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   Oversight – Supporting Unpaid Caregivers 

INTRODUCTION 

On November 29, 2017, the Committee on Aging, chaired by Council Member Margaret Chin, will hold a hearing titled, Supporting Unpaid Caregivers.   The Committee expects to hear testimony from the Department for the Aging (DFTA), the Mayor’s Office of Operations (MOOP), advocates, and members of the public. 
BACKGROUND 
Caregiving 

Every day, tens of millions of Americans provide unpaid care for others who are unable to care for themselves due to a mental and/or physical impairment. New York State ranks third in the nation for the highest total of informal caregivers.
 It is estimated that over three million caregivers in New York provide an estimated 2.6 billion hours of unpaid care per year.

Unpaid caregivers play an important role in the daily lives of care recipients. 
Caregivers in the aging services system include grandparents who care for their grandchildren, as well as adults who care for seniors. Many adults also provide care to other adults with disabilities.
 Approximately 85% of those individuals receiving assistance from a caregiver are 75 years or older, with an average age of 82.3 years.
 Individuals who are 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.
 DFTA estimates that 68,000 grandparents in New York City are raising grandchildren under 18 years old.

Caregivers provide significant benefits 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 (NYSOFA), 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 support and services.  NYSOFA estimates that the economic value of unpaid caregiving in New York State is $25 billion.
 Many caregivers have stated that, without the assistance of supportive caregiver programs, they would be forced to place those they are caring for in 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 the number of available caregivers that is likely to occur. A 2013 report by the American Association of Retired Persons (AARP) found that, based on New York’s population trends, the number of potential caregivers age 45 to 64 (the most common age range for caregivers) per each individual age 80 and older will decline from 6.6 potential caregivers in 2010 to 4.8 in 2030 and 3.5 in 2050.
 
Government Services

DFTA’s Fiscal Year (FY) 2018 budget included approximately $8.1 million for caregiver support services.
 Included in the $8.1 million is $4 million for a new caregiver support program.
  However, it remains unclear how DFTA will allocate this additional funding.  

 Approximately $3.5 of the $8.1 million is federal funding pursuant to Title III, Part E of the Older Americans Act (OAA), otherwise known as the National Family Caregiver Support Program (NFCSP).
 The OAA established the NFCSP in 2000 to provide services for family caregivers such as information and referrals; assistance in accessing benefits and entitlements; peer support; individual counseling; respite care;
 and supplemental services.
 DFTA oversees and contracts with ten community-based organizations operating Title III support programs in the five boroughs and directly operates the Alzheimer’s and Caregiver Resource Center.
  The remaining funds (approximately $298,000) are for DFTA’s Grandparent Resource Center (GRC).
  
DFTA’s direct and contracted caregiver programs assist and support New Yorkers who are caring for an older person as well as grandparents or other older adults caring for children.
   Caregiver services include information about available services; assistance with accessing supportive services and benefits; referrals; counseling; workshops; and training support to help caregivers make decisions and solve problems related to caregiving.  DFTA tracks the number of people who receive information and/or supportive services through DFTA’s in-house and contracted caregiver programs. In FY 2014, 9,296 people received these services.  The number of people who received services increased to 11,033 in FY 2015 and further increased to 11,342 in FY 2016.
  However, in FY 2017, the number of people who received services decreased to 10,201 individuals.

DFTA’s GRC provides supportive services to older adults raising grandchildren. The GRC provides trainings on grandparent caregiving, self-advocacy, empowerment, support group start-up, sensitivity training, recreational opportunities, and health and education to grandparent caregivers.
  The GRC has also worked with African American religious leaders on issues related to HIV/AIDS and delivered LGBTQ sensitivity training for grandparent caregivers.
  In addition, the GRC is a member of the Mayor’s Action Plan (MAP) for Anti-Violation in New York City Public Housing (NYCHA) developments.  As part of this project, the GRC collaborates with other city agencies and community leaders to engage older adults who live in NYCHA developments and are raising grandchildren by providing care assistance, support groups, and educational training.  The MAP project currently operates in 15 NYCHA developments.
 
The Administration for Children’s Services (ACS) offers additional services for grandparent or family caregivers.  After a child’s initial placement in foster care, ACS facilitates immediate arrangements and referrals to ensure a smooth transition for the child and the foster family.
  ACS kinship caregivers receive a monthly stipend funded by the State Kinship Guardianship Assistance Program (KinGAP) and additional services and benefits, including, in most cases, medical coverage for the care recipient.

A Survey of Informal Caregivers in New York City 

In order to assess the needs of unpaid caregivers the City Council passed and the Mayor signed Local Law 97 of 2016 (Local Law 97), which required DFTA to survey unpaid caregivers and providers and to create a comprehensive plan to address the needs of unpaid caregivers.  The goal of the survey was to calculate the estimated population of individuals providing unpaid care in New York City.
  In addition, the survey was meant to identify the services that are available to caregivers, the services that caregivers need, and the barriers caregivers face when trying to access services.  DFTA was also required to collect demographic information about caregivers and recipients of care.  Using the survey results, Local Law 97 further requires DFTA to create a comprehensive plan to address the needs of unpaid caregivers and to report on the plan’s progress after two years and every five years thereafter.
   
