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INTRODUCTION
On February 5, 2020, the Committee on Aging, chaired by Council Member Margaret Chin, will hold an oversight hearing on the Unpaid Caregivers Comprehensive Plan and Report Follow Up. Representatives from the New York City Department for the Aging (DFTA), aging advocates, and other members of the public have been invited to testify.
BACKGROUND 
Based on a survey conducted by DFTA in 2017, citywide, there are more than 900,000 unpaid caregivers, also known as informal caregivers or family caregivers, providing support for someone with whom they have a personal relationship.[footnoteRef:1] Caregivers can provide assistance with a range of supportive tasks, often daily, to care recipients, including buying groceries, cooking, cleaning, and providing transportation; helping the care receiver dress, bathe, and take medicine; handling finances and other legal matters; and being a companion or, usually, unpaid aide nearly 24/7.[footnoteRef:2] These caregivers include adult children providing care for a parent, partners and spouses caring for a loved one, and grandparents raising their grandchildren.[footnoteRef:3] In New York City (NYC), most caregivers are women and at least 50 years old, and more than 50 percent of NYC caregivers provide at least 30 hours of care each week.[footnoteRef:4]  [1:  A Survey of Informal Caregivers in New York City, NYC Department for the Aging, 2017, available at https://www1.nyc.gov/assets/dfta/downloads/pdf/reports/UnpaidCaregivers2017.pdf at p. 2.]  [2:  Caregiving 101: On Being a Caregiver, Family Caregiver Alliance, available at https://www.caregiver.org/caregiving-101-being-caregiver. ]  [3:  A Survey of Informal Caregivers in New York City, NYC Department for the Aging, 2017, available at https://www1.nyc.gov/assets/dfta/downloads/pdf/reports/UnpaidCaregivers2017.pdf at p. 1.]  [4:   Id.] 

Critically, researchers predict that in the future, there will not be enough unpaid caregivers available to support the City’s increasing older adult population. Today, there are more than 1.1 million adults over age 65 residing in NYC and by 2040 this population is projected to surpass 1.4 million.[footnoteRef:5] The American Association for Retired Persons (AARP) reported that in 2010, there were 7.2 available caregivers to every older adult in need of care; however, by 2030 there will be just four available caregivers to every older adult.[footnoteRef:6] Additionally, the number of grandparents caring for their grandchildren is increasing. According to the Pew Research Trusts, nationwide, the number of children whose grandparents were their primary caregiver increased from 2.5 million to 2.9 million from 2005 to 2015 respectively.[footnoteRef:7] [5:  Aging with Dignity: A Blueprint for Serving NYC’s Growing Senior Population, NYC Comptroller Office, Mar. 2017, available at https://comptroller.nyc.gov/wp-content/uploads/documents/Aging_with_Dignity_A_Blueprint_for_Serving_NYC_Growing_Senior_Population.pdf at p. 4.]  [6:  Feinberg, Lynn, Ari Houser, and Donald Redfoot. The Aging of the Baby Boom and the Growing Care Gap: A Look at Future Declines in the Availability of Family Caregivers, AARP, 2013, available at https://www.aarp.org/content/dam/aarp/research/public_policy_institute/ltc/2013/baby-boom-and-the-growing-care-gap-in-brief-AARP-ppi-ltc.pdf.]  [7:  Wiltz, Teresa, Why More Grandparents are Raising Children, Stateline, The Pew Research Trusts, Nov. 2, 2016, available at https://www.pewtrusts.org/en/research-and-analysis/blogs/-stateline/2016/11/02/why-more-grandparents-are-raising-children.  ] 

Challenges Faced by Caregivers
	Caregiving can have a negative impact on the mental, emotional, and physical well-being of individuals providing care. As reported by the National Center on Caregiving, caregivers experience higher levels of depression and mental health issues than non-caregivers, and they endure high levels of frustration and stress.[footnoteRef:8] Additionally, caregivers have increased rates of physical ailments, a higher likelihood to develop serious sickness, and high levels of body pain and obesity. [footnoteRef:9]  [8:  Caregiving Health, National Center on Caregiving, available at https://www.caregiver.org/caregiver-health. ]  [9:  Id. ] 

