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work on behalf of older New Yorkers.
The Alzheimer’s Association, New York City Chapter is a founding member of the Alzheimer’s Association –
the world’s largest voluntary health organization in Alzheimer’s care, support and research. The New York City
Chapter provides free information, confidential assistance and support for those with Alzheimer’s disease and
related dementias, as well as for their family members, caregivers and professionals. Core programs include
a 24-hour Helpline, Care Consultation, Education and Training, Support Groups, Early Stage Services and
MedicAlert® + Alzheimer’s Association Safe Return®. The Chapter actively advocates at the city, state and
federal level to support related legislation and heighten public awareness.
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i. Executive Summary
New York City’s population is aging rapidly. The 2010 census found that almost 1 million New Yorkers are
65 years of age or older. By 2030, the New York City Department of City Planning estimates that over 1.3
million people will be aged 65 or older, an increase of 44.2 percent since 2000.1
With an older population comes a civic obligation to address health concerns associated with aging, including
Alzheimer’s disease – the sixth leading cause of death in the United States. While the City provides limited
services for people with Alzheimer’s disease and their caregivers, there is no comprehensive citywide plan.
Available services fall woefully short of the demand, leaving many New Yorkers to suffer through this devastating
illness with insufficient support.
In short, New York City stands unprepared to meet the growing public health and economic challenges
posed by Alzheimer’s disease. Instead, unpaid family caregivers often shoulder the burden of providing care
and paying for Alzheimer’s-related expenses, which often translates into lost wages, decreased mobility, and a
tragic breakdown in family and social structures. Already, 40 states have recognized these challenges and have
developed or are developing comprehensive plans to address Alzheimer’s disease within their communities.
To better understand the impact of Alzheimer’s disease on New York City residents, the Office of the
Manhattan Borough President Scott M. Stringer and the Alzheimer’s Association, New York City Chapter
surveyed 496 city residents who serve as caregivers for friends or family members with Alzheimer’s disease and
related dementias in New York City.
The survey results were both alarming and eye-opening:
• Caregivers spend significant amounts of time providing unpaid care to their friends or family
member each week. Over 40 percent of respondents are spending as many as 40 or more hours each
week providing care for their family member or friend. For many respondents, caregiving duties have
interrupted their ability to hold a job or changed the nature of the work they are able to do.
• The majority of respondents missed work during the last year to provide care for their family
members or friends. Two-thirds of survey respondents indicated that they had missed at least one day of
work in the last year to care for a relative or friend with Alzheimer’s disease or related dementia. Over 17
percent had missed a staggering total of 21 or more days of work – equivalent to over four, full-time work
weeks.
• The majority of respondents have encountered barriers accessing some of the services required
for their relatives or friends. These barriers included a lack of insurance or insufficient insurance, the
high cost of care, lack of local or appropriate services, unreliable transportation options, and daunting
bureaucratic hurdles.
• Respondents are deeply dissatisfied with the level of services and support available for people with
Alzheimer’s disease in New York City. Half of survey respondents described the level of services and
support available for people with Alzheimer’s disease in New York City negatively, with over 35 percent
describing them as “less than satisfactory” and almost 15 percent describing them as “poor.” 2
1 http://www.nyc.gov/html/dcp/pdf/census/projections_report.pdf
2 This finding does not correlate with the positive perception that clients of the Alzheimer’s Association, NYC Chapter have expressed about the organization’s
services and programs. This finding reflects an overall impression of the options and accessibility of services in the city, as one organization cannot be charged
with meeting the needs of all New Yorkers who require services.
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• The overwhelming majority of respondents – 95.5 percent – believe there needs to be a citywide plan
to address Alzheimer’s disease in New York City.
The data suggests that despite the wide array of programs available in New York City, neither people with
Alzheimer’s disease nor their caregivers are receiving the services and support they need. The responses indicate
insufficient services, poor quality care in residential settings and home health agencies, massive financial
burdens on caregivers, and damaging emotional, health and professional effects to caregivers and their families.
Providing a high level of support for people with Alzheimer’s disease and their caregivers – regardless of their
economic position – will require changes at the municipal, state and national level.
This report offers the following recommendations, including but not limited to:
• New York City should create an interdisciplinary task force to oversee the creation of a citywide
Alzheimer’s plan. Relevant stakeholders including aging and health care experts should be appointed to
the task force and charged with conducting an examination of the state of Alzheimer’s care in the city and
creating a set of plans and recommendations for improvements. Going forward, the City should consider
expanding and reorganizing services to provide better outcomes for people with Alzheimer’s disease,
greater relief for their caregivers, and improved efficiency of the health care system overall.
• Enhance training requirements for health care providers. The New York State Department of Health
should develop an expanded Home Health Aide and Home Attendant curriculum that teaches about
the needs of people in all stages of Alzheimer’s disease. Further, substantive dementia training should be
provided for all staff that interacts with people with Alzheimer’s disease in a range of health care and social
service settings.
• Expand funding for caregiver support services. Caregivers suffer a tremendous emotional, physical
and financial burden as a result of their caregiving responsibilities. By expanding services such as support
groups, education and training, and financial and legal counseling, caregivers will be able to better care for
themselves as well as their friends or family members, leading to increased overall health and wellness.
• Create public information campaigns and expand “one-stop” centers. The City should create public
education campaigns that focus on recognizing the signs of Alzheimer’s disease and where to turn for
help, including the promotion of readily available but underutilized caregiver support services. The City
should invest in publicizing two existing services – the Department for the Aging (DFTA) Alzheimer’s and
Caregiver Resource Center and the Alzheimer’s Association 24-hour Helpline – and ensure they receive
adequate resources to fulfill the demand for their services.
• Improve quality and choice in community-based and residential services. Improved services and
care for people with Alzheimer’s disease is desperately needed in both community-based and residential
facilities. Day care, home care and respite programs allow families to keep their family members at home,
which have demonstrated benefits for both the families and the individual living with Alzheimer’s disease.
The task force should explore ways to increase access to these in-home and neighborhood based services.
The task force should also explore ways to improve the quality of dementia care and services in residential
settings.
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II. Introduction
New York City’s population is rapidly aging. The
2010 census found that just over 17 percent of New
Yorkers, or 1.4 million people, are 60 years of age or
older – an increase of over 12 percent since 2000.3
Just over 12 percent of New Yorkers, or 993,158
people, are currently 65 or older and this number
is expected to rise significantly in the coming years.4
By 2030, the New York City Department of City
Planning estimates that over 1.3 million people will
be aged 65 or older, an increase of 44.2 percent since
2000.5

