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I. Introduction
On August 15, 2016, the Committee on Aging, chaired by Council Member Margaret Chin, will consider Proposed Int. 1081-A, a Local Law to amend the administrative code of the city of New York, in relation to a comprehensive plan to address the needs of unpaid caregivers.

II. Legislative History

The Committee previously considered Int. No. 1081 at a joint hearing held on April 11, 2016, along with the Committee on Civil Service & Labor, chaired by Council Member I. Daneek Miller.  At the April hearing, the committees received testimony from the New York City Department for the Aging (DFTA), the New York City Department of Consumer Affairs (DCA), as well as from a number of advocates representing elderly care providers throughout the city. 

III. Background
a. Unpaid Caregivers in New York City 

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 unpaid caregivers.
 It is estimated that over four million caregivers in New York provide an estimated 2.68 billion hours of unpaid care per month.
 According to the New York City Department for the Aging (DFTA), approximately 1.5 million caregivers live in New York City, but the number could be “much larger, in that people often do not recognize that they are caregivers…”
 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 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 are raising grandchildren under 18 years old.

In addition to grandparents providing care for grandchildren, and adults providing care for senior family or friends, many adults also provide care to other adults with disabilities. A 2015 study by AARP and the National Alliance for Caregiving estimated that at least 5.6 million adults in the United States provided unpaid care to an adult family member or friend 18 to 49 years old in the prior year.
 The study reported that 78% of such caregivers expressed the need for more assistance and information about caregiving, including managing their own emotional and physical stress.

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.
 Nationally, caregivers of younger adults tend to be female (61%) and an average of 42.8 years old.
 Those caregivers served by New York caregiver support programs report an average of 62.6 hours a week providing care, 20 hours more than the national average.
 In 2013, the Alzheimer’s Association, New York City Chapter (now CaringKind) and then-Manhattan Borough President Scott Stringer, surveyed caregivers of a family member or friend with Alzheimer’s disease and found that over 40% of respondents dedicated 40 or more hours per week providing unpaid care, with an additional 8% of respondents providing 31-40 hours per week of care.
 Caregivers of younger adults (18 to 49) nationally spend an average of 26.9 hours a week providing care to a loved one.
 Over a quarter (27%) of such people spend over 40 hours a week providing care.
 
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, 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 that 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 caregiving that is likely to result. A 2013 report by 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 and older will decline from 6.6 in 2010 to 4.8 in 2030 and 3.5 in 2050.
 

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%) work or have worked while providing elder care to family members.
 Due to 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.
 The 2013 study by the Alzheimer’s Association, New York City Chapter and the Manhattan Borough President found that 17.5% of respondents reported missing 21 or more days of work in the previous year to care for a relative or friend with Alzheimer’s disease.
 Over 43% reported missing five or more days of work during this period.
 The survey further found that caregivers aged 41-61 were absent from work more frequently and at a greater percentage than younger caregivers.
 Six in ten caregivers of younger adults reported the need to make a workplace accommodation as a result of caregiving, and such caregivers are three times as likely to report receiving a warning about performance or attendance, or having been fired from a job as a result of being a caregiver, as a caregiver of an older adult.

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 State reported household incomes below $20,000.
 In New York City, over 43% of respondents to the Alzheimer’s Association/Manhattan Borough President study with incomes under $25,000 indicated the need to miss 21 or more days of work in a year to provide care.
 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 over their lifetime (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 common health condition among identified care recipients is Alzheimer’s disease or other dementia, with 75% of caregivers reporting that the person they were caring for suffered from this condition.
 Approximately 250,000 individuals are living in New York City with Alzheimer’s or a related dementia.
 The overwhelming majority of care receivers, 85%, 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.
 Seventy-nine 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, such dependence becomes even greater. The New York Academy of Medicine found several instances during Hurricane Sandy of unpaid 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.