In addition to the negative impacts caregiving has on the physical, emotional, and mental wellbeing of those providing care, caregiving also negatively affects many caregivers’ financial well-being, particularly those caregivers who come from low-income backgrounds.[footnoteRef:10] According to an AARP study of caregivers supporting individuals aged 18 and above, unpaid caregivers with an annual salary of less than $32,500 spend an average of 44 percent of their income on caregiving.[footnoteRef:11] The study also found that 78 percent of caregivers experience out of pocket (OOP) costs due to caregiving expenses, with caregivers spending nearly 20 percent of their income on OOP.[footnoteRef:12]  [10:  Chuck Rainville, Laura Skufca, and Laura Mehegan, Family Caregiving and Out-of-Pocket Costs: 2016 Report, AARP, 2016, available at https://www.aarp.org/content/dam/aarp/research/surveys_statistics/ltc/2016/family-caregiving-costs.doi.10.26419-2Fres.00138.001.pdf. ]  [11:  Id. at 21.]  [12:  Id.] 

Federal and State Efforts to Support Unpaid Caregivers
The federal Older Americans Act (OAA) includes the National Family Caregiver Support Program (NFCSP), which provide grants to states for services that support unpaid caregivers as they support a loved one.[footnoteRef:13] NFCSP includes unpaid caregivers providing care for the following populations: [footnoteRef:14] [13:  National Family Caregiver Support Program, Administration for Community Living, available at https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program.]  [14:  Id.] 

· Adult family members or other unpaid, 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
· Older relatives (not parents) age 55 and older providing care to children under the age of 18; and
· Older relatives, including parents, age 55 and older providing care to adults ages 18-59 with disabilities	

While recent data is limited, in fiscal year 2014, over 700,000 caregivers nationally received services through the NFCSP, including access to assistance services, counseling and training services, and respite care services.[footnoteRef:15] [15:  Id.] 

In New York, New York State’s Department of Health funds and oversees an Alzheimer’s Caregiver Support Initiative (ASCSI) that support caregivers and people with dementia.[footnoteRef:16] This $25 million five year grant initiative[footnoteRef:17] provides community support to unpaid caregivers and those receiving care, while supporting the medical system to offer early diagnoses, quality care management, and connections to community services.[footnoteRef:18] [16:   NYS Department of Health, available at https://www.health.ny.gov/health_care/medicaid/redesign/mrt8004/docs/eval_rpt_y1.pdf  at p. 6.]  [17:  Id.]  [18:  Id.] 

Funding and Contracts to Support Unpaid Caregivers
DFTA has contracted with community based organizations (CBOs) since 2001 to provide services under the NFCSP, which receives core funding through Title III-E of the OAA.[footnoteRef:19] DFTA’s Fiscal 2020 and 2021 budgets include approximately $8.1 million for caregiver support services, after $4 million in City tax-levy funding was baselined for caregivers programs in Fiscal 2018.[footnoteRef:20]  [19:  See National Family Caregiver Support Program, Administration for Community Living, https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program. ]  [20:  Report to the Committee on Finance and the Committee on Aging on the Fiscal 2019 Executive Budget, NYC Department for the Aging, May 7, 2018.] 

DFTA released a new RFP for Caregiver Services Programs in November 2018.[footnoteRef:21] The contract term began on the first day of Fiscal 2020 and concludes on the last day of Fiscal 2022.[footnoteRef:22] Subcontracting is permitted under the RFP, however all subcontractors are subject to DFTA approval. The maximum annual available funding for catchment areas ranges from $500,000 to $850,000.[footnoteRef:23] [21:  See Caregiver Services Program, NYC Department for the Aging, June 14, 2018, available at https://www1.nyc.gov/assets/dfta/downloads/pdf/community/CaregiverServicesProgramConceptPaper061418.pdf; Procurement Information, NYC Department for the Aging, https://www1.nyc.gov/site/dfta/community-partners/procurement-information.page.]  [22:  Information from the NYC Council Finance Division.]  [23:  Id.] 