surveyed 496 city residents who serve as caregivers
for friends or family members with Alzheimer’s
disease and related dementias. Their responses
provided significant insight into how New York City
must prepare to meet the needs of individuals with
Alzheimer’s disease, their families, and the health care
community, and could serve as the basis for a future
City planning process.

With an older population comes an obligation
to address health concerns associated with aging,
including Alzheimer’s disease and related dementias.
The Alzheimer’s Association estimates that one in
eight older adults has Alzheimer’s disease, making it
the sixth leading cause of death in the United States
and fifth among adults 65 to 85 years of age.6 It
is estimated that 250,000 people are living with
Alzheimer’s disease or related dementia in New York
City.7

Alzheimer’s disease is an irreversible, progressive brain
disease. It is the most common form of dementia,
and over time, destroys brain function. This leads
to cognitive impairment, behavioral and psychiatric
symptoms, and a decline in ability to function
physically.

Alzheimer’s disease impacts entire families, not
just the individual with the disease. In 2011, it
was estimated that 994,540 New Yorkers statewide
were caregivers for someone with Alzheimer’s
disease or another form of dementia, providing an
estimated 1.1 billion hours of unpaid care valued
at $13.7 billion.8 This caregiver burden creates
significant impacts on the economic, physical and
psychological health of hundreds of thousands of
New Yorkers.
To better understand the impact of Alzheimer’s
disease on New York City residents, the Office of the
Manhattan Borough President Scott M. Stringer and
the Alzheimer’s Association, New York City Chapter
3 http://www.nyc.gov/html/dfta/downloads/pdf/demographic/elderly_population_070912.pdf
4 http://www.nyc.gov/html/dcp/pdf/census/census2010/t_sf1_p3_nyc.pdf
5 http://www.nyc.gov/html/dcp/pdf/census/projections_report.pdf
6 http://www.cdc.gov/nchs/data/nvsr/nvsr60/nvsr60_04.pdf
7 This estimate, provided by the Alzheimer’s Association, NYC chapter, is
derived from other studies using national prevalence figures. All current
Alzheimer’s prevalence numbers are estimates based on different study
populations, diagnosis methods and statistical models.
8 https://www.alz.org/downloads/facts_figures_2012.pdf
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III. Alzheimer’s disease