DFTA’s Fiscal Year (FY) 2016 budget included approximately $4 million for caregiver support services.
 The significant majority of this is federal funding pursuant to Title III of the Older Americans Act (OAA), the National Family Caregiver Support Program (NFCSP).
 Title III established the OAA in 2000 to provide services for family caregivers such as information and referral, 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.
 It also operates the Alzheimer’s and Caregiver Resource Center and the Grandparents Resource Center.
 During the first four months of FY 2016, 4,224 persons received information and/or supportive services through these programs.

b.    The Substantial and Growing Paid Care Workforce in New York City

By 2030, more than 1.8 million people in New York City will be aged 60 or older, an increase of nearly 50% since 2000.
 From 2000 to 2012, the number of residents aged 60 to 64 increased by 41%, and the 85 and older group increased by 26%.
 By 2050, boomers will be part of the oldest population group, and the cumulative growth of this 85 and older group will be almost 200%.
 As individuals age, decreasing range of mobility can lead to functional impairments, and disability is particularly prevalent among the oldest cohort, which creates a growing need for long-term supportive services provided in the home to allow older New Yorkers to age in place. 

The role of caregivers is critical to meet the care service needs of the expanding senior population in New York City. Frailty and other physical and mental limitations require individuals to depend on others for assistance with tasks ranging from dressing and bathing to wound care and injections. Some caregivers are paid (formal), while other are unpaid (informal, often family and friends). Paid and unpaid caregivers share challenges, but they also face unique problems.

Paid homecare workers enable the elderly and individuals with disabilities to continue to live independently in their homes and participate in their communities. Homecare workers include home health aides, who provide basic health-related services and personal care
 as well as home attendants, who assist with daily personal tasks and provide companionship,
 often paid in part or entirely through public support, such as Medicaid. In New York City, one out of every seven low-wage workers is a homecare worker,
 making the City’s homecare workforce larger than any other occupational grouping with approximately 170,000 workers.
 Homecare is also expected to generate the most new jobs in the City, with over 70,000 jobs anticipated between 2012 and 2022.
 

Since the homecare workforce is both large and growing, the stability of this workforce has a significant impact on the City’s economy. The homecare worker population is overwhelmingly female and of color: close to 86% of homecare workers in New York State are women and more than 74% are minorities.
 A significant portion of the workforce is undocumented. Homecare workers are undervalued and underpaid. In New York City, the average annual wage is $23,570 for home attendants and $21,930 for home health aides.
 Not only are homecare workers paid low wages, but the hours are often part-time and unpredictable.
 As a result, one in four homecare workers live in households with incomes below the federal poverty level, and more than half live in households that rely on public benefits.
 In addition to undermining the ability of homecare workers to support themselves and their families, low wages and inconsistent hours also fuel high turnover rates. Half the homecare workforce turns over every year, disrupting the continuity of relationships that is essential to quality care.
 To put it simply: workers leave because they cannot afford to stay. SEIU 1199 has unionized approximately 80,000 homecare workers in the City, for example, but the unions have not yet succeeded in making homecare wages sustainable across the board. Homecare workers in the City’s contracted homecare workforce, in contrast, are subject to the City’s Living Wage Law.

Many homecare workers are hired through homecare service agencies, which have their own set of problems, but some workers operate in the so-called “gray market,”
 paid, but often under the table, with employment terms negotiated on a case-by-case basis. Wages and working conditions vary greatly for this population. Collectively, these disparities have created an imbalanced labor market and contribute to instability in the homecare workforce.

Caregivers who provide paid in-home childcare are an equally critical workforce. These workers attend to children when parents and other family members are unavailable, providing services such as supervising the safety of children, watching for signs of emotional or developmental problems in children, feeding, bathing, and overseeing activities in the child’s own home. Nearly 23,000 childcare workers are employed at schools, businesses, private households and childcare institutions in New York City.
 Wages are also low for these workers; childcare workers in the City receive an average annual wage of only $27,550.
 At the national level, in 2012 there were 201,000 caregivers providing in-home childcare in private U.S. households,
 and the median hourly wage for such childcare workers was $11.

