

IYC 50+ Voters: In the coming years, how concerned
are you about being able to pay for®...

(% Extremely/Very Concerned)

Rent

Property taxes

Utitity bills

Mote: Rent among renters only. Property taxes among owners only.
Utility bilis among ail.

How important is it to be able
to stay in your current home or community as
long as you like as you age?®

Extremely
Impeortant

NYC 50+ Voters: Likelihood to Leave NYC in Future®

Extremely/
22%  Very Likely

/;;/f 19y, Somewhat

Likely

Mot Likely
54% e

Despite ongoing efforts to alleviate the
affordable housing shortage in NYC, the
issue continues to provoke anxiety with
50+ voters, Large proportions of
renters and owners alike are highly
concerned about being able to afford
the cost of living in NYC as they age.

50+ voters nearly unanimously agree
that aging in one’s current home or
community is important, yet there is a
50/50 split in the number who plan to
stay in NYC and those who are at least
somewhat likely to leave the City as they
age.

CONCERN ABOUT FUTURE UTILITY COSTS MAY BE RESULT OF RISING
BILLS AND NOT ENOUGH OBSERVED REFORM




ITHIONAL RETIREMENT IS AN ILLUSION FOR MANY 50+

NEW YORKERS
MANY 50+ CAN'T AFFORD TO RETIRE

A 2012 report on retirement readiness published by the NYC Comptroller's office stated that
more than one-third of NYC households in which the head is near retirement age (55-64 years
old) have liquid assets of less than $10,000. It concluded that this cohort of NYC Boomers
will either have to subsist almost entirely on Social Security income or will not be able to retire
at all.1s

This acute lack of preparedness for
retirement is reflected in 50+ voters’
own feelings about their ability to retire.

NYC 50+ Voters in Labor Force: How confident you
will be able to retire?®

As discussed in Section 3 of this report, Notatall L apow

only half of 50+ voters in the labor force 13%

have strong confidence that they will Extremely
ever be able to retire. Not tao 26%

10%

Furthermore, confidence in “living
comfortably” in retirement is an even Somewhat
dimmer possibility suggesting that New e
Yorkers expect to trade down on their
standard of living in order to afford
retirement. In a 2012 AARP poll of 50+
NYC voters, only 16% expressed strong
positive confidence in having enough
money to live comfortably throughout
their retirement years while a large Not very
majority -~ 84% - were either confident
“somewhat confident”, “not very 7%
confident” or “not at all confident” that
ggey would have enough money to do so.

& Very
25%

NYC 50+ Voters: Confidence Have Enough Money
to Live Comfortably in Retirement??

Somewhat
confident
39%

Very
confident
13%
Not at afl
confident

Extremely
18% confident

3%




IDDLE CLASS BOOMERS WHO CAN RETIRE, PLAN TO

LEAVE NYC
SIX IN TEN WORKING BOOMERS CONFIDENT ABOUT RETIREMENT ARE LIKELY
TO LEAVE NYC

In addition to the large portion of NYC Boomers who will not be abie to retire, more than one in
three of those who are most confident they will retire are extremely 1o very likely to leave NYC
in retirement.®

Moreover, there are differences by social ¢lass on this question. Pre-retirement 50-64 year
olds who self-identify as upper class are least likely to leave NYC in the future compared 1o
their middie and lower class counterparts (53% not likely vs. 39% and 36%, respectively.) The
implication is that the upper class can afford to stay; the middle class cannot. For the lower
class it may be more difficult to afford leaving even if the desire is there.

If left unchecked, these two dynamics - Boomer retirement flight and plight - can have a
compound impact on the City as it prepares for an aging Baby Boomer population, resuiting in
a loss of future revenue from middle class retirees with retirement resources and leaving
those who remain in more polarized social classes.

NYC 50+ Voters: Likelihood 1o Leave NYC in the Future ®

100%

80%
2 Extremaly/ Very Likel
A% v/ Y

% Somewhat Likely

= Not likely

Total B0+ 50-64 50-64 Working &
Confident Wiil
Retire




MORE NYC SENIORS RELY ON SOCIAL SECURITY BENEFITS

THAN ANY OTHER SOURCE OF INCOME
ONLY ONE-FOURTH OF 65+ RECEIVE OTHER RETIREMENT INCOME

Currently, Social Security benefits comprise a large portion of the aggregate household
income for Seniors (65+). By age 65, only 14% of all NYC Seniors (65+) earn wages or salary
from work and just about one-fourth have retirement income such as pensions or employer-
sponsored plans. In contrast, three-fourths of NYC Seniors receive Social Security benefits,14

Overall, White Seniors {65+) have more diversified sources of income, with retirement income
and investment income each available for one-third. Whites are also most likely to receive
Social Security benefits at 83%. Black Seniors are as likely as Whites to have retirement
income but lag in investment resources. Comparatively fewer Hispanics and Asians have other
sources of income and they are more likely to receive Supplemental Security Income (SS1).14

NYC 65+ Sources of Incomel?

2 Wages or salary # Social Security # Retirement Income ‘interest, dividends, net rental S84
0%

7%

80%

664

40%

| 2ad
Y
%

2%

Total 65+ White 65+ Black 65+ Hispanic 65+ Asian 65+

IN 2012, THE AVERAGE YEARLY SOCIAL SECURITY BENEFIT FOR A NEW
YORK STATE RECIPIENT AGE 65 AND OLDER WAS $15,580.°

Number of SSE Recuplents Age 65+ by Bumugh Sy

S (m thousands) .
e o
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Brooklyn -Manhattan - Queens: . Staten lstand




NYC BOOMER AND SENIOR HOUSEHOLDS HAVE

DIVERGENT INCOME DISTRIBUTIONS
THE LARGEST DISPARITY IN HOUSEHOLD INCOME 1S OBSERVED FOR

HISPANIC SENIORS

According to the US Census Bureau,
range of household income for NYC'’s
50+ population is rather evenly
distributed with roughly one-fourth
each under $25,000, between
$25,000 and $50,000, between
$50,000 and $100,000 and
$100,000 or more.

An examination of incomes by age
shows Boomer households (age
50-64) are more likely o skew toward
the high end of the income range with
30% in six-figure households ($100K
or more). Senior (65+) household
incomes predictably skew lower as
they tend to have more retirees
among them, Senior househoid
income distribution is almost the
reverse of their 50-64 year old
counterparts - 34% live in households
earning less than $25K per year.

The pattern of comparatively lower
incomes among Senicr-ted
households is consistent across all
race/ethnicity groups. The greatest
contrast in household income
distribution is observed between
White Boomer (50-84) households
where 43% earn $100K or more per
year, and Hispanic Senior (65+)
households with 45% under $25,000
per year. Senior household income
distributions for White, Black and

50% -

30 -

NYC 50+ Household Income by Age Cohort?®
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MANY NYC SENIOR HOUSEHOLDS ARE LIVING IN POVERTY
HISPANIC AND ASIAN SENIORS ARE MOST AT RISK

In response to the need for a more geographic-specific measure of poverty for NYC, the NYC
Center for Economic Opportunity (CEO) has created an alternative to the official Federal poverty
threshold which does not take into account different requirements across the nation to maintain
the same standard of living. The CEQ's NYC-specific poverty threshold is substantially higher
than the official Federal poverty threshold for alt household types and so is its estimation of the
percent of residents living beneath that threshold.

In 2011, the CEO poverty threshold for a NYC household of four (two adult, two children) was
$30,945 compared to the official threshold of $22,811 or $15,785 for a senior (65+)
household.*617 (Unlike the official Federal measure of poverty, the CEO threshold is not adjusted
for householders age 65+.27) By its measure, the CEQ estimated In 2011 that 21.3% of all NYC
households and 22.4% of senior households (age 65+) were in poverty compared to the official
measure of 19.3% and 17.5%, respectively.