Difficulty with memory is often the first symptom
of the disease. This mild cognitive impairment
increases over time and can include forgetfulness,
misplacing objects, and trouble with organization.
By its mid-stages, Alzheimer’s disease can lead to
difficulty performing complex tasks, forgetting
personal history, and changes in mood. As the disease
progresses, individuals will experience impaired
judgment, difficulty remembering their address or
phone number, and confusion about where they are.
People with dementia experience severe cognitive
decline during the later stages of the disease. They
lose awareness of their surroundings, have trouble
remembering people’s names, require help getting
dressed, experience significant behavioral changes,
and are at risk of getting lost if left alone.
In the most advanced stage of the disease, individuals
no longer recognize family members, lose their
ability to talk or walk, and become incontinent.
They require help with all aspects of personal care
and their ability to swallow becomes impaired.

Iv. Results of the Survey
The Manhattan Borough President’s Office and the
Alzheimer’s Association, New York City Chapter
forged a partnership to launch an online survey which
was available to respondents from June 3, 2013 to
September 16, 2013. The online survey received 496
distinct responses from caregivers who assist a family
member or friend with Alzheimer’s disease living in
New York City. All survey data presented in this
report is derived from these 496 respondents.
Overview of Findings
A. Satisfaction with available services
Among the top findings, approximately half of
survey respondents described the level of services
and support available for people with Alzheimer’s
disease in New York City negatively.9
• Over 35 percent described services and support
as “less than satisfactory.”
• Nearly 15 percent described services and
support as “poor.”
• Only 5 percent of respondents rated the
availability of services as “excellent.”
Among the survey respondents who volunteered their
income information to researchers, middle class New
Yorkers with reported incomes between $75,000 and
$100,000 expressed the lowest levels of satisfaction
with services and support, with approximately 61
percent of this cohort indicating that they found the
level of available services and support to be either
“poor” or “less than satisfactory.”
This negative perception may be related to gaps in
assistance for middle class New Yorkers whom neither
qualify for public aid nor have the personal resources
to provide the level of care their family members or
9 This finding does not correlate with the positive perception that clients of
the Alzheimer’s Association, NYC Chapter have expressed about the organization’s services and programs. This finding reflects an overall impression
of the options and accessibility of services in the city, as one organization
cannot be charged with meeting the needs of all New Yorkers who require
services.

friends need. One survey respondent summarized
this dilemma, saying, “One of the major problems
for the middle class is that a person with dementia,
say a parent, may have too much money so are not
entitled to social services, but not enough money to
pay for private services.”
Other survey respondents expressed frustration with
the processes required to access services. According
to one survey respondent, “My initial experience
in getting my mother qualified for Medicaid was
extremely frustrating. We never received a written
approval letter and were advised months later after
numerous telephone calls.”
Another survey respondent suggested the need for
“more services for people on fixed incomes who don’t
qualify for aid, yet can’t afford to pay for services
(home health/housekeeping) out of pocket.”
At later points in the survey, a number of respondents
discuss their dissatisfaction with the quality and
quantity of care their friend or family member with
Alzheimer’s disease had been able to access. It is likely
that the dissatisfaction with services being expressed
stems at least in part from insufficient or poor quality
home care, hospital care and residential care.
B. Amount of time required for care and missed
work
For nearly half of the survey respondents,
Alzheimer’s care consumes almost as much time as
a full-time job, in addition to all of the other life
activities and obligations that survey respondents
engage in each week.
• Over 40 percent of respondents are spending
40 hours or more each week providing
unpaid care for their family member or
friend.
• Nearly 8 percent of respondents report spending
31 to 40 hours caring for a relative or friend.
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• Over 11 percent of respondents are spending 21
to 30 hours each week providing care.
• Over 18 percent of respondents provide 11 to
20 hours of care each week.
• Only 22 percent of respondents are providing
10 hours or less of care each week.
Figure 1 below illustrates the amount of time each
week that survey respondents spend on caregiving
duties.