Childcare workers face many of the same workforce problems. According to a survey conducted by the National Domestic Workers Alliance, childcare workers experience many of the same labor violations and hardships, including pay below the minimum wage, a lack of employment benefits, a lack of control over working conditions, fear of employer retaliation and disrespect or abuse on the job.
 Many childcare workers are undocumented immigrants, and these workers face even more significant challenges than the rest of the labor force.
 They have almost no standing to negotiate for better wages or working conditions and are reluctant to complain about labor and wage violations for fear that their status will be exposed.

c.   Paid Care Regulatory Landscape

A complex federal and State regulatory scheme governs homecare, and the landscape is in upheaval. Recent positive changes in the law affecting homecare workers include: 1) New York State’s Wage Parity Law of 2011,
 which raised wage rates and benefits for Medicaid-funded home health aides to a minimum $10 per hour base wage floor,
 and 2) the federal Homecare rule,
 effective as of October 2015, which extends Fair Labor Standards Act (“FLSA”) protections to homecare workers such as the federal minimum wage, overtime and payment for certain travel time.
 These changes will help increase wage standards and alleviate the persistent wage theft that has long plagued homecare workers in New York City.
 Disruptive changes in the regulatory landscape, at least in the short term, include New York State’s fundamental restructuring of its Medicaid program to managed care,
 during which many homecare providers have attempted to curb costs, often illegally.
 
Many homecare workers do not understand these complex changes, cannot evaluate employer compliance with the rules, may lose eligibility for certain benefits even as their wages rise,
 and do not know how to obtain other benefits, such as travel-time compensation under the FLSA.
 Advocacy groups have brought class actions on behalf of homecare workers for unpaid wages, overtime and wage parity violations, and consumers have also brought claims against homecare providers for Medicaid and Americans with Disabilities Act violations. However, litigation can only go so far and may be avoided in the future with better awareness and education.

There are also trainings available to homecare workers that can help improve their employment prospects and lead to better wages, such as Home Health Aide training.
 However, there is variation in cost and employment outcomes among the providers of these training programs, which include proprietary training schools, City University of New York (CUNY) and the Manhattan Educational Opportunity Center.
 Homecare workers currently have no measure for comparing these programs in order to make an informed decision on which provides the best outcomes.

In-home childcare workers are entitled to many of the same federal protections as homecare workers regarding pay rates, workplace conditions, employer compliance with employment agreements and remedies for abuses at work.
 Childcare and homecare workers can also look to New York State’s Domestic Workers’ Bill of Rights, which provides for overtime pay, rest days and paid vacation days, and are also covered by New York City’s Paid Sick Leave Law.
 However, many childcare workers—as well as the individuals and families they work for—are not fully aware of their respective rights and obligations under the law.