An examination of CEQ poverty rates NYC Poverty Rate by Borough, 201117
by age and race reveals that 5O
Hispanics and Asians are most at
risk of living in poverty in NYC. For
Hispanic Seniors (65+), the rate of 30% I
poverty approaches one in three and 20%
is a full seven percentage points

higher than the rate among Hispanic

adults of traditional “working 0% + -
age”(age 18-64). NYC White Black Hispanic Asian

©18-64 BEHr
A0% -

19%  20% 20%

144

10%

in the boroughs, Seniors (654) in
Brookiyn and the Bronx report the
highest poverty rate, while
Manhattan has the lowest poverty 40% -
rate.’” As seen in Chapter 3, rates of 305 1 S5, 26% o
Medicaid enroliment are highest in .

the Bronx and mimic the rate of
poverty. 10% -

NYC Senior (65+) Poverty Rate by Borough’, 2011V
50% -

20%

NYC Bronx Brooklyn  Manhattan  Queens

“Staten Isfand data not avaitabie,




ALTHOUGH DOWN FROM POST RECESSION HIGHS, FOOD

INSECURITY REMAINS AN ISSUE FOR NYC 50+
BETWEEN 2009 AND 2011, 11 PERCENT OF THE SENIOR POPULATION WERE
FOOD INSECURE*®

Although New York City saw a decrease in the overall difficulty to afford food after stimulus
funding and relief measures were in effect (from 40% in 2009 down to 32% in 2012) , a
sizeable portion of the older population in NYC continues to encounter a problem with hunger29

: Over one-third {35%) of the 50-64 age group

NYC Residents: mﬁ;“”’;f;’ Affording Food by had trouble affording food in 2012 and

5 expressed likelihood 1o pay for other expenses
over food.2® When compared to nearly a decade
prior, this age group has seen a 40 percent
growth in their inability to afford food (25%
difficulty in 2003). Moreover, among the 65+,
there was an increase from 2011 to 2012 in the
percent of residents who say they must decide

0% - =2003  B2008 ¢ 2012

BO%
60% - 49%

: 35%

Al

20%

Age 50-64 Age 65+ whether or not to pay for medicine or medical
,,,,,,,,,,, ” care instead of food (11% to 16%).%®
NYC 50+ SNAP Recipients by Age and Borough® One resource intended
BAge 50-60 U Age 65+ {0 combat the hunger

50% - problem and lift

residents out of poverty
in New York City is the
national governmental
program known as SNAP
(Supplemental Nutrition
Assistance Program,
formerly known as Food
Stamps).

According to data reported in the American Community Survey, the proportion of 50+ New
Yorkers receiving SNAP benefits citywide from 2009-2011 was far lower than the proportion
who had difficulty affording food. Various enroliment barriers keep eligible residents from
receiving SNAP benefits, particularly among Seniors (65+). Barriers include: the belief they will
only get the minimum benefit; unawareness of eligibility; stigma or embarrassment; and an
overwhelming enrollment process. Cultural and language barriers also prevent many Hispanic
and Asian seniors from accessing benefits. 20 Across NYC boroughs, most community districts
have SNAP under-enrollment for 60+ residents of 45% or more and as high as 91%. This
amounts to thousands of NYC 60+ residents who are eligible for SNAP but not-enrolled.?*

40%

o 29% 28%

18%‘ 21% 18%

20% 13%.

g 10%
16%

" . . ; ’
NYC Bromnu Brooklyn  Manhattan Queens Staten is

. Bronx. 0 Brooklyn: Manhattan - Queens.

21% 10% 8%
45,671 53,506 27,486 35,334
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MOST NYC 50+ HAVE SOME TYPE OF HEALTH INSURANCE

AND MANY RELY ON GOVERNMENT PROGRAMS
HOWEVER, LARGER COVERAGE GAPS PERSIST AMONG NON-WHITE 50-64

Overall, about nine in ten New Yorkers ages 50 and older have some type of health insurance.?
The one in ten 50+ who lack coverage tend to be from the 50 to 64 age cohort, below the
common Medicare eligibility age of 65. Looking deeper into racial and ethnic segments reveals
comparatively higher levels of the uninsured among non-White adults,

NYC 50+ Healthcare Coverage? Government programs are significant
# No health insurance 2Medicaid ¥ Medicare DI’OVIC‘iE.‘i"S of heatth care |nsgrafnce among
the City's 50+. The vast majority (94%) of

100% 4 9

% the City's Seniors (65+) receive Medicare.
This level of Medicare coverage is
consistent across all racial and ethnic
segments.

B0% 1
60%
0%
20%

0% Medicaid is also important to a significant

number of low-income older New Yorkers in

Total 50+ 50-64

both the 50-64 and 65+ age cohorts and in
NYC 50-64 Healthcare Coverage! fact, Seniors (65+) are more likely to
receive Medicaid benefits (31%) than their
50-64 year old counterparts (23%) because
36% 65+ are considered eligible.

E No health insurance # Medicaid
50%
405
0% . 23% 24%
20%

Within the 50-64 age group, a substantial
proportion of Hispanics and Asians rely on
Medicaid for heaithcare coverage (36% and
30% respectively). These two groups are

10%
0%

Total 50-64 White Black Hispanic Asian

also most likely to lack any insurance -
about 20% each versus 13% among Blacks
NYC 65+ Medicaid Coverage? and 8% among Whites.
5% As mentioned above, Medicaid is a

5% 44%

significant provider of healthcare coverage
far NYC’s 85+ {in addition 1o Medicare) and
aspecially for multicultural seniors. Nearly
half (49%) of Hispanic seniors, 44% of
Asian seniors and 32% of Black seniors
participate in Medicaid, which is a state-
and federally-funded program.

A0% -
0% -
0%
10% -

Total 65+ White Black Hispanic Asian




THE BRONX HAS THE MOST 50+ MEDICAID PARTICIPANTS
UNINSURED ADULTS ARE MORE COMMON IN QUEENS

Differences in health coverage across the boroughs are similar to observations by race and
ethnicity, reflecting the population concentrations.

g.he S Fonx ii the ;?}OStg{gierse Olf tthe NYC 50+ Medicaid Coverage by Borough!
tlk:/aet EE:‘% :;Sv;;laﬂli Bltypgg{éfgig #No health insurance # Medicaid # Medicare
(i ' o
just 19% White - the Jowest White 50% - 42% a7% ) 42% 1%
representation in the City. Here, 37% 0% | '
of 50+ adults receive healthcare g%

coverage via Medicaid, more than any 0%
other horough. By age, this translates 0% 1
into 34% of 50-64 year olds in the 0% -
Bronx and four in ten seniors

receiving Medicaid healthcare.

Bronx Brooklyn  Manhattan Queens Staten s

NYC 50-64 Healthcare Coverage by Borough!
The larger representation of Asian

X . . B No heaith insurance = Medicaid
and foreign-born residents in Queens
may account for slightly higher levels 505 -

of uninsured aduits compared to 0% - 34%
other boroughs. Eleven percent of all <
50+ and 16% of 50-64 year olds in
Queens are without insurance.

