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OVERSIGHT:

PROVIDING SUPPORT TO NEW YORK CITY’S CAREGIVERS
I. INTRODUCTION
On December 9, 2014, the Committee on Aging, chaired by Council Member Margaret Chin, will hold an oversight hearing entitled Providing Support to New York City’s Caregivers. Those invited to testify include representatives from the Department for the Aging (DFTA), service providers, and advocates. 
II. BACKGROUND
Every day, millions of people in New York State provide unpaid care for others who are unable to care for themselves due to a mental and/or physical impairment. New York ranks third in the nation for the highest total of informal caregivers.
 While there are different definitions of the term caregiver, it can apply to adult family members or other informal caregivers age 18 and older providing care to individuals 60 years of age and older; adult family members or other informal caregivers age 18 and older providing care to individuals of any age with Alzheimer’s disease and related disorders; grandparents and other relatives (not parents) 55 years of age and older providing care to children under the age of 18; and grandparents and other relatives (not parents) 55 years of age and older providing care to adults age 18-59 with disabilities.

 It is estimated that over four million caregivers in New York provide an estimated 2.68 billion hours of unpaid care per month.
 Caregivers in the aging services system include grandparents who care for their grandchildren, as well as adults who care for seniors. Approximately 85% of those individuals receiving assistance from a caregiver are aged 75 years or older, with an average age of 82.3 years.
 Individuals aged 75 years or older also make up nearly 25% of the population of caregivers.
 Over 6% of children in New York State live in grandparent-headed households.

The typical caregiver in the New York State aging services system is older, and provides more hours of care, than the national average. Nationally, the average caregiver is 46 years old and provides 21 hours of care per week.
 In New York, such an individual is typically a 64-year old female, with either a high school or some college education, who spends more than 40 hours a week providing care to her mother.
 Those caregivers served in New York caregiver support programs report an average of 62.6 hours a week providing care, 20 hours more than the national average.
  

Caregivers provide significant economic benefit to the city and state by performing a number of activities allowing those in their care to remain at home in the community. According to the New York State Office for the Aging (SOFA), unpaid caregivers provide the majority of all long-term care services to both older adults and individuals with disabilities.
 Such activities include, but are not limited to, 24-hours-a-day supervision, transportation, housekeeping, personal care, and financial management.
 The voluntary assistance that these individuals provide reduces public spending for long-term care supports and services with estimates of $25 billion in economic value to New York State.
 Many caregivers have stated that without the assistance of supportive caregiver programs, they would be forced to place those they are caring for institutional settings (such as nursing homes), which are largely supported through taxpayer-funded programs like Medicaid.
 
As New York City’s population continues to age, concerns are growing about the gap in caregiving that is likely to result. A 2013 report by the AARP found that based on New York’s population trends, the number of potential caregivers in the most common age for caregivers (45 to 64) for each individual in the high-risk ages of 80+ will decline from 6.6 in 2010 to 4.8 in 2030 and 3.5 in 2050.
 
III. CHALLENGES OF CAREGIVING
Caregivers face a wide-range of hurdles as they try to provide unpaid care for loved ones. Some of the most significant manifestations of these challenges occur in the workplace. Nearly six in ten caregivers (59 percent) work or have worked while providing elder care to family members.
 Because of caregiving responsibilities, two-thirds of workers have reported the need to re-arrange their work schedule, decrease their hours, or take unpaid leave in order to meet caregiving responsibilities.
 Working caregivers often must go into work late, leave early, or take time off during the day to provide care. Some are forced to take a leave of absence, switch from full-time to part-time work, refuse a promotion, quit their job, lose their benefits, or retire early.
  