So long as homecare and childcare workers do not know about their rights under federal, state and local law, changes to improve wage standards and working conditions will be ineffective. Given the huge size of the City’s homecare workforce and the anticipated burgeoning need for more workers to meet the demand, an intervention by the City at this critical juncture could set the City’s paid caregivers on the path towards a more stable future with improved standards for both workers and the vulnerable populations they serve. The City has taken great steps forward in recent years in protecting workers by, for example, creating paid sick leave protections and an Office of Labor Standards. This bill would follow in the spirit of those laws by helping our City’s paid caregivers live with more dignity and be even more effective in their jobs.
IV. Analysis
Proposed Int. No. 1081-A: A Local Law to amend the administrative code of the city of New York, in relation to a comprehensive plan to address the needs of unpaid caregivers
Section one of Proposed Int. No. 1081-A amends chapter 2 of title 21 of the Administrative Code (“the Code’) to add a new section 21-206. Subdivision a of new section 21-206 of the Code defines the term “adult” as “an individual 18 years of age or older” and the term “unpaid caregiver” as “1) an adult family member or other adult providing unpaid care to a person aged 60 years of age and older; 2) an adult family member or other adult providing unpaid care to a person with Alzheimer’s disease or other dementia; 3) a grandparent or other non-parent relative 55 years of age or older providing unpaid care to a child under the age of 18; and 4) an adult providing unpaid care to an individual with a disability between the age of 18 and 59.” 
Subdivision b of new section 21-206 requires the Department of the Aging (“DFTA”) to develop and conduct a survey (no later than February 15, 2017) of unpaid caregivers and providers offering services to unpaid caregivers within the city, to assess existing resources to identify the needs of unpaid caregivers, as well as to assess existing caregiver services. The survey shall be developed in consultation with academic experts in caregiving issues, service providers, and other appropriate stakeholders and must include questions designed to collect information on: 1) availability of information about programs, services, and other resources designed for unpaid caregivers; 2) accessibility of programs and services, including, but not limited to, hours of operation, location, transportation options for accessing such programs and services, cost, payment methods, eligibility restrictions, cultural competency, and language capacity; 3) utilization of programs and services, including, but not limited to, the number of individuals requesting and receiving services and the number of individuals placed on waitlists for services; and 4) recipient outcomes as a result of utilizing existing programs and services, including, but not limited to, the unpaid caregiver’s health and employment circumstances, access to benefits, knowledge about the care recipient’s illness or condition, and awareness and use of appropriate services for the care recipient’s illness or condition. 
Subdivision c of new section 21-206 requires DFTA to deliver to the Mayor and the Council and to post on its website (no later than August 30, 2017) a comprehensive plan to address the needs of unpaid caregivers within the City. DFTA is required to consult with the Human Resources Administration (“HRA”), Department of Social Services, the Mayor’s Office for People with Disabilities (“MOPD”), the Department of Health and Mental Hygiene (“DOHMH”), and other agencies as determined by the Mayor, in the development of the plan. DFTA must also consult with unpaid caregivers, academic experts in caregiving issues, service providers, and advocates for senior citizens and people with disabilities in the development of the plan. 
Subdivision d of new section 21-206 dictates that the plan required by subdivision c includes (but not be limited to): data on the estimated total number of unpaid caregivers providing care in the city (disaggregated by age, gender, race, ethnicity, language, income level, borough of residence, and employment status); the estimated average number of hours of unpaid care per week provided by unpaid caregivers (disaggregated by age, gender, race, ethnicity, language, income level, borough of residence, and employment status); care recipients (including age, gender, borough of residence, number of individuals providing care to recipients, daily activities necessitating assistance from a caregiver, health condition, and living situation); and recommendations on how to address issues and concerns with existing programs and services identified through the survey conducted pursuant to subdivision b, on how to increase information and outreach to unpaid caregivers across the lifespan, on how to increase civic engagement and volunteerism to support unpaid caregivers, on how to expand education and training for unpaid caregivers, on how to educate and involve businesses in addressing workplace issues impacting unpaid caregivers, on additional programs and services that may be established to provide support to unpaid caregivers, and on any other issues that the department deems appropriate. 
Subdivision e of new section 21-206 requires DFTA to submit to the Mayor and the Speaker, beginning two years following the submission of the plan required by subdivision c, and every five years thereafter, a report detailing progress made on the recommendations, initiatives, and priorities that result from the plan. DFTA must simultaneously submit updated data on the estimated total number of unpaid caregivers providing care in the city (disaggregated by age, gender, race, ethnicity, income level, borough of residence, and employment status) and the estimated average number of hours of unpaid care per week provided by unpaid caregivers (disaggregated by age, gender, race, ethnicity, income level, borough of residence, and employment status).

Subdivision f of new section 21-206 requires the plan to be revisited and revised as appropriate every four years after its initial submission. 

Section two of Proposed Int. No. 1081-A states that this law takes effect immediately.

V. Changes to Int. No. 1081
In addition to various technical edits, Proposed Int. No. 1081-A has been substantively amended in the following manner:

· The term “informal” caregiver was changed to “unpaid” caregiver.

· “Recipient satisfaction with existing programs” became “Recipient outcomes as a result of utilizing existing programs and services, including, but not limited to, the unpaid caregiver’s health and employment circumstances, access to benefits, knowledge about the care recipient’s illness or condition, and awareness and use of appropriate services for the care recipient’s illness or condition.”

· The description of “accessibility” was broadened to include “transportation options for accessing such programs and services, cost, payment methods, eligibility restrictions” as well.