DFTA oversees and contracts with 11 CBOs operating caregiver support programs across the five boroughs, an increase of one CBO, Neighborhood SHOPP, from the previous set of contracted providers.[footnoteRef:24]  [24:  Id.] 


Current Caregiving Contracted Providers (Fiscal 2020-22) [footnoteRef:25] [25:  Accessed via NYC Open Data, Jan. 15, 2020.] 

	Program Name
	Sponsor Name
	Borough

	PSS Caregiver Support Program
	Presbyterian Senior Services  
	Bronx

	NSHOPP Caregivers
	The Neighborhood Self-Help By Older Persons Projec
	Bronx

	JASA Brooklyn Caregiver Respite Program
	The Jewish Association For Services For The Aged 
	Brooklyn

	Heights And Hill Caregiver Program
	Heights And Hills, Inc. 
	Brooklyn

	Lenox Hill Caregivers
	Lenox Hill Neighborhood House Inc. 
	Manhattan

	WQCN At Sunnyside Community Services
	Sunnyside Community Services Inc. 
	Queens

	Caregiver Program Of Snap
	Services Now For Adult Persons Inc. 
	Queens

	JCC of SI Caregiver Services
	Jewish Community Center Of Staten Island Inc.
	Staten Island

	HMH Caregiver Services Citywide
	Hamilton Madison House Inc.
	Citywide

	Partners In Caring At SAGE
	Services and Advocacy for Gay, Lesbian, Bisexual And Transgender Elders
	Citywide

	Visions Caregiver Program
	Visions/Services For The Blind And Visually Impaired
	Citywide



DFTA convened contracted providers in December 2019 and is beginning to develop new caregiving standards to standardize case notes and other elements of the caregiving program.
Services for family caregivers include: information and referral, assistance in accessing benefits and entitlements, peer support, individual counseling, respite care, and supplemental services such as the provision of canes and assistive devices for vision-impaired caregivers.[footnoteRef:26] DFTA also operates the Alzheimer’s and Caregiver Resource Center and the Grandparents Resource Center (GRC).[footnoteRef:27] The GRC has, since 1994, provided advocate and care assistance, as well as referrals to CBOs for a range of preventive, legal, financial, educational, and counseling services.[footnoteRef:28] [26:  Id.]  [27:  Annual Plan Summary April 1, 2019-March 31, 2020, NYC Department for the Aging, Sept. 2018, available at https://www1.nyc.gov/assets/dfta/downloads/pdf/reports/DFTAAnnualPlanSummary2018.pdf. ]  [28:  Id.] 

According to the Fiscal 2020 PMMR, DFTA served 11,399 people with information and/or supportive services through DFTA's in-house and contracted caregiver programs in Fiscal 2019.[footnoteRef:29] When comparing the four-month actuals from Fiscal 2019 and 2020, DFTA served 4,829 people in the first four months of Fiscal 2019 and 5,545 over the same period in Fiscal 2020, an increase of nearly 15 percent.[footnoteRef:30]  [29:  Fiscal 2020 Preliminary Mayor’s Management Report, NYC Department for the Aging, available at  . ]  [30:  Id.] 

Unpaid Caregivers in New York City: 2018 Report
Local Law 97 of 2016
In 2016, the Council passed Local Law 97 of 2016, which required DFTA to develop and conduct a survey of unpaid caregivers and providers offering unpaid caregiving services in the city. The purpose of this survey was to collect information about unpaid caregivers and caregiving service providers to better understand the landscape of unpaid caregiving, including availability, accessibility, and utilization of programs and services, as well as issues and challenges facing individual unpaid caregivers and unpaid caregiving services in general.[footnoteRef:31]  [31:  Local Law 97 of 2016.] 