This carries significant economic effects on both workers and businesses. As mentioned earlier, the typical caregiver in the New York aging services system is an older female with either a high school or some college education, thereby limiting the employment opportunities for many who may seek to re-enter the workforce. Nearly 20% of the caregiver population in New York reported household incomes below $20,000.
 A recent study found that the total estimated aggregate lost wages, pension, and Social Security benefits of these caregivers is nearly $3 trillion nationwide.
 Employment sacrifices due to caregiver needs therefore often have a crippling economic effect on these individuals and families. 
These pressures have significant health effects on caregivers as well. Employees providing eldercare are significantly more likely to report depression, hypertension, or pulmonary disease, regardless of age, gender, and work type.
 Demands on caregivers are associated with greater health risk behaviors, negative stress affecting performance in the work place, and difficulty in taking care of their own preventive health needs.

Businesses also suffer significantly from the demands on caregivers. One study placed the total loss to businesses nationally as a result of employee caregiver responsibilities at $33.6 billion per year.
 Employer health costs for this population are also higher, with an 8% differential in costs for employees with caregiving responsibilities compared with those who do not have such responsibilities (a cost of nearly $13.4 billion per year).
  


The pressures and challenges of caregiving fall particularly hard on women. Nationally, 61% of caregivers are women. Female caregivers provide more hours of care and a higher level of care than their male counterparts. While 26% of male caregivers report experiencing emotional stress as a result of caregiving, 40% of female caregivers experience such stress. A higher percentage of females (42%) are also given no choice in the matter of being a caregiver than males (34%). Female caregivers also suffer greater economic losses, with the cost impact of caregiving on the individual female caregiver (lost wages and Social Security benefits) equal to $324,044 (compared to $283,716 for men).
   
Caregiver responsibilities are further deepened by the significant health needs of those under their care. By far the most significant health condition among care receivers is Alzheimer’s disease or other dementia, with 75 percent of caregivers reporting that the person they were caring for suffered from this condition.
 The overwhelming majority of care receivers, 85 percent, have one or more functional impairments in such activities as taking a bath or shower, walking, and dressing, getting in or out of a bed or chair, getting around inside the home, using the toilet, and eating.
 79 percent have daily limitations in three or more of these activities.
 Significant numbers of caregivers reported that their care receivers cannot be left alone at home at all, or can only be left alone for short periods of time, needing repeated check-ins from their caregivers.
    
During emergencies, such as Hurricane Sandy, this reliance becomes even greater. The New York Academy of Medicine found several instances during Hurricane Sandy of informal caregivers who were unable to reach care recipients due to an inability to gain priority access to roads or gas during the fuel shortage.
 Problems with transportation and communication systems further disrupted caregiving activities.

IV. SUPPORT SERVICES FOR NEW YORK’S CAREGIVERS
Federal Government Services

The Federal Administration on Aging (AoA) within the U.S. Department of Health and Human Services administers several programs to support caregivers in the United States. The National Family Caregiver Support Program (NFCSP) was established in 2000 pursuant to the Older Americans Act (OAA).
 NFCSP provides grants to states and territories (based on their share of the 70+ population) to fund supports for family and informal caregivers who support their loved ones at home.
 Those eligible include: 1) adult family members or other informal caregivers age 18 and older providing care to individuals 60 years of age and older; 2) adult family members or other informal caregivers age 18 and older providing care to individuals of any age with Alzheimer’s disease and related disorders; 3) grandparents and other relatives (not parents) 55 years of age and older providing care to children under the age of 18; and 4) grandparents and other relatives (not parents) 55 years of age and older providing care to adults age 18-59 with disabilities.
 NFCSP grants support several types of services in states, including information to caregivers about available services, assistance in gaining access to these services, individual counseling, organization of support groups, and caregiver training, respite care, and supplemental services (on a limited basis).


For those individuals with Alzheimer’s disease and their caregivers, AoA runs the Alzheimer’s disease Supportive Services Program (ADSSP).
  ADSSP “supports the creation of responsive, integrated, and sustainable service delivery systems for individuals with ADRD and their family caregivers across the United States.”
 The program delivers supportive services and facilitates informational support, translates evidence-based models into community-level practice, and advances state initiatives toward coordinated systems of home and community-based care.
  