· The due date for the survey was changed from September 30, 2016 to February 15, 2017, and the date for the plan from February 15, 2017 to August 30, 2017.
· The survey will now only be of caregivers and service providers.
· The unpaid caregiver plan will be revised every 4 years as appropriate, as opposed to every 5 years in the original. 
Proposed Int. No. 1081-A

By Council Members Chin, Rose, the Speaker (Council Member Mark-Viverito), Palma, Rodriguez, Rosenthal, Lander, Deutsch, Dromm, Cohen and Ulrich

A LOCAL LAW

To amend the administrative code of the city of New York, in relation to a comprehensive plan to address the needs of unpaid caregivers

Be it enacted by the Council as follows:
Section 1. Chapter 2 of title 21 of the administrative code of the city of New York is 

amended to add a new section 21-206 to read as follows: 

§ 21-206 Unpaid caregiver plan. a. Definitions. For purposes of this section:
Adult. The term “adult” means an individual 18 years of age or older.
Unpaid caregiver. The term “unpaid caregiver” means 1) an adult family member or other adult providing unpaid care to a person 60 years of age or older; 2) an adult family member or other adult providing unpaid care to a person with Alzheimer’s disease or other dementia; 3) a grandparent or other non-parent relative 55 years of age or older providing unpaid care to a child under the age of 18; and 4) an adult providing unpaid care to an individual with a disability between the age of 18 and 59.
b.    No later than February 15, 2017, the department shall develop and conduct a survey of unpaid caregivers and providers offering services to unpaid caregivers within the city to identify the needs of unpaid caregivers, as well as to assess existing caregiver services. Such survey shall be developed in consultation with academic experts in caregiving issues, service providers, and other appropriate stakeholders, and shall contain questions designed to collect information from a sample of unpaid caregivers and caregiver service providers on the following issues:
1.    Availability of information about programs, services, and other resources designed to provide support to unpaid caregivers;
2.   Accessibility of programs and services, including, but not limited to, hours of operation, location, transportation options for accessing such programs and services, cost, payment methods, eligibility restrictions, cultural competency, and language capacity;
3.    Utilization of programs and services, including, but not limited to, the number of individuals requesting and receiving services, the types of services requested, and the number of individuals placed on waitlists for services where applicable; and
4.      Recipient outcomes as a result of utilizing existing programs and services, including, but not limited to, the unpaid caregiver’s health and employment circumstances, access to benefits, knowledge about the care recipient’s illness or condition, and awareness and use of appropriate services for the care recipient’s illness or condition.
c.    No later than August 30, 2017, the department shall deliver to the mayor and speaker of the council, and shall post on its website, a comprehensive plan to address the needs of unpaid caregivers within the city, in consultation with the department of social services, the mayor’s office for people with disabilities, the department of health and mental hygiene, and such other appropriate agencies as the mayor shall determine. The department also shall consult with unpaid caregivers, academic experts in caregiving issues, service providers, advocates for senior citizens and individuals with disabilities, and any other stakeholders that the department may deem appropriate in developing such plan.
d. The plan required by subdivision c of this section shall include, but not be limited to:
1.  The results of the survey required by subdivision b of this section;
2. Data on:
(a) the estimated total number of unpaid caregivers providing care in the city, disaggregated by age, gender, race, ethnicity, language, income level, borough of residence, and employment status;
(b) the estimated average number of hours of care per week provided by unpaid caregivers, disaggregated by age, gender, race, ethnicity, language, income level, borough of residence, and employment status;

(c) care recipients, including but not limited to, age, gender, borough of residence, number of individuals providing care to recipients, daily activities necessitating assistance from a caregiver, health condition, and living situation; and
3.  Recommendations about:
 (a) how to increase information and outreach to unpaid caregivers;
 (b) how to expand education and training for unpaid caregivers;
 (c) how to educate and involve businesses in addressing workplace issues impacting unpaid caregivers;

(d) how to address issues and concerns with existing programs and services identified through the survey conducted pursuant to subdivision b of this section;
(e) additional programs and services that may be established to provide support to unpaid caregivers; 

(f) how to increase civic engagement and volunteer opportunities to support unpaid caregivers; and
(g) Any other issues that the department deems appropriate.
e.  Beginning two years following the submission of the plan required by subdivision c of this section and every five years thereafter, the department shall submit to the mayor and the speaker a report detailing progress made on the recommendations, initiatives, and priorities that result from such plan, as well as updated data for the information described in paragraph 2 of subdivision d.
f.   The unpaid caregiver plan shall be revisited and revised as appropriate every four years after the submission of the initial plan. 
§ 2.  This local law takes effect immediately. 
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