Six months after the completion of the survey, the local law required DFTA to deliver a comprehensive plan to address the needs of unpaid caregivers within the city. Beginning two years following the submission of the plan to the Council and the Mayor, the law requires DFTA to submit a report detailing progress on the recommendations, initiatives, and priorities suggested by the plan.[footnoteRef:32] This follow up report is to be updated and re-submitted every five years thereafter and the unpaid caregiver plan itself is to be revisited and revised approximately every four years after its initial submission.[footnoteRef:33] The first follow up report was submitted to the Council in November 2019. [32:  Id.]  [33:  Id.] 

A Survey of Informal Caregivers in New York City, 2017
	In 2017, DFTA submitted a report to the Council titled A Survey of Informal Caregivers in New York City. The report delivers the findings of the survey conducted pursuant to Local Law 97 of 2016. According to the report, the survey, or study, was the first of its kind to examine the extent to which unpaid caregivers’ needs are met in NYC and was conducted for the purpose of identifying obstacles and barriers facing unpaid caregivers and areas in which the City can help improve services for these individuals.[footnoteRef:34] The study was designed by DFTA and the Mayor’s Office for Economic Opportunity, with input from the Administration for Children’s Services (ACS), the Mayor’s Office for People with Disabilities (MOPD), and community stakeholders, including AARP.[footnoteRef:35] [34:  A Survey of Informal Caregivers in New York City, NYC Department for the Aging, 2017, available at https://www1.nyc.gov/assets/dfta/downloads/pdf/reports/UnpaidCaregivers2017.pdf. ]  [35:  Id. at 1.] 

	The survey, in particular, looked at three specific groups of unpaid caregivers: 1) adults caring for family member(s) aged 60 or over, including adults with Alzheimer’s disease or other dementia; 2) grandparents or other older relatives who are the primary caregivers of children under 18; and 3) adults caring for individuals with disabilities between the ages of 18 and 59.[footnoteRef:36] [36:  Id. at 1.] 

Key highlights from the survey include the following findings:[footnoteRef:37]	 [37:  Id. at 2] 

All Caregiver Groups
· A majority of caregivers are women and at least 50 years old
· More than half of caregivers provide at least 30 hours of care each week 
· At least one-third of each caregiver group struggles financially
· Information about available services is in the top three most needed services for all caregiver types
· One of the services with the highest levels of unmet need was respite care—at least one in four caregivers from each group need, but do not receive it
· Two of the most prevalent barriers to obtaining services are lack of knowledge regarding available services and income/financial limitations
Caregivers of Older Adults
· Over three-quarters were 55 or older
· About half cannot make ends meet or barely manage to get by
· Less than half are employed
· Of those employed, more than two-thirds say caregiving affected their job
· About two in five spend 40 or more hours a week providing care

Kinship Caregivers
· About three in four foster care kinship caregivers (ACS caregivers) are under 65 years old, while nearly two-thirds of non-foster care kinship caregivers (GRC caregivers) are 65 or older
· One-third of ACS caregivers say they cannot make ends meet or barely manage to get by, a statistic that jumps to about 7 in 10 for GRC caregivers
· A majority of ACS caregivers work, while nearly three-quarters of GRC caregivers are retired
· A majority of employed kinship caregivers say caregiving affected their job
· A majority of kinship caregivers provide at least 40 hours of care each week

Caregivers of Adults with Disabilities
· About two-thirds are at least 50 years old
· A majority are employed either full-time or part-time
· Of those employed, three in four say caregiving affected their job
· About half say they cannot make ends meet or barely manage to get by
· About two in five spend at least 40 hours a week providing care

Based on the findings of this survey, as well as feedback from multiple agencies and advocates, the City created a steering committee to review the survey results and issue recommendations to better serve the City’s unpaid caregivers.[footnoteRef:38] The committee consisted of representatives from: DFTA, ACS, MOPD, the Office of Management and Budget, and other City agencies, as well as members of the Council and external stakeholders.[footnoteRef:39] [38:  Id. at 28.]  [39:  Id. at 28.] 