In September of 2017, pursuant to Local Law 97, DFTA released a report titled, “A Survey of Informal Caregivers in New York City.”  As required by the local law, DFTA surveyed three types of unpaid caregivers: 
1. Adults caring for family members aged 60 or over, including adults with Alzheimer’s or dementia;

2. Grandparents or other relatives (sometimes known as kinship caregivers) who are the primary caregiver of children under 18; and 

3. Adults caring for individuals with disabilities between the ages of 18 to 59.
 

In order to reach these unpaid caregiver populations, DFTA surveyed unpaid caregivers who currently access City services such as DFTA’s Caregiver Resource Center; DFTA’s GRC, the ACS Kinship Caregivers (ACS caregivers); the Mayor’s Office of People with Disabilities (MOPD); and the New York State Office for People with Developmental Disabilities (OPWDD).
 DFTA also surveyed unpaid caregivers of older adults associated with the AARP caregivers.

The survey results indicated that a majority of caregivers are women over the age of 50 and more than half of caregivers provide at least 30 hours of care each week.
  Additionally, one-third of each caregiver group struggles financially.
 Results further indicated that 71% of AARP caregivers and 67% of DFTA caregivers, both who care for older adults, reported that caregiving tasks affected their job negatively, leading to having problems at work, having to change to part-time work, or having to quit their jobs.
 
The services caregivers needed were broken down into two groups: (1) services needed and received; and (2) services needed but not received.   The results indicated several trends among all caregiver groups.
  The services all unpaid caregivers needed and received were legal services, respite care, information about available services, and help obtaining benefits.   However, the survey results also indicated that these same services are also the services most needed but not received.
   
For example, when looking at caregivers of older adults, information about available services was highest in ‘needed and received’ services by both AARP caregivers and DFTA caregivers, but still 33% and 39%, respectively, indicated that they needed, but did not receive this service.
  Respite care was needed but not received by 41% of AARP caregivers and 48% of DFTA caregivers. Survey results also indicated that 20% of both categories of older adult caregivers noted that financial difficulties were a barrier to accessing respite care.  Additionally, 38% of DFTA caregivers and 25% of AARP caregivers were not aware of respite care services.
 

In addition to these services, caregiver groups of all types indicated a high level of unmet need for homecare, transportation, medical supplies and information about available services. GRC caregivers also indicated an unmet need for educational assistance medical services and housing. 
  
Pursuant to Local Law 97, DFTA was required to survey agencies and organizations who provide services to unpaid caregivers.  DFTA received results from 36 service providers who serve 111,000 caregiver clients.
   According to the survey, 34 of the 36 service providers deliver direct benefits such as support groups, respite care, help obtaining benefits, homecare, and housing assistance.  
The provider survey also gathered information about how caregivers hear about services. Service providers reported the majority caregivers of older adults found out about services through word of mouth, referral from healthcare agencies, and referrals from social service organizations.  Agencies who provided services to kinship caregivers noted that caregivers found out about available services through 311 referrals, through social service organizations, and by word of mouth.  Agencies who serve caregivers caring for adults with disabilities reported that caregivers found out about their services through referrals from social service organizations, through word of mouth, from referral by healthcare professionals, and by searching on the agency’s website.  Providers also indicated that waitlists for services were high for housing assistance, in-home respite care, homecare, assistance with accessing benefits, transportation services, and mental health services.
  While caregivers did not indicate waitlists as a barrier to service, long waitlists indicate there is a demand for these services.  
Legislative Changes for Caregivers

In recent years, progress has been made to address the needs of unpaid caregivers in New York City.   The City Council enacted Local Law 1 of 2016 (Local Law 1), which added unpaid family caregivers as a protected status under the City’s Human Rights Law.  Pursuant to Local Law 1, actual or perceived status as a caregiver is protected against discrimination in the employment, housing and public accommodations context.    

In April of 2016, the New York State legislature expanded the Consumer Directed Personal Assistance Program (CDPAP), to allow family caregivers to be paid through Medicaid for providing caregiving services as long as they are not the legal guardian of the individual for whom they are providing care. 
  The patient must be a New York State resident, must qualify for Medicaid, and must be elderly or disabled to receive assistance with basic activities of daily living or need skilled care.  The New York Legislature also passed the “Caregiver Advise, Record, Enable Act (the CARE Act) of 2015,” which went into effect in April of 2016.  It requires general hospitals to allow patients an opportunity to designate upon admission to a hospital a caregiver in their medical record.
 In addition, in January 2018, the New York Paid Leave Act will go into effect.  The Paid Leave program will allow virtually all full and part time private employees in New York State to take paid time off to, among other things, care for a close relative with a serious health condition.  For 2018, employees can take up to eight weeks of paid family leave and receive 50% of their average weekly wage, up to $652.96, which is half of the New York State’s average weekly wage.
 

CONCLUSION 
While New York State and New York City have taken significant measures to assess the needs and protect the rights of caregivers, there is still work to be done.  This hearing will explore ways the City can increase caregiver’s awareness and participation in available services, expand existing services for caregivers and care recipients, and create new services to assist unpaid caregivers and care recipients.    
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