New York State Services


New York State’s Elder Law authorizes the director of the New York State Office for the Aging (SOFA), to the extent that appropriations are available, to establish and operate training and technical assistance programs, including caregiver resource centers, caregiver networks, and other support activities for informal caregivers.
 Duties pursuant to this law include developing and/or approving a curriculum for informal caregiving which considers an “array of personal needs and disabilities” and is “sensitive to ethnic and community characteristics,” providing technical assistance and training, and providing grants to appropriate organizations and groups to develop curricula. This year, the law was amended to require SOFA to develop guidelines for local area agencies (such as DFTA) to help provide information and assistance to individuals that they serve.
 Training and technical assistance encompasses knowledge of major health problems and diseases, mental and physical disabilities, and the aging process, as well as practical skills needed to provide support, financial management, and identification and utilization of available resources (benefits, entitlements, etc.).
 
SOFA operates the New York Elder Caregiver Support Program. The program assists informal caregivers (such as spouses, adult children, other family members, friends and neighbors) in their efforts to care for older persons who need help with everyday tasks.
 
Social adult day care programs are also authorized under state law to provide caregiver assistance. Depending on the needs of the participant, such programs may facilitate assistance which must include: informal caregiver support of the participant; the promotion of understanding of the condition of the participant, the contents of the service plan, and how to maximize at home the use of skills learned or relearned in the program; identifying sources of assistance to the informal caregiver and facilitating access to that assistance, including participation in support groups; facilitating respite; and other relevant assistance.
  
New York City Services

New York City has identified caregiving and long-term care as a component of its Age-Friendly NYC agenda. The partnership of the Mayor, City Council, and New York Academy of Medicine identified several initiatives concerning caregivers.
 These included: 1) providing counseling and support services to grandparents raising grandchildren; 2) expanding educational materials and supports available to family caregivers; 3) exploring policies that would allow more New Yorkers to take family leave when needed; 4) conducting outreach and workshops on long-term care and caregiving resources for employers; and 5) expanding training opportunities and other supports for paid caregivers.

DFTA has established two resource centers for caregivers. The Alzheimer’s and Caregiver Resource Center provides free and confidential services such as individual assessments, referrals to medical diagnostic centers, community-based services and support groups, education and training, entitlement counseling, assistance with the nursing home placement process, and information on housing alternatives (assisted living, enriched housing, etc.), and is staffed with experts in dementia and long-term care issues.
 
DFTA also operates the Grandparent Resource Center (GRC). Approximately 100,000 New Yorkers are grandparent caregivers, meaning grandparents who are raising their grandchildren or other young relatives in the absence of their birth parents.
 The GRC, established in 1994, provides supportive services to these older adults, such as referrals to community-based organizations throughout the city, several publications, and technical assistance to individuals and organizations providing services to grandparent caregivers.
 The Center also sponsors a network for grandparent support group facilitators to exchange ideas, collaborate on events, and receive specialized training.
 

According to DFTA’s September 2014 annual plan, the GRC has worked in various communities, including with African-American religious leaders on HIV-AIDS issues, and on LGBTQ Sensitivity Training for grandparent caregivers.
 DFTA has pledged further outreach to grandparent caregivers in immigrant communities, including Latino, African, Caribbean, and Russian families.
 The GRC also announced that it is collaborating with other city agencies and community leaders to engage grandparent caregivers of children under 18 living in NYCHA developments. The GRC plans to create and form sites on a rolling basis at the 15 designated NYCHA developments in the NYCHA Anti-Violence Initiative, first in the Bronx, and then in Manhattan, Queens, Brooklyn, and Staten Island.
 
Finally, the GRC has partnered with Cornell University Cooperative Extension NYC on the “Parenting the Second Time Around” (PASTA) Project.
 The project is designed to introduce grandparents and other relative caregivers to information, skills, and resources to assist them in providing effective care, based on the PASTA curriculum, which has been used in other areas of New York State and nationally. Goals of the project include strengthening communication skills, identifying new resources, and educating grandparent caregivers on the new federal nutritional guidelines.
 GRC and Cornell have written a proposal to work with Spanish-speaking caregivers as well.
 