5%

21%
T

12%

5%
Variation in Medicaid coverage may Bronx Brooklyn  Manhattan  Queens Staten s s
be partly explained by eligibility
criteria set at the federal -and state -
level, including household type,
income and citizenship status. For s0% 1%
instance, 50+ household income 0% - 38%
skews lower in the Bronx compared to
other boroughs, with 33% reporting
less than $25,000 per year. (See
Chapter 4 for more details on 50+ 10%
household income data.) 42

NYC 65+ Medicaid Coverage®

0% -

Bronx Brooklyn  Manhatian Queens Staten |5




50+ VOTER WORRY ABOUT HEALTHCARE AFFORDABILITY

SURPASSES ACCESS OR QUALITY CONCERNS
VOTERS LACK CONFIDENCE ABOUT FUTURE COSTS

Affordability of healthcare, and more specifically the uncertainty around future healthcare costs, is
a very worrisome concern for many 50+ voters. The unknown effect of the Affordable Care Act may
account for part of the uncertainty on the part of voters because there is still much to be learned
with regard to containing costs and providing affordable options for families. Thus, the total
measure of the law’s impact won't be known until it is fully implemented.

Only one-fifth (22%) of 50+ voters
are very to extremely confident they
can maintain their current coverage
at an acceptable cost over the next
5 years. The largest proportion

NYC 50+ Voters: How Confident You Can Maintain Health
Care Coverage at Acceptable Cost over Next 5 Years??

Na answer
14%

Very/
(42%) are somewhat confident and Extremely
another fifth (22%) are not C“‘z‘g;’f“t 7 Not confident
confident. ' 22%

Among healthcare-related concerns,

having to pay more for the family’s Somewnat
healthcare ranks first as the most , 42%
common worry among 50+ voters
(54%) followed by not being able to
afford the care needed for a major
medical problem (47%). Four inten
worry about their access to services
and one-third (35%) worry about the

: H Having a major medical problem and
quality of health care services. not bein able £ affard care

NYC 50+ Voters: % Extremely/Very Worried About?

Having to pay more for family's health
care

54%

47%

Access to health care services you or
family need

Quality of the health care services you
receive

MANY ARE UNCERTAIN AND WORRIED ABOUT THE FUTURE OF HEALTH
CARE COSTS FOR THEIR FAMILIES




NYC WILL NEED TO BUILD CAPACITY IN LONG-TERM CARE

SERVICES TO FULFILL AGING PREFERENCES
A MAJORITY OF 50+ NYC VOTERS PREFER TO RECEIVE LONG TERM CARE AT
HOME; YET THERE IS A LAG IN AFFORDABLE SERVICES

The National Clearinghouse for Long-Term Care Information defines long-term care as "a range of
services and supports needed to meet health or personal needs over a long period of time. Most
long-term care is not medica! care, but rather assistance with the basic personal tasks of
everyday life".4 Furthermore, it is estimated that about 70% of the 65+ will need some type of
long-term care in their lifetime.* Given the projected growth of NYC's Senior population over the
next two decades (40% increase from 2010 to 2030), it is of great importance that the City's
healthcare field be prepared to meet this growing need with affordable long-term care options.

NYC 50+ Voters: Long Term Care Preference of Care Ef !Ong,term care S@rvices are
T
for Self or Family needed, the top preference
% No, don't prefer option % Bon't know % Yes, prefer option among 50+ voters is to

receive that care at home by
a paid nurse (61%). The
second most commaonly
preferred way to receive long
term care is also at home,
but with family and friends
providing the care.

Care at home: Paid nurse or alde

Care at home: Help from family/friends

Assisted-living Facllity

Nursing home

__________________________________________ . " Only 27% of all NYC 50+ voters
rate affordable long-term care
services in their community as

Services in your Community®

_ # Excellent/Very good # Fair/Poor # Don't know “Excellent” or “Very gooci".

a0% Black and Hispanic voters
o 30% .., %

o 2T% sy 5o 26% . 29% . appear to have more

familiarity with these services
(significantly fewer saying they
“don’t know"}, vet there are
equal proportions giving good
Total 50+ White 50+ Black 50+  Hispanic 50+  Asian 50+ and bad ratings in each group.




COSTS OF LONG-TERM CARE THREATEN ECONOMIC

SECURITY OF OLDER ADULTS AND THEIR FAMILIES
COSTS ARE NOT COVERED BY HEALTH INSURANCE OR MEDICARE

Long-term care services and supports are not covered by traditional medical health plans or
Medicare. Most long-term care costs are the responsibility of the patient and are direct out-of-
pocket expenses.

Average costs in New York City for two years of long-term care range from $59,000 for home
health care (based on 5 visits per week, 6 hours per visit) to $142,000 for Assisted Living and
$322,000 for Nursing care.® Of these options, home health care is both lowest cost and most
preferred by 50+ voters to enable independent living at home. Yet, even at the relative
bargain of one-fifth the cost of Nursing Home care, the average cost for two years of home
health care Is more than a full year of household income for most 65+ residents. (57% live in
households with incomes of less than $50,000.)

NYC 50+ Voters: Rating of Affordable Long-Term Care Services in
your Community®

% Excellent/Very good  EFair/Poor % Don't know

505

A0%
31%

o 7R 25

24%

21%  21%
20%

Total 50+ Caregivers Non-caregivers

Some of the people most familiar with long-term care services in their community are the
caregivers that provide care for others. Among NYC 50+ voters that have been caregivers within
the past 5 years, nearly one-third rate their community’s affordable long-term care services as
“fair” or "poor” - significantly more than non-caregivers and the total 50+ overall.

LONG-TERM CARE SUPPORTS AT HOME ARE RELATIVELY LESS
EXPENSIVE, BUT STILL UNAFFORDABLE FOR INDIVIDUAL FAMILIES



NYC COMMUNITIES RELY ON FAMILY CAREGIVERS TO

PROVIDE UNPAID CARE AND SUPPORT
THE CONTRIBUTIONS OF FAMILY CAREGIVERS IS A SUBSTANTIAL COST
SAVINGS TO THE CITY’S HEALTH CARE SYSTEM

It is quite common for 50+ adults to give
unpaid caregiving support to family members -
and friends. Among all NYC 50+ voters, 39% 50-64 65+
have been caregivers in the past five years or
currently are providing care to a friend or
family member. Aduits 50-64 years old are
significantly more likely than their 65+
counterparts to identify as caregivers (45%
Vs, 32%).

/ NYC 50+ Voters: Past 5 Year Caregivers®

NYC 50+ Voters: Likelihood of
Caregiving in Next 5 Years?

Moreover, looking ahead over the next five
years, NYC voters 50+ do not see thelr
caregiving responsibilities diminishing. More

than half {52%) believe they are likely 10 Not sure
nrovide care within the next 5 years and an 12%,
additional 12% are not sure,
Likely, 52%
Mot Likely, %
36%

Nearly half of all 50+ caregivers

are the primary caregiver. Of NYC 50+ Voters: Who Provides the Majority of the Care?®
H H 100%

note, while seniors (65+) are | @Self  #Other friends/family i Professionai help Split evenly

less likely than their younger 2%

counterparts (50-64) to be

caregivers, when they are caring 4
for loved ones it is more often as 4o%
the primary caregiver (50% vs. 105 -
43%).

0% 1 4 50%




CAREGIVING RESPONSIBILITIES ARE STRAINING LIVES OF

50+ NEW YORKERS

50+ VOTERS WANT ELECTED OFFICIALS TO SUPPORT FAMILY CAREGIVERS

{including financial hardship, emotional stress and stress

at work)?
50% -
0%
30% - 26% 25%
20% . 14%
10% - e
0%

NYC 50+ Voters: Impact of Caregiving on Quality of Life

Overwhelming A good deal of Miror strain Na strain at all

strain strain

i NYC 50+ Voters: How much of a priority should it
be for New York City elected officials to

strengthen laws and regulations and to fund
services that support family caregivers??