A Plan to Support Unpaid Caregivers in New York City, 2018
	In 2018, DFTA submitted to the Council a report titled A Plan to Support Unpaid Caregivers in New York City, pursuant to Local Law 97 of 2016. The eight page report issued seven recommendations for the purpose of envisioning “a future in which caregivers in New York City: identify as caregivers, know what services are available and where to find them, and feel supported in balancing their work and personal lives with caregiving responsibilities.”[footnoteRef:40] [40:  A Plan to Support Unpaid Caregivers in New York City, NYC Department for the Aging, 2018.] 

	The report’s recommendations, informed by the findings of the 2017 survey, included the following:[footnoteRef:41]  [41:  Id.] 

1. Leverage and expand awareness about existing resources for caregivers
This recommendation comes because although the City has made investments in caregiver
support and has added additional funding to existing programs, many caregivers do not seem to know about services that are available to them. “To make services and information easier to find,” the report suggests, “the working group advises exploring strategies to help more caregivers access information about caregiving and the services available to them. These strategies could include efforts to make the process of locating services quicker and easier...”[footnoteRef:42]  [42:  Id.] 

Specifically, the working group advises that “[t]he City should seek to limit the number of steps between when a caregiver reaches out and is connected with the information or services they require.”[footnoteRef:43] Additionally, the working group suggests “leveraging several existing touchpoints within City agencies not overtly associated with caregiving,” to disseminate such information or services, such as the Department of Education, and Health + Hospitals.[footnoteRef:44] [43:  Id. at 4.]  [44: Id.] 

2. Encourage New Yorkers to identify as caregivers
The working group’s second recommendation suggests developing an outreach plan to
Raise awareness about the challenges caregivers face and the services that may alleviate those challenges. The goal of this plan would be to “help more people recognize themselves as caregivers and empower New Yorkers to take the next step toward finding and obtaining services.”[footnoteRef:45] [45:  Id.] 

3. Educate caregivers about best practices and techniques for providing care
The working group writes that “[a] lack of training and education can make caregivers feel 
overwhelmed or helpless. Training, formal or informal, has the potential to alleviate stress as well as provide a measure of financial relief, particularly if caregivers can be trained to do something they had previously hired a professional to do.”[footnoteRef:46] This recommendation suggests creating more trainings for NYC caregivers and better connecting them to trainings already available through programs such as Parenting the Second Time Around and THRIVE NYC’s Mental Health First Aid training.[footnoteRef:47] [46:  Id. at 5.]  [47:  Id.] 

4. Help caregivers access affordable transportation
According to results of the 2017 survey, transportation was one of the areas in which
caregivers most frequently experienced difficulties. Often, caregivers, particularly those taking care of older adults, felt transportation options available to them were limited and impractical.[footnoteRef:48] Although some programs exist to help, including the Taxi and Limousine Commission’s accessible dispatch, cost for these services is still a barrier to many caregivers. Thus, the working group suggests increasing affordable transportation options as one of the most effective ways of benefitting caregivers.  [48:  Id.] 

5. Support legislation that benefits unpaid caregivers
The report suggests that the Administration should take an active role in advocating
for legislation or policy initiatives that would support NYC’s unpaid caregivers.[footnoteRef:49] [49:  Id. at 6.] 

6. Continue a working group focused on caregivers
The working group also suggests that a working group on caregivers continue to exist 
within the City in order to support and coordinate efforts for the City’s large caregiving population.[footnoteRef:50] [50:  Id.] 

7. Communicate affordable housing efforts and opportunities to caregivers
The final recommendation in the report is to explore opportunities to improve or expand 
senior affordable housing and assisted-living communities, as well as communicating those efforts and opportunities to caregivers.[footnoteRef:51]  [51:  Id.] 