In addition to these resource centers, DFTA also funds caregiver programs in communities across the city, including two in the Bronx, two in Brooklyn, three in Manhattan, three in Queens, and one on Staten Island.

DFTA has, over the past few years, reported on the number of caregivers who receive counseling, information, respite and/or assistance with entitlements, benefits, or other aging services, both through direct DFTA services and DFTA’s contracted providers. The number of caregivers has been subject to changes in the methodology of reporting. In FY 2009, DFTA reported that 7,746 caregivers received direct casework services or training through its Alzheimer's and Long-Term Care Unit and Grandparent Resource Center, and 6,414 caregivers received supportive services through DFTA's contracted providers.
 Beginning with the FY 2012 Mayor’s Management Report (MMR) DTFA revised its method for tracking the number of caregivers it serves directly and through contracted providers. In FY 2013, 3,692 caregivers received direct casework services or training and 7,737 caregivers received supportive services through DFTA's contracted providers.
  DFTA consolidated the reporting of caregiver support indicators in the FY 2014 MMR and now reports a combined, unduplicated count of all caregivers who receive direct services and DFTA provider services and its providers. In FY 2014 it was reported that 9,296 caregivers received caregiver services.
 

DFTA’s Adopted FY 2015 Budget allocated approximately $4 million for caregiver services.
 The Council distributed approximately $649,250 in additional discretionary funding to organizations which provided services for caregivers.
 
V. CONCLUSION
As New York City’s population continues to age, greater numbers of older adults will need caregiving support, both for the care they provide to others and the care they themselves receive from loved ones. The Committee on Aging intends to explore relevant services, including those currently administered by DFTA as well as by community-based groups, and to gather ideas from advocates and service providers on how New York City can further ease the burdens of caregiving. 
� New York State Family Caregiver Council, Supporting and Strengthening Caregivers in New York State 2 (2009), available at � HYPERLINK "http://www.aging.ny.gov/ReportsAndData/CaregiverReports/InformalCaregivers/FamilyCaregiverCouncilReport.pdf" �http://www.aging.ny.gov/ReportsAndData/CaregiverReports/InformalCaregivers/FamilyCaregiverCouncilReport.pdf� 


� U.S. Department of Health and Human Services, Administration on Aging, National Family Caregiver Support Program, � HYPERLINK "http://www.aoa.acl.gov/AoA_Programs/HCLTC/Caregiver/index.aspx" �http://www.aoa.acl.gov/AoA_Programs/HCLTC/Caregiver/index.aspx� (last accessed November 25, 2014)


� AARP, Council for Senior Centers and Services  and New York State Caregiving & Respite Coalition, Caregivers in Crisis: Why New York Must Act 1 (November 2013) 


� Id.


� Id.


� New York State Family Caregiver Council, supra note 1, at 2.


� Id. at 2. 


� Id. 


� Id. at 3. 


� New York State Office for the Aging, Sustaining Informal Caregivers New York State Caregiver Support Programs Participants Survey 17 (2009), available at  � HYPERLINK "http://www.aging.ny.gov/ReportsAndData/CaregiverReports/InformalCaregivers/SustainingInformalCaregiversPOMPSurveyReport.pdf" �http://www.aging.ny.gov/ReportsAndData/CaregiverReports/InformalCaregivers/SustainingInformalCaregiversPOMPSurveyReport.pdf� 


� New York State Family Caregiver Council, supra note 1, at 3. 


� Id. 


� AARP, et al., supra note 2, at 1. 