50%
0%

LHE
29%

3%
20%

10% -

1% 2%

Top High  Medium  Low Nota
Princitv  prigrity  Priority  Priority  Priority

0%

50+ CAREGIVER PROFILE IN NYC:

When asked about the extent to
which providing care puts a strain
on their overall quality of life, nearly
six out of ten (59%) 50+ caregivers
experience an cverwhelming or a
good deal of strain. B0+ Hispanhic
caregivers in NYC are even more
likely to report an “overwhelming”
level of strain from family
caregiving responsibilities (36%
versus 23% among Whites).

Given the impact of providing
unpaid care on caregivers’ quality
of life, most 50+ voters (79%)
helieve supporting family
caregivers should be a priority for
NYC elected officials. Black and
Hispanic 50+ voters are even more
strongly in agreement that
caregiver supports by elected
officials should be a priority, with
nearly nine in ten ranking it top or
high (87% and 86%, respectively
compared to 73% of Whites.)
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E VOTERS CONSIDER NYC'S LACK OF AFFORDABLE
HOUSING TO BE A MAIOR PROBLEM, SURPASSING

OTHER COMMUNITY CONCERNS
AFFORDABLE HOUSING IS A KEY VOTING ISSUE FOR NYC 50+

Half of all 50+ NYC registered voters cite lack of affordable housing as a “major” concern,
compared to 42% saying heavy traffic and 33% classifying crime as an equally serious
problem.

Survey Question:
Is [INSERT} a major

problem, minor
prablem or not a
problem at ail in your
community?

50+ NYC Voters
saying eachis a
“Major Problem™

Compared 1o their counterparts, lack of affordable housing is considered to be a major
problem by larger proportions of resident voters who are 50-64 years old (60% versus 48%
65+ years); live in Brooklyn or Manhattan boroughs (57% and 70%, respectively); are Black
(59%) or Hispanic (87%); or rent their residence (61% versus 44% owners.)

50+ NYC Voters: Lack of Affordable Housing is a "Major Problem”?

a 70%
80% o 67% 61%

60% 59%

44%

50-64 65+ Bronx Brook Man Qns 54 White Black His- Asian Own Rent

panic
AGE BOROUGH RACE/ETHNICITY

Affordable housing ranks first in major problem ratings among total registered voters; and
among the most engaged voters it stands out more clearly as the top regarded “major
problem” of the city issues in an AARP survey of 50+ registered voters in NYC.

HOUSING PROBLEM RANKS FIRST WITH TOTAL VOTERS AND ...

% Ratihg_as Major Problem by Likelihood to Vote?

Likely to Vote # AHordable housing

= Heavy traffic

Not Likely to
Vote

Crime/ personal safety




50+ VOTERS INNYC WANTTOSTAYINT

HOMES AS THEY AGE
“AGING IN PLACE” REQUIRES ACCESSIBILITY FOR ALL MOBILITY LEVELS

IR OWN

“Aging in place” is the ability to live in one’s own home and community safely, independently,
and comfortably, regardless of age, income, or ability level.2 Older New Yorkers are no
different from older Americans nationally in their near universal preference to stay in their
own homes as they age. Ninety percent of 50+ voters in NYC say it is very to extremely
important to be able to stay in their homes as they age.!

Although a vast majority of all race and

ethnic groups consider aging in place NYC 50+Voter:l: How En;ponant?io Stay inYou
important, cultural differences may ome as You Age

contribute to slightly lower intensity w0 o 90% 1% 93 g

among Hispanics and Asians. In these C B0k - : % & Total%
ethnic communities it is more ' eon - “Very important
commonly expected that elders will aow

eventually move into adult children’s 2o% s Extremely
homes or return to a home country of o fmportent
heritage. Total 50+ White 50+ Black 50+ Hissr.;nic Asian 50+

One-fourth of all NYC residents age B0+ i)
are living with a disability. Between NYC 50+ with Disability or Mobility Need?

ages 50-64 and 65+, disability rates
more than double, rising from 16% to o -

40%. Among NYC Seniors (65+), nearly - 40%
one-third have a physical disability and ;
22% have difficulty going out of their
homes. As the Senior (65+) population ' /];f’
grows, it will be important to more i Pl %%
people that the City is prepared to Disability {Any} Difficulty going out  Physical disability
address the needs of disabled or :

mobility challenged residents living in

its boroughs.

£ Total 50+ # 50-64 © G5+

30%

Co30%

19%

20w

HOUSING DESIGNED FOR PHYSICAL AND MOBILE DISABILITIES WILL
BECOME INCREASINGLY IMPORTANT.

Difficulty going out

Physical difficulty
Hearing difficulty
ision difficult




ALTERNATIVE THANSPORTATION SERVICES IN NYC

COMMUNITIES SHOW ROOM FOR IMPROVEMENT
OVERALL OPINIONS ARE MIXED, SOMEWHAT MORE POSITIVE IN THE
BRONX

In its report on aging in place, the AARP Public Policy Institute and the National Conference of
State Legislatures identified several livability practices that improve age-friendliness in states
and communities and increase the ability of residents to stay in their homes as they age.
Beyond affordable and accessible age-friendly housing to decrease the need for institutional
care, considerations for community transportation and pedestrian mobility are also
important.?

An AARP survey in June 2013 found 53% of 50+ NYC voters rate alternative transportation
services in their community as good to poor and another 15% weren't able to provide a rating
for lack of awareness or experience. One-third consider these services excellent 1o very good.
Bronx residents and Seniors {(age 65+) are more likely to give positive ratings to alternative
transportation services in their community.

Opinions of alternative transportation services by race and ethnicity are more mixed. Roughly
one-third of Black and Hispanic B0+ voters give fair to poor ratings. But among Blacks, slightly
more give high ratings of very good to excellent. Awareness or experience (indicated through
don't know responses) of alternative transportation options is lowest in Manhattan and

ns-and with-White-and-Asian 50+ cohorts, -
NYC 50+ Voters: How would you rate your community on
alternative transportation services?’

A% Survey Question:
26% How would you rate your community
0% 21% on alternative transportation

services, such as commursity vans,
service shuttles and volunteer
drivers that help residents maintain
their independence as they age?

Excellent  Very Good Fair Poor Don't
Good Know

e
-
e .

i e Z

LU36% 0 29% - 29%
24% 0% 27%

CExcellent/Very Good | 37%. . 30% . 28%

 Good Ca8% % 25%
e T A

i

25%  28%  32%  31% . 24%

| Don't know 13%  21% 7% 9% 18%




EDESTRIAN SAFETY REMAINS AN AREA OF

OPPORTUNITY FOR NYC AGE-FRIENDLY LIVING
PEDESTRIAN SAFETY STANDS OUT AS A MAJOR PROBLEM FOR 50+
HISPANICS

Thirty-six percent of NYC traffic fatalities are Senior pedestrians - three times their
representation in the total citywide population. Since launching the Safe Streets for Seniors

program five years ago, NYC has reduced its senior pedestrian fatality rate by 19%.5 However, a
majority of 50+ voters still identify pedestrian safety issues in their community to be a problem.

O S Survey Ouestion:
NYC 50+Voters: Problems in your community? s WNSERT} a major

probiem, minor
problem or not a
problem at all in
your community?