Figure 1
Number of hours NYC residents spend providing unpaid
care to a friend or family member with Alzheimer’s disease
or related dementias each week.

￼
Unsurprisingly, the majority of respondents
missed work during the last year to provide care
for their family members or friends. Two-thirds
of survey respondents indicated that they had missed
at least one day of work in the last year to care for a
relative or friend with Alzheimer’s disease or related
dementia.
• Over 23 percent of respondents indicated that
they missed 1 to 5 days of work to care for a
relative or friend with Alzheimer’s disease.
• Over 43 percent of survey respondents reported
missing over five days of work.
• An alarming 17.5 percent of respondents
indicated that they had to miss 21 days or
more of work – more than four, full five-day
work weeks – in order to care for a relative or
friend with Alzheimer’s disease.
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When responses to this question were filtered by
reported incomes, over 43 percent of respondents
with incomes under $25,000 indicated that they
had to miss 21 days or more of work. This suggests
that individuals with the fewest resources may be
making the largest professional sacrifices in order to
care for friends and family with Alzheimer’s disease
or related dementia.
Researchers also filtered the responses to this question
to include only those aged 41 to 61, because these
215 respondents comprise the largest homogenous
cohort of survey respondents.
Over 53 percent of respondents in the age 41
to 61 cohort reported missing over five days of
work to care for a friend of family member with
Alzheimer’s disease, a level 10 percent higher than
the total population of survey respondents.
Besides their considerable representation in this
survey, the workplace impact on this cohort is
important to understand because of the challenges
that middle-aged workers face in today’s modern
economy.10 Middle-aged workers are particularly
prone to the negative consequences of Alzheimer’s
related work absences as they tend to have greater
financial responsibilities than younger workers, often
supporting children and in some cases, parents.
Additionally, middle aged workers can face higher
barriers to workplace re-entry after prolonged periods
of unemployment than their junior colleagues.
C. Utilization of services and barriers to access
Respondents are utilizing a range of services to
help care for their relatives or friends. Survey
respondents were provided with nine different service
options and asked to mark all of the services that
they had utilized. Among the responses received, 55
percent of respondents utilized home care services,
which were utilized more than any other service.
Over 50 percent of respondents used the services
of a physician providing ongoing dementia related
treatment. Figure 2 below illustrates the responses
that were received from survey respondents.
10 http://www.npr.org/2011/09/28/140847054/recession-a-tougher-hit-forthe-middle-aged

Figure 2

￼
Despite the wide variety of services that survey
respondents reported utilizing, the majority of
respondents have encountered barriers to accessing
some of the services required for their relatives or
friends.
• Over 32 percent could not afford services or did
not have insurance.
• Over 11 percent could not find the services they
needed within their communities.