� Redfoot, Donald, Feinberg, Lynn and Ari Hauser, The Aging of the Baby Boom and the Growing Care Gap: A Look at Future Declines in the Availability of Family Caregivers 9, AARP Public Policy Institute (August 2013), available at � HYPERLINK "http://www.aarp.org/content/dam/aarp/research/public_policy_institute/ltc/2013/baby-boom-and-the-growing-care-gap-insight-AARP-ppi-ltc.pdf" �http://www.aarp.org/content/dam/aarp/research/public_policy_institute/ltc/2013/baby-boom-and-the-growing-care-gap-insight-AARP-ppi-ltc.pdf� 


� New York State Family Caregiver Council, supra note 1, at 3.


� Id. at 4. 


� Id. 


� Id. at 2.


� MetLife Mature Market Institute, National Alliance for Caregiving and Center for Long Term Research and Policy at New York Medical College, The MetLife Study of Caregiving Costs to Working Caregivers: Double Jeopardy for Baby Boomers Caring for their Parents 2 (June 2011), available at � HYPERLINK "https://www.metlife.com/assets/cao/mmi/publications/studies/2011/Caregiving-Costs-to-Working-Caregivers.pdf" �https://www.metlife.com/assets/cao/mmi/publications/studies/2011/Caregiving-Costs-to-Working-Caregivers.pdf� 


� MetLife Mature Market Institute, National Alliance for Caregiving and University of Pittsburgh Institute on Aging, The MetLife Study of Working Caregivers and Employer Health Care Costs: New Insights and Innovations for Reducing Health Care Costs for Employers 5 (February 2010), available at � HYPERLINK "https://www.metlife.com/assets/cao/mmi/publications/studies/2010/mmi-working-caregivers-employers-health-care-costs.pdf" �https://www.metlife.com/assets/cao/mmi/publications/studies/2010/mmi-working-caregivers-employers-health-care-costs.pdf� 


� Id. 


� MetLife Mature Market Institute, and National Alliance for Caregiving, The MetLife Caregiving Cost Study: Productivity Losses to U.S. Business (2006), available at � HYPERLINK "https://www.metlife.com/assets/cao/mmi/publications/studies/mmi-caregiver-cost-study-productivity.pdf" �https://www.metlife.com/assets/cao/mmi/publications/studies/mmi-caregiver-cost-study-productivity.pdf� 


� MetLife Mature Market Institute, et al., supra note 19, at 5. 


� MetLife Market Institute, et al., supra note 18, at 2. 


� New York State Family Caregiver Council, supra note 1, at 2.


� Id.


� Id.


� Id. at 3. 


� The New York Academy of Medicine, Resilient Communities: Empowering Older Adults in Disasters and Everyday Life 37 (July 2014), available at � HYPERLINK "http://www.nyam.org/news/docs/pdf/Resilient_Communities_Report_Final.pdf" �http://www.nyam.org/news/docs/pdf/Resilient_Communities_Report_Final.pdf� 


� Id. 


� U.S. Department of Health and Human Services, Administration on Aging, National Family Caregiver Support Program, � HYPERLINK "http://www.aoa.acl.gov/AoA_Programs/HCLTC/Caregiver/index.aspx" �http://www.aoa.acl.gov/AoA_Programs/HCLTC/Caregiver/index.aspx� (last accessed November 25, 2014)


� Id. 


� Id. 


� Id. 


� U.S. Department of Health and Human Services, Administration on Aging, Alzheimer’s Disease Supportive Services Program, � HYPERLINK "http://www.aoa.acl.gov/AoA_Programs/HPW/Alz_Grants/index.aspx" �http://www.aoa.acl.gov/AoA_Programs/HPW/Alz_Grants/index.aspx� (last accessed November 25, 2014) 


� Id.


� Id. 


� N.Y.S. Elder Law, § 206(1). 


� Id. at 206(3)(a). 


� Id. at 206(3)(b).