& Major Problem # Minor Probiem

Streets that need repair

Cars not yielding to pedestrians |

Sidewalks too narrow, poorly lit, need repair, don't
exist

Traffic Hghts imed too fast for safe ped crossing

Public transportation too far, too limited, or too hard
to navigate

Hispanic adults age 50+ are even more likely than those in other racial or ethnic groups to
categorize pedestrian safety as a major problem. More than half of Hispanics 50+ (53%)
consider cars not yielding to pedestrians to a be a "major” problem in their community, four in
ten feel lights are timed too fast for safe crossing and nearly as many (37%) observe major
problems with sidewalks. Pedestrian safety strategies in NYC need to inciude cultural
considerations.

Sidewalks that are too narrow; poorly l'it, need Fepai.l.‘ or don’t exist '2(')%' o 3(}% 37% 26%
Trafﬁcligiﬁts' timed too fast fbf's'éfe'pedéstfiaﬂ crossing o 23% o 29% 40% 0%
Public t.rénspartaﬁo.ﬂ. és.toc fér, t06 limited or too hard to rea.vig.ate. - 15% 15% 20% “fE?%.
C.ris.ﬂé or persona_l safety - . 23% 38% o 48% : &3%




MAJORITY OF 50+ VOTERS THINK NYC
OFFICIALS SHOULD PROMOTE NYC A
NEARLY HALF CONSIDER IT A TOP PRIORITY
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In preparation for the dramatic growth of the City's older population, the Mayor's Office first
undertook the Age-Friendly NYC initiative in 2008, becoming certified by the World Health
Organization as an Age-Friendly City in 2010, NYC has been a leader in creating age-friendly
cities and a model for other communities.” A majority of NYC 50+ voters (73%) believe it

should still be a top priority or high priority for elected officiais.

NYC 50+ Voters: How much of a priority should it be for New York
City elected officials to promote age friendly living in NYC??

2% 2%
Top Medium Low Not a

Priority Priority Priority Priority Priotity
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SURVEY METHODOLOGY

SUMMARY

The AARP survey of New York City Voters obtained telephone interviews with a sample of 1,302
registered voters aged 50 and oider who reside in New York City. The sample was drawn at random
fram a list of registered voters in New York City. The interviews were conducted in English and Spanish
by Woelfel Research, Inc. May 28 through June 12, 2013. The results for the survey were weighted by
age and gender. The margin of sampling error for the random sample of 1,302 is £2.7%.

There was an additional oversample of 305 Asian voters with & margin of error of + 5.6%. Interviewing
for the Asian oversample was conducted in English, Chinese, Korean, Hindl and Tagalog by Universal
Survey June 17 through June 30, 2013. The Asian interviews were sampled from the same registered
voter list and used the same survey instrument as the main sample, adapted into the appropriate
languages. Data from the Asian oversample were weighted similarly by age and gender as well as
ethnicity and county. Results reported for total New York City do not include data from the oversampled
Asian respondents.

Details on the design and execution of the survey are discussed helow.
DESIGN ANB DATA COLLECTION PROCEDURES

Sample Design

The sample of registered voters was drawn from a list of 114 miilion registered voters complete with
age, geography, and telephone number appended to the sample. The list was provided by Accudata,
inc. Respondents were screened to be 50 or ofder, to live in New York City and to be a registered voter
in the state of New York. The sample sizes for the main sample by county were as follows:

= Bronx County 296
= Kings County 306
= New York County 304
= Queens County 309

= Richmond County 87

Questionnaire Development and Testing

The questionnaire was developed by AARP staff. In order 1o improve the quality of the data, the
guestionnaire was pretested with a small number of respondents. The pretest interviews were
monitored by WRI and AARP staff and conducted using experfenced interviewers who could best judge
the qguality of the answers given and the degree to which respondents understood the guestions.

SUY 10 21818



SURVEY METHODOLOGY

Contact Procedures

Sample was released for interviewing in replicates, which are representative subsamples of the larger
sampte, Using replicates to control the release of sample ensures that complete call procedures are
followed for the entire sample. It also ensures that the geographic distribution of numbers called is
appropriate.

WEIGHTING

The sample was weighted by county, age, race/ethnicity, and gender. The weights were applied
sequentially. The order of application was county, age, race/ethnicity, and gender. The table below
contains information about the weighting. The column labeled "Population” shows the actual population
distributions for New York City registered voters aged 50 and older. The column tabeled “Sample” shows
the distribution of the sample. The column labeled "Weighted Sample” shows the distribution in the
sampie after the weights were applied. Since the Current Population Survey (U.S. Census Bureau) does
not provide a weight target for “other” race, this category was given a weight of L.

. ngulation* y




SURVEY METHODOLOGY

WEIGHTING, CONTINUED

RESPONSE RATE/COOPERATION RATE/REFUSAL RATE -

The response rate for this study was measured using AAPOR's response rate 3 method. The cooperation
rate was measured using AAPOR's cooperation rate 3 method. The refusal rate was measured using
AAPOR's refusal rate 3 method.

Source: AAPOR Outcome Rate Calculator Version 2.1 May 2003
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' Busw BX 17 to 163d Street and

Contact Information:

- PSS/WSF Grandparent
- Family Apartments
PSS Kinship Caregivers Program

951 Prospect Avenue

= Bronx, NY 10459

- Tel: 718-620-1262 x1212

- Fax: 718-620-1267

.Tot_t;F_ree Hot Line; 866-665-1713

i Vlsxt us al www.pssusa.org to learn

‘more about this innovative residence,

our support programs and how you
can be involved,

{}arectsoﬂs
- Subway — The building is located on "
- the corner of Prospect Avenue and g
~Fast 163rd Street two blocks north on £
‘ 2 E
Prospect Avenue from the Prospect Za
Avenue Stop for the 2 and 5 subway =&
[~

* lines.

- Prospect Avenue.

Gated parking is available in the rear -
the entrance to the lot is on East 163rd
Street.

E
b £
E.2
iy
£8
5.2
U
e
o
=
# &
¥ 41

oo o

5 The PSS/WSF Grandparent Family Apartments

- and Kinship Caregivers Program are funded with

the support of many, including: NYOCFS, DYCD,
S SHFYA, and the U.S. Administration on Aging

- National Family Caregivers Support Program
through the NYC Department for the Aging, as
well as donor and community support.

951 Prospect Avenue

Bronx, NY 10459

| PSS/WSF Grandparem
Famn!y Apartmems

-'-'EPSS Kmshxp Caregwers

| Program

Serving the Needs of
Grandparents Raising
Grandchildren




The PSS/WSF Grandparent Family
Apartments (GFA) provide safe, affordable
and supportive housing for grandparents
raising grandchildren.

fn the early 1990s, PSS was a pioneer in
providing services to grandparents who
unexpectedly found themselves caring for
their grandchildren, In 2005, PSS partnered
with the West Side Federation for Senior and
Supportive Housing to open the first
residence in the U.S. built specifically for
grandparents raising grandchildren.

The GFA is the only residence of its kind

in the entire state of New York. Visitors from
across the U.S. and around the world
regularly visit to learn from this nationally
recognized and innovative model.

The fifty unit apartment building is home to

over 50 grandparents and 100 grandchildren.

The 40 two-bedroom and 10 three-bedroom
modern apartments are designed to meet the
needs of both older adults and children.

The building offers 24 hour front desk
security, a library, a laundry room on each
floor, senior and youth community rooms,
and a green roof garden and relaxation area.

SUPPORT SERVICES

25

e

The GFA serves as the hub for the PSS Kinship
Caregivers Program. Professionally staffed by
social workers and educators, this program
offers a wide variety of services to both GFA
residents and other families in New York City.