Issues and Concerns
	Although the working group’s recommendations provide a general basis for developing a strategy in this area going forward, the report is hardly comprehensive. While the 2017 survey provided nearly 30 pages of data and analysis, the resulting report was fewer than ten pages and enumerated only seven recommendations total. The recommendations themselves were broad in nature and provided only a few concrete examples of next steps the City could and should be taking and how those initiatives and programs would specifically benefit caregivers and caregiving spaces. In fact, it is unclear how the last recommendation, regarding affordable housing opportunities for seniors, relates to caregivers at all. 
Further, the report does not explain how the working group arrived at these recommendations in particular and prioritized them over other recommendations they might have had. It provides no outline of how the City should be implementing these recommendations and does not give any timeline for actions needed or analysis of how the caregiving space might expect to be transformed if the City does take steps to bolster these general areas of concern.
	The Committee thus expresses concern at the brief, general nature of this comprehensive plan and hopes to develop a fuller plan, with concrete steps and a timeline, with DFTA. 
Local Law 97 Caregiver Survey: A Progress Report 2019
	In November 2019, pursuant to Local Law 97, DFTA submitted to the Council a progress report following the Survey on Informal Caregivers and Plan to Support Unpaid Caregivers. The 2019 progress report emphasizes that the three key findings from the 2017 survey were: 1) need for respite care; 2) need for more information about available resources; and 3) need for transportation assistance for both caregivers and care receivers.[footnoteRef:52] Based on these findings and the recommendations from the 2018 comprehensive plan, DFTA has continued working to improve conditions for caregivers in the City. Highlights from the progress report include that DFTA has:[footnoteRef:53]  [52:  Local Law 97 Caregiver Survey: A Progress Report 2019, NYC Department for the Aging, at p. 2-4.]  [53:  Local Law 97 Caregiver Survey: A Progress Report 2019, NYC Department for the Aging, at p. 1.] 

· Broadened its outreach and education efforts through various avenues, such as media campaigns to help caregivers self-identify and link with available services
· Expanded respite services through the $4 million added and baselined to the FY 2018 budget by the Administration, which doubled the Caregiver Program respite budgets
· Developed ongoing relationships with hospitals for information and referral purposes
· Expanded the number of contracted Caregiver programs
· Trained agency and contracted staff in Thrive NYC’s Mental Health First Aid to counter stressors associated with unrelieved caregiving; and
· With MOPD, has obtained a federal grant for a door-to-door transportation pilot project for older adults and those with disabilities.

Further, following the release of DFTA’s caregiver survey, DFTA also released the below three-part video series to support caregivers:
· Identifying as a Caregiver- This video includes information about identifying as a caregiver, supports available for caregivers, and places where caregivers can go to receive support.
· Balancing Caregiving Responsibilities- This video presents information about the CARE Act, balancing caregiver responsibilities, unique needs of the lesbian, gay, bisexual, transgender and queer community, and hardships of individuals facing cognitive decline.
· Caregiving Legislation and Respite- This video features information about kinship care, the CARE Act, New York Paid Family Leave, and respite care services offered in New York City[footnoteRef:54]  [54:  Guide for Caregivers, NYC Department for the Aging available at https://www1.nyc.gov/site/dfta/caregivers/guide-for-caregivers.page.] 


These series are provided in seven different languages.
While this progress is encouraging, the Committee wishes to learn more about DFTA’s strategy and vision going forward—what areas and needs remain to be addressed, what strategies is DFTA using and should the City be using to address caregiver needs, and how can the City engage more caregivers with the resources that the agency and the City provide.

CONCLUSION
During this hearing, the Committee seeks to learn more about the 2018 Unpaid Caregiver Report, including the method by which the working group took the 2017 survey’s data to create the recommendations, why these recommendations were prioritized over others, and what other, more specific, recommendations DFTA suggests to address the challenges unpaid caregivers face. The Committee also wishes to learn more about what progress has been made on the current recommendations since the issuing of the report, what areas remain to be addressed, and how, generally, the City should strategize to help unpaid caregivers and seniors going forward.
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