• Over 8 percent could not obtain transportation
to the program/service.
• Over 5 percent found that the needed programs
were full to capacity.
Additionally, 200 survey respondents opted to
provide open-ended responses when asked: “If you
have been able to utilize some services your relative
or friend needs but not others, please provide a brief
explanation of the service/s needed and the barriers
Office of the Manhattan Borough President Scott M. Stringer
Alzheimer’s Association, New York City Chapter
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you have experienced while trying to access it.” A
research team at the Borough President’s Office
reviewed open-ended responses by using a qualitative
coding method.
One hundred open-ended responses described
different barriers to access, with inadequate service
options among the most cited. Responses include:
“Home Care services provided by long term plan
is atrocious. These home aides are not properly
trained in taking care of Alzheimer’s / mentally
challenged patients.”
“My mother would benefit from going to an
activity based program for 2 hours / day to
increase socialization but I find that most of
the program hours don’t align with my mother’s
schedule so we haven’t utilized any.”
An additional 60 responses to this question cited
personal and public funding short falls as a barrier
to accessing Alzheimer’s services in New York City.
Examples include:
“Assisted Living is private pay only and does not
accept any Medicare or insurance of any kind.
This is a heavy financial burden. Cost of assisted
living is less than a nursing home so it would
benefit the government to allow Medicare to
help.”
“Most of the programs require Medicaid. I can
only afford for my mom to attend 3 hours a day
twice a week at $75.00 per day/$25.00 per
hour.”
Open-ended responses to this question also
cited transportation barriers, language barriers,
overwhelming amounts of paperwork, a lack of
available services in the neighborhood, and a lack of
information about what services are available.
For example, one survey respondent suggested that
there should be “more resources about what services
are available at various price levels. A website with
reference material and listings would be helpful.”
Another noted that “information about the hospice
7
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service for the terminal patient with Alzheimer’s
disease or dementia was insufficient to us.”
In addition to services for friends and family members
with Alzheimer’s disease, half of survey respondents
indicated that they have used caregiver support
services. Among the members of that cohort that
indicated which services they have utilized:
• Over 61 percent indicated that they had
participated in a support group.11
• Over 30 percent indicated that they had taken
advantage of caregiver referrals.
• Over 28 percent indicated that they had
attended counseling.
• Nearly 17 percent indicated that they had used
respite services.
This data suggests that services for caregivers are
well-utilized by survey respondents, indicating high
demand. Respondents also spoke to the social value
of utilizing these services, with one saying, “The best
assistance I have received has been through fellow
caregivers and support groups.”
D. Financial Impacts: “Devastating”
Caregivers often experience significant financial
burdens as a result of their duties, such as loss of
employment or difficulty working full time. These
duties can include taking the person they are caring
for to medical appointments, covering for home
health aides during off hours, and spending time
learning to navigate health care systems and locate
resources. They may also experience problems
obtaining or keeping health insurance due to job
loss, in addition to the financial strain of paying for
the medical services of the person with dementia
who is in their care.
Of the 496 survey participants, 383 answered the
question, “In your own words, please describe the
financial impact that having a relative with Alzheimer’s
disease or related dementia has had on you and the
11 This number may be artificially high because many survey respondents
were identified through the Alzheimer’s Association, New York City Chapter which runs support groups. The Association estimates that 800 – 1,200
people participate in caregiver support groups citywide.

rest of your family.” A number of respondents chose
the word “devastating” to describe the impact on
their finances.
While many respondents indicated that they had
lost wages due to missed days of work, almost 10
percent of impacted respondents either lost their jobs
altogether or were forced to retire early as a result of
their caregiving duties. Continuing to work while
caring for a relative or friend was simply not an
option. Their comments include:
“I have become a stay-at-home caregiver. I’ve given
up a middle income salary to care for my relative
full-time.”
“I am unable to work outside my home. I work
at home whenever possible but it does not support
our family. My husband is unable to work and
so our finances are very tight. I have applied for
food stamps and am awaiting a response at this
time.”
Other respondents noted the high cost of care and
how it has impacted their relative or friend’s financial
stability as well as their own. Home health care,
live-in care, and assisted living were some of the
most burdensome costs noted. Examples of these
responses include:
“I paid for one full year, $5,500 a month at
[facility] before my mother was able to become
eligible for Medicaid. I paid thousands of dollars
to an elder attorney to facilitate my mother’s
acceptance to Medicaid so that I would not lose
all the money that had been set aside for me, her
only child. I took care of my mother at home for
six years spending thousands of dollars for in
home care prior to entering [facility].”
“The financial impact is devastating. We do not
have long term insurance, and we do not yet
qualify for Medicaid. We have to spend down all
of our savings to reach the $14,000 in allowable
assets in order to qualify for Medicaid. Taking
care of my husband will potentially leave me