Services for caregivers include:

s Support Groups

e Respite

e Counseling

e Intergenerational Programs

o Educational Workshops and Seminars

e Benefit and Entitlement Assistance

For grandchildren, we provide:
o After-School Program

e Recreational Activities

e Tutoring

e Summer Day Camp

» Joby Readiness and Skill Building Training

Across the United States, almost 7.8 million
children are living in homes where grandpar-
ents or other relatives are the householders,
(AARP GrandFacts)

B

According to the 2010 Census, in New York
State close to 450,000 children under age 18
live in this type of household (10.2% of the
children in the State).

W s sntsssamrn E LN

Last year, our residence and on site support
programs helped 120 children stay out of
foster care, saving the State several hundred
thousand dollars. 92% of these young people
progressed to the next grade level in school.

i 22

To connect with the GFA and PSS’
Kinship Caregivers Program,
please visit our Website at
WWW.PSSUsa.org
or call our toll free hotline:

866-665-1713




FAMILLE Vinnie Fedele, 17 ans, aide sa grand-mére, Gail, 85 ans, dans les tiches du quotidien depuls gue sa mére I'a abandonné {gauche). La famille

Ces grand-méres y recoivent de Faide légale, financidre et éducative pour apprendre, 3 un 8ge avancé, 3 gérer des enfants {draite].

gramn

Reportage. Aux Etats-Unis, de plus en plus de séniors se retrouvent i devoir élever leurs
petits-enfants. Un immeuble & New York leur est consacré. Plongée dans un phénoméne.

JULIE ZAUGH

Vinmic est assis sur le lit de camp qui
tréne gu milien du salon. Il pianote sur
son smartphone d'un air absorbé, Avec
ses Lraits fins, sa voix douce ct sa petite
taille, it parait moins que ses 17ans. «Dans
deux ans, i va partir pour Puniversité, cela
va étre dur de le laisser s'en afler», soupire
Crail Fedele, en fe regardant tendrement.
M man..», Hche Vinnie, sur ce ton mi-
agacé, mi-indulgent que les adolescents
réservent si souvent 4 leurs parents.

Gail Fedele n'est pas sa mére. Elle est
sa grand-mére. Ses méches grises, ses
jambes lourdes, quelle trimballe 4 Paide
d’un déambulateur, et son visage ridé
agrémenté d’un sourire taquin auguel i
manque deus dents trahissent ses 05 ans,
Elle éleve Vinnie el sa sceur Cassandra,
18 ans, depuis leur enfance, «beur mére
me les @ amenés un jour en Floride, ol je
vivais & I'époque, raconte-t-elle. Bt n'est
Jamais venue les rechercher»

Apres dewx ans de subsistance sur ses
maigres économies, argent se mel dman-
quer. La retraite de Gail Fedele, qui n’at-
teint que 648 doltars par mois, ne suffit
plusd payer les factures. S'ensuit alors une
transhumance de canapé en canapé, qui
lesaméne & Chicago, puisen Caroline du
MNord et finalement & New York en 2010,
«le suis arrivée en ville avee 300 dollars

JALHEBDO O NOVEMBRE 2014

en poche, relate cette native de Long Island,
Ma fille avait promis de venir nous cher-
cher & la gare, mais elle n"était pas Ko
Elle gagne alors un refuige pour sans-
abri dans le Bronx. {ls y resteront trois
ans, & vivre dans une minuscule piéce.
«Cétalt trds dur pour les enfants, se sou-
vient-elle, Cerlains soirs, nous navions
plus assey d’argent pour acheter 4 manger,
alors nous sucions des glagons pour faire
passer Ja faim.» Un jour, un des gardes de
sécurité du refuge fui parle d'un batiment
réservé aux grand-méres qui élevent feurs
petits-enfants, & guelques blocs de [a,

UM RMOUYENERT GUISACCENTUE
Le grand cube multicolore qui abrite ce
havre tranche avee les HLLM en brigue
rouge, sifréquentes dans ce coin du Bronx.
Aurez, une piece contient des ordinateuss
et une table de billard. Sur le toil, un jar-
din urbain permet de prendre Fair, Les
murs sont recouverts de panneaux qui
expliquent comment euisiner sainement
avee un petit budget, «Cet immeuble,
thauguré en 2003, est le premier du pays
destiné spéaifiguement aux grands-parents
qui ont la charge de leuss petits-enfantss,
explique Rimas Jasin, directeur des Pres-
byterian Senior Services, PONG gui gére
fe batiment avee des fonds publics.
Touta 1€ réalisé pour servir au naieux
ces deux générations. Pourdes grand-méres,

«les sadles de bain et les chambres & cow-
cher ont élé dquipées de cordons d'urgence
pour appeler 4 I'aide en cas de malaise.
Et les corridors sonl assez larges pour
permettre le passage de chaises roulantes»,
exphique le responsable. Une salle leur &
été aussi réservée pour leur donner la
possibilité de se retrouver une fois par
semaine afin de partager leurs expériences
et de régler les petits soucis des unes et
ces agtres, Quant aux enfants, ils ont aceds
adescamps de vacances et dun programme
de soutien scolaire.

e bitiment héberge une cinquantaine
de familles, dont 56% sont afro-améri-
saines et 43% hispaniques, Les lovers
s'élévent 4 300 dollars enmoyenne. «Nous
somimes arrivés icien mai 2013, se rappelle
Gail Fedele, assise dans son trois-piéees
au décor spartiate. Nous navions rien,
alors les gérants de Pimmenble nous ont
acheté des meubles, des vétements et des
manteaus ¢hiver pour les petits.»

Comme Vianie et sa soeur Cassandra,
de plus en plus denfants sont levés par
leurs grands-parents. New York encomp-
tait 450 000 €N 2010, S0iL 10,2% des mineurs
vivant dans cet Etat, «Ce phénoméne a
toujours existé, mais il 2 connu une
immense crodssance au cours de la der-
niére décennies, indique Laura Pittman,
professeur de psychologie & FUniversité
de Flllinois et spécialiste de cette ques-



tion. Sur le plan national, 4,6 millions
denfants vivaient avec leurs grands-parents
en 2012, contre 1,8 millions en 2050,

Cetie croissance du nombre de cas
s'explique «le plus fréquemment par les
problémes de drogue et d’alcooi de la
mire ol son incarcérations, détaille Linda
Whaite, une sociologue de PUniversité de
Chicago qui a étudié le phénoméne. Lépi-
démie de méthamphétamine qui secoue
fes Etats-Unis y a contribué. Sont venues
encore gonfler la siatistique les méres
adolescentes, les femmes soldats déployées
ces dernidres années en Afghanistan et
en Irak, ainsi que fa hausse des suicides.
«Quant au pére, il ne fait en général plus
partie de leur vier, poursuil la sociologue,

Pour les grands-parents, la prise en
charge de lewrs petits-enfants représente
wn immense chambardement. «A une
période de ieur vie ol ils pensaient pou-
volr voyager ¢l profiter de leurs loisirs,
ils se retrouvent de nouveau dans un
monde de biberons, de couches-culottes
et de réunions scolaires», reléve Sylvie
Toledo, la fondatrice de Porganisation
Grandparents As Parents, dans un Hvre
consacré A la question, Pour eus, le pro-
bléme le plus pressant est souvent d’ordre
financier. «Certains vont devoir prendre
une retraite anticipée, dautres retourner
travatller, d’autres encore puiser dans
teurs avoirs de vieillesses, précise-t-elle.
Plus de 10% des enfants élevés par leurs
grands-parents viventen dessous du seuil
de pauvreté,

«lby aenoutre un fossé générationnet,
reléeve Katherine Martinez, directrice
adjointe de I'immeuble du Bronx. Les
grands-parents ont grandi 4 une époque

ol 'on menait les choses autrement, notam-
ment sty le plan des relations amouretises,»
Issus d’un monde sans ordinateur, ils ont
de la peine & comprendre - et & surveilier
- ce que les jeunes font sur ia Toite.