� New York State Office for the Aging, Programs and Services: New York Elder Caregiver Support Program, � HYPERLINK "http://www.aging.ny.gov/NYSOFA/Services/Index.cfm?id=CSVCS" �http://www.aging.ny.gov/NYSOFA/Services/Index.cfm?id=CSVCS� (last accessed November 25, 2014)


� 9 N.Y. Comp. Codes R. & Regs. 6654.20


� N.Y.C. Office of the Mayor, New York City Council and New York Academy of Medicine, 59 Initiatives: Age-Friendly NYC 2013 Progress Report 16-17, available at � HYPERLINK "http://www1.nyc.gov/assets/home/downloads/pdf/press-releases/2013/Age-friendly%202013%20Update%20Report.pdf" �http://www1.nyc.gov/assets/home/downloads/pdf/press-releases/2013/Age-friendly%202013%20Update%20Report.pdf� 


� Id. 


� N.Y.C. Department for the Aging, Alzheimer’s and Caregiver Resource Center, � HYPERLINK "http://www.nyc.gov/html/dfta/html/caregiver/alzheimer.shtml" �http://www.nyc.gov/html/dfta/html/caregiver/alzheimer.shtml� (last accessed November 25, 2014)


� N.Y.C. Department for the Aging, Grandparent Resource Center,  � HYPERLINK "http://www.nyc.gov/html/dfta/html/caregiver/grandparents.shtml" �http://www.nyc.gov/html/dfta/html/caregiver/grandparents.shtml� (last accessed November 25, 2014) 


� N.Y.C. Department for the Aging, Grandparent Resource Center: A Helping Hand, available at � HYPERLINK "http://www.nyc.gov/html/dfta/downloads/pdf/publications/grc_helping_hand.pdf" �http://www.nyc.gov/html/dfta/downloads/pdf/publications/grc_helping_hand.pdf� 


� Id. 


� N.Y.C. Department for the Aging, Annual Plan Summary April 1, 2015-March 31, 2016 24 (September 2014)


� Id. 


� Id.


� Id. at 22.


� Id.


� Id.


� N.Y.C. Department for the Aging, Senior Services: Caregiver, � HYPERLINK "https://a069-webapps12.nyc.gov/egovt/services/service_result.cfm" �https://a069-webapps12.nyc.gov/egovt/services/service_result.cfm� (last accessed November 26, 2014) 


� N.Y.C. Mayor’s Office of Operations, The Mayor’s Management Report Fiscal 2011 46 (2011) available at � HYPERLINK "http://www.nyc.gov/html/ops/downloads/pdf/mmr/0911_mmr.pdf" �http://www.nyc.gov/html/ops/downloads/pdf/mmr/0911_mmr.pdf� (last accessed December 4, 2014)


� N.Y.C. Mayor’s Office of Operations, The Mayor’s Management Report Fiscal 2013 116 (2013) available at � HYPERLINK "http://www.nyc.gov/html/ops/downloads/pdf/mmr2013/2013_mmr.pdf" �http://www.nyc.gov/html/ops/downloads/pdf/mmr2013/2013_mmr.pdf� (last accessed December 4, 2014) 


� N.Y.C. Mayor’s Office of Operations, The Mayor’s Management Report Fiscal 2014 173 (2014) available at � HYPERLINK "http://www.nyc.gov/html/ops/downloads/pdf/mmr2014/2014_mmr.pdf" �http://www.nyc.gov/html/ops/downloads/pdf/mmr2014/2014_mmr.pdf�  (last accessed December 4, 2014) 


� N.Y.C. Office of Management and Budget, FY 2015 Budget Function Analysis (June 27, 2014), available at � HYPERLINK "http://www.nyc.gov/html/omb/downloads/pdf/adopt14_bfa.pdf" �http://www.nyc.gov/html/omb/downloads/pdf/adopt14_bfa.pdf� (last accessed December 8, 2014) 


� The Council of the City of New York, Fiscal Year 2015 Adopted Expense Budget Adjustment Summary/Schedule C (June 25, 2014), available at � HYPERLINK "http://council.nyc.gov/downloads/pdf/budget/2015/FY15%20Schedule%20C%20Template%20-%20Final.pdf" �http://council.nyc.gov/downloads/pdf/budget/2015/FY15%20Schedule%20C%20Template%20-%20Final.pdf� 