destitute, and unable to care for myself if - God
forbid - I develop the same horrendous disease.” 12
E. Non-financial impacts
Caregiving can take a serious toll on the physical and
mental health of caregivers. It is not uncommon
for caregivers to neglect their own health as a result
of their caregiving duties. This can lead to fatigue,
illness and depression. When caregivers experience
poor health, it can lead to the premature placement
of their relative in a nursing home.
Of the 496 survey participants, 416 answered the
question, “In your own words, please describe the
non-financial impact that having a relative with
Alzheimer’s disease or related dementia has had on
you and the rest of your family.” The respondents
described a host of negative impacts including stress,
depression, less time for their families, damaged
relationships with their families, limited time to
take care of their own well being, social isolation,
exhaustion, and loss of their own physical and mental
health.
Some of their responses include:
“Having to make a choice on a day to day basis
whether to choose between my parents and my
husband and children is a choice no one should
have to make. I sacrificed experiences of my
children growing that can never be replaced. I
had to choose between helping my son with his
homework or care for my parents...I was basically
an absent parent and wife for several years.”
“The biggest change in my life is that I do not see
friends often. I miss that. With working fulltime and having a husband and step-daughter,
I can’t do it all.”
“Unable to take vacations. Over night stays or
day trips, require too much covert planning, so
I’ve just given up trying to take time off. This has
12 There are financial strategies to avoid “spending down” to qualify for
Medicaid. The fact that many people are unaware of these strategies highlights the need for increased education.
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increased my stress levels and I believe may have
led to my cancer diagnosis and extreme weight
gain. I can no longer go to the gym regularly
since I have no income to spare for membership
fees.”

responses were reviewed by a research team at the
Borough President’s Office using a qualitative coding
method.

“My husband was diagnosed with this disease
almost 9 years ago, and it has consumed both of
our lives. I still work, and the hours I am not
working are totally spent on my husband’s care.
I will have to rebuild my own life from scratch
when my husband does die. We have had no social
life, our home is no longer a home - taken over
by the materials and supplies necessary to take
care of him. …Further, the stages my husband
has been thru have been emotionally wrenching,
and frightening. …It has been a living, endless
nightmare. To top it off, I’m worried about the
effect all this stress is having on my own health,
and what kind of financial shape I’m going to be
left in when my husband does die.”

1) Affordability
2) Services and Care for People with Alzheimer’s
3) Services for Caregivers
4) Cutting Red Tape
5) Information
6) Research

Excessive burdens are clearly being placed on unpaid
family caregivers who do not have the resources,
training or support to care for their friend or family
member. As a result, not only are people with
Alzheimer’s disease at risk of sub-standard care, but
the health and economic stability of their families
and friends are jeopardized, creating broader impacts
on the public and economic health in our city.
F. Feedback on a citywide plan for Alzheimer’s disease
Rounding out the survey, the overwhelming
majority of respondents – 95.5 percent – believe
there needs to be a citywide plan to address
Alzheimer’s disease in New York City.
Adding additional context to the near unanimous
call for the establishment of a citywide plan, 329
survey respondents provided optional responses
to the following open ended question: “If you
answered ‘Yes – there needs to be a citywide plan
to address Alzheimer’s disease or related dementia’,
what issues would you like to see addressed/what
recommendations would you provide?” Open ended

9
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Responses were categorized using the broad categories of:

Within those broad categories, responses were subcategorized into more specific categories. Table 3
below illustrates the responses by broad category
and shows that respondents believe that improving
services and care for people with Alzheimer’s disease
should be a top priority for any future citywide plan.
Among the specific sub-categories:
• Increased or improved in-home services were
cited in 27 different responses.
• Improved training or support for home health
aides and increased funding for in-home
services and programs were each cited in 25
different responses.
• Training and support services for friends and
family providing care were cited in 35 different
responses.
This suggests that there is a strong demand among
survey respondents for more robust non-institutional
care options for people with Alzheimer’s disease.
Additionally, these results clearly indicate that
education and training for family caregivers, health
care workers, and professionals across disciplines
must be prioritized in a future citywide plan.
One respondent shared the following anecdote
illustrating the need for training in hospitals, “There
should be some emphasis placed in the training of
attendants at hospitals. Once I found my husband
stark naked and the attendant was just sitting there
talking to another colleague. I was heartbroken.”

Another offered the following recommendation,