H west pas non pius facile pour eux
de se faire respecter par des adolescents
qui jouent souvent la carte du «tu n'es
pas ma méres, sefon Rimas Jasin. «Fices
leunes se posent tout un tas de questions:
“Qui suis-je? Pourqued m’a-t-on aban-
donné?” souligne Laura Pittman. Une
incompréhension qui se
manifeste par un compor-
tement rebelle ou dépres-
sifls Du co1é des grands-
parents, cesl un mélange
de colére et de culpabiticd
qui prévaut, «lls sont
fachés contre leur propre
enfant mais se demandent
ausst ce qu'ils ont fait de
faux dans son éducations,
analyse Sylvie Toledo.

A I"évocation de ces
observations, Gail Fedele
a d’atlleurs le regard
sombre, presgue mena-
cant. «Je suis aussi en colére corstre ma
fille d avoir délaissé ses enfants, trésen
colére, fiche-t-elle entre les denis. Elle
ne s'est jamals vraiment intéressée
eux. Elie mavail pas d'instinet mater-
nels Clest Gail qui a trouvé le nom de
Cassandra. Ladolescente vit trés mal
Pabandon par sa mére. «Ele a beaucoup
de haine en elle, soupire sa grand-mére,
Parfois, elle g"énerve contre moi, puis
elle g'excuse. Elle ne sait pas comment
exprimer ses sentiments.»

GAIL FEDELE

(e suis
anssi en colére
conlre mda fitle
d avoir aban-
donné ses
enfanis, irvés

e colive. Dy

vit aujourd’hul dans un bitiment dédié spécialement aux grands-parents gui éduguent leurs petits-enfants, situé dans le Bronx {centre).

Tout n'esl pas noir pour autant.
«l.orsque les grands-parents prennenten
charge I'éducation de leurs petits-enfants,
cela leur évite d'ére placds, indigue Laura
Pittman. Cela leur confére aussi un enra-
cinement pius fort et une place dans
["histoire familiale.y De plus, les fréres
el S0eUrs ne soTH pas séparés, comme ¢'est
souvent e cas lors d'adoptions.

Giail Pedele ne regretie pas une seconde
davoir pris ses petils-enfants sous son aile.
«Ce sont de bons gamins. 11s n'ont jamais
touché & la drogue ou trafné
dans la rue. Leur enfance
leuraappris importance de
ne pas déraper.» Vinnie, en
particulier, semble promis i
un hel avenir. Enrolé dans
une multitude de pro-
grammes extrascolaires, il
fréquente un lyeée pour éléves
doués spécialisé dans les
mathématiques, «Je veux éfu-
dier les nevroseiencess, lisse-
t-il avec un grand sourire.

Fin aodt, e bitiment des
grands-parents accuetlle son
événement de mise en réseau
annuel. Une table u &é dressée avec un
baffer de viennes en cage et de rouleax
de printemps. Un grand bol rouge attend
les cartes de visite. Cette manifestation a
pour bul d’aider les adolescents de 'im-
meuble & rencontrer des professionnels:
travaitlenrs sociaux, policicrs ou infir-
miéres, Vinnie s'est mis sur son trente et
un. H porte une chemise rayée el un pan-
talon bleu marine. Il1s’approche d’un pas
assuré d’un homme en complel. «Bonjour
Monsieur, je m appelle Vinnie.»

6 NOVEMBRE 2014 HEBRO 35



Fresbyterian Senior Services - 2095 Broadway, Suile 408 - New York, NY 10023

The PSS/WSF Grandparent Family Apartments will be celebrating its 10" Anniversary in 2015,
Over the years, PSS has developed an expertise and hest practices in effectively serving kinship
families.

The needs of kinship families are multi-dimensional. Needs and issues change and evolve as families
change and evolve over time.

Recommendations:

Funding for kinship services needs to be dramatically increased.

Funding support for kinship services should be more multi-dimensional,

Grant opportunities should focus more on comprehensive and holistic approaches and that build
on the best practices that agencies currently provide.

Submitted by Rimas Jasin, Executive Director
212-874-6633 ext 23 - rjasin@pssusa.org
WWW.PSSUSA.0rE






'y(mng adults being raised by grzmdparen?s Just.a small; amount Of
time evcry week or two can change someone’s §sfe

YOUNG
AD ULT
SUCCESS
PR OGRAM

YASP rect ruits working ng pr(}féwma!s to serve as ”SL iccess Cc;a(:hf:

for neighborhood §"115h school students and young adults livii ing:

i the PSSWSF Grandparent Family Apartments who need puidai nee

on careers and e(::]ieg,czf-; Coaching is done primarily through”

e T telephone, email, and texts. ‘PSS recruits, trains and supports the -
volunteer coaches. To learm more about this axuima new initiative, g}leaw c<srziac;1 kmaly G{ asio ai

L 718-020-1262 ext 1211 or email rocasio@pssusa.org,

\ & g { ] & Y/ > & )SS h&d ii“‘]e
s - ge nerous grant from the Florence V. Burden Foundation, |
gﬁkﬁgﬁeeg ﬁ (}]3])()3’tL|l§il\g to create a brand new position and hifed Kim berly: keid
ervices -as its first Volunteer Services Manager. In addition 1o develof m% a-

‘comprehensive volunteer program for all of PSS’ centers and. .
an fielded nearly 200 inquiries and placed over 50 1 new vo!unmerﬁ

< adepartments, the volunteer prog

o this past }fear PSS now has over 100 active volunteers and continues to grow rapidly. Volu mte@r o

- :-'_;_';.oppijrtu ties range from:helping at senior centers to mentoring voung adults, zmd the;y canbe
- one-time activities like assisti ng w:th ho%wfay parlzas to lor 1g -term asstg}nm@r“ztg sud‘n as he!pmg
“with admr mfralwg tasi : :

-'-_Z'Z_F(:}r me:)se iﬁfos‘matlon plmse c,or‘asau i %_hﬁ_};ﬁériyfaf-?{ 8;58_543'_64{)_'{_;_'_r'"g:éz_ﬁé:i_l'- _}q’;@id@;ﬁésgs;i{)rg;

YASE? = ?he ﬁewes;i ?Sg m;tiatwe aims t{; havﬁ: a §a5§i§ng ;mpaizij {)n

?&m Iy &

Kinship _
Qareggvgy ih@ Bronx struggling with their. caregwer needs, wheth&r f@r ’t%ze R
Services éerly 0;* f{}r yoaih Ehey are- raismg - R

PSS has always relied on wonderful vulmmcrs However, ih'a nkstoa oo

A_wr;}rkmg aaregmg [ m‘grwhdmec‘i fzom cari ”n, s for h@r f;lderiv morm %Lsifmr;g wi th ("JE’mt’fl”‘%fla rea:;we% o

o assistance in app]ymg for Medicaid and homecare services ’md is provided w;?h r*zer;{i{,d resy Z)IH,
h{) mecare services, coumd ing, and caregiver su pport groups o S

» AL gra "1<§rm>‘i:her raismg her two school ag,@ci grandchildren in a Brony | '1()1T7Q|(:‘*i% f-;he ter readms out zo
o 5*:@ PSS Kinship Caregivers Su ipport Program for help, A PSS Caseworker, successfully secures for the
" -'_fzzn"*zli\f mih hcm% ing ;md support at t the PSS/WSF Qm ndparent Family Apartments, o

AR eld e:l\ caregiver for his wife with Parkinson’s disease discovers they are not eligible mr Me fic aid

1o can they afford private home care. He reaches out to the PSS Caregivers SLJpp(}r ngram and
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Thank you for the opportunity to discuss the issues of Caregiving for New York City’s Senior
Services. | am Matt Kudish, Senior Vice President of Caregiver Services at the Alzheimer’s
Association, New York City Chapter. Founded in 1978, the Chapter is one of seven statewide
and 83 nationally that deliver services and provide care and support, free of charge. The New
York City Chapter serves an estimated 500,000 New Yorkers—those with Alzheimer’s and

related disorders and their caregivers.

Alzheimer's is a progressive and fatal brain disease, mostly affecting the elderly, which threatens
to overwhelm the health care system, if we do not find a way of preventing, or hopefully curing
it one day. Approximately 5 million people in the United States are living with Alzheimer’s
disease — 5% reside in New York City. That number is expected to grow to as many as 16
million by mid-century. Every 67 seconds a person in the United States is diagnosed with
Alzheimer's disease and we expect by 2030 there will be 7 million people age 65 and older living
with Alzheimer's. The financial ramifications of the disease are daunting and currently cost

America $214 billion annually.

Today, an estimated 250,000 people in the New York City area, diagnosed with dementia or
Alzheimer’s disease, are living with losses that are unimaginable to those of us who do not suffer
from this illness. This debilitating disease not only robs persons with dementia (PWD) of their
memory but also causes problems with thinking and behavior severe enough to adversely impact
nearly every aspect of their daily lives. The PWD is no longer able to work, enjoy lifelong
hobbies or social life. The lives of their family members are profoundly affected as well. They
become increasingly isolated as their caregiving responsibilities escalate. Alzheimer’s and other

dementias are one of the leading causes of dependency and disability in older adults.

The Alzheimer's Association, NYC Chapter is on the front lines every day providing a wide
variety of educational and support programs including over 110 monthly support groups, the
MedicAlert® + Safe Return® Program, a 24-hour Helpline and Care Consultation services with
professional counselors all designed to assist caregivers, family members and persons with
dementia develop methods for successfully coping with this progressive and terminal illness. We

also train home care workers and others to better care for persons with dementia. A major focus
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for the Chapter is outreach to the Latino, Chinese, African-American, Russian, LGBT, and

Orthodox Jewish communities and other underserved and immigrant populations.
Today’s hearing is focused on providing support to New York City’s caregivers.

New York City’s population is aging rapidly. As of 2010 there are an estimated 1 million New
Yorkers over the age of 65, with that number set to rise in the coming years. With this aging
population, New York City must pay specific attention to the social and health concerns of
seniors, which include Alzheimer’s disease and related dementias, associated care requirements,

and caregiver support.

Caring for a relative with AD is an exhausting and demanding task, one that is often done out of
a deep sense of love, duty and filial obligation, but in many cases the relationships are fractured,
and there is deep resentment and frustration. Usually it is a mix of emotions, colored by bone-

tiring fatigue, and even the best intentioned caregiver quickly is drained of his or her emotional,
spiritual as well as financial resources. The physical effects of caring for a person with dementia

are well documented.

Our national report on Alzheimer’s disease and caregiving, 2014 Alzheimer’s Disease Facts and
Figures, shows that in 2013, 15.5 million caregivers provided an estimated 17.7 billion hours of
unpaid care to PWDs nationwide. This care is valued at $220.2 billion. The extensive,
specialized care requirements essential to the PWD can take a serious emotional and physical toll
on the caregiver. Caregivers are known to neglect their own health and needs as a result of their
responsibilities. This burdens caregivers with physical illness, depression, fatigue, and increased
medical expenses of their own. In 2013, Alzheimer’s caregivers had an additional $9.3 billion in

healthcare costs.!

At the NYC Chapter we have worked with many thousands of caregivers over the years and
there are countless stories to exemplify the impact of caregiving on one’s well-being. A man in
his 80s caring for his wife with Alzheimer’s disease, who is awoken in the middle of the night,
every night, by his frightened wife who is unsure of who he is and what he is doing in her bed.
When nothing he says calms her down, he is forced to leave the apartment and wait in the hall

! Alzheimer’s Association, 2014 Alzheimer’s Disease Facts and Figures, Alzheimer’s & Dementia, Volume 10,
Issue 2, page 30.
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for ten to fifteen minutes until he can re-enter, greeting his wife as if he has just returned home
from work in order to distract her and get them both back to sleep. A woman with Alzheimer’s
whose six children take turns using their vacation time to rotate their caregiving responsibilities
in order to ensure Mom is never alone and gets the care she deserves, never able to use their
vacation time for themselves. A man caring for his wife with dementia who ensures she makes it
to her regular doctor appointments. He is not a patient of this doctor, but the doctor notices he is
limping and asks if she can look at his leg only to find a wound so seriously infected that he
requires immediate hospitalization. When asked why he hadn’t sought medical assistance, he

shares that he can deal with his health issues later but that his wife needs him now.

Presently, New York City is unprepared to meet the needs of the estimated 250,000 persons
living with Alzheimer’s disease or other forms of dementia and their caregivers. Crisis for
Caregivers: Alzheimer’s Disease in New York City, a 2013 survey and report published by the
Alzheimer’s Association, New York City Chapter in partnership with the office of former
Manhattan Borough President, Scott Stringer shows the significant impact of Alzheimer’s
disease and related dementias on New York City and the inadequate support or awareness of

support provided to caregivers. Our findings revealed the following:

e Caregivers spend significant amount of time providing unpaid care to their family
member or friend each week, with 40 percent spending as many or more than 40 hours
per week providing unpaid care.

e A majority of respondents, two thirds, missed at least one day of work due to caregiving
responsibilities. Seventeen percent missed 21 days or more of work.

e Survey respondents are deeply dissatisfied with the level of services and support provided
to persons with Alzheimer’s disease in New York City and their caregivers. More than 95
percent of respondents believe there needs to be a citywide plan to address Alzheimer’s
disease and related dementias in New York City—both for persons with the disease and

their caregivers.

Persons with dementia, their families and caregivers face unique challenges when navigating
New York City services. It is critical to look at the experience of caring for a family member
with dementia through the lens of the caregiver, who is often emotionally and physically stressed

and cannot spare the time to search for assistance.
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To increase and improve access to New York City’s senior and caregiver services the

Alzheimer’s Association recommends the following action items:

e The New York City Council, Department of Health and Mental Hygiene and Department
for the Aging should consider making information on aging-related health conditions,
such as Alzheimer’s disease and dementia, more accessible through web and print media.
For example, the NYC DOHMH site should list Alzheimer’s disease and/or dementia
clearly on its “Health Topics A-Z” page.

e New York City should also produce a public awareness campaign to educate residents on
the signs of Alzheimer’s disease and dementia and where to turn for help, including
available services for caregivers, which are underutilized.

e New York City should promote the Department for the Aging’s Alzheimer’s and

Caregiver Resource Center and the Alzheimer’s Association 24-hour Helpline.

e Fund Caregiver Support Services $3 Million— Consistent with the recommendation from
CSCS. The only funding available for caregiver support services is through the federal
Older Americans Act. NYC needs to allocate funding because providing supportive
services for the caregiver is key to maintaining his or her own wellbeing and that of the
person with dementia.. This includes respite care, home care or a temporary placement, to
allow the caregiver to attend to daily chores, get their hair cut, attend a support groups,
education program or simply have some down time. Listening to caregivers and what
they identify as their needs is key. Connecting the caregiver to other services is also
important. Funding should be baselined.

The Alzheimer’s Association, New York City Chapter stands ready to provide expert guidance

and assistance in considering these matters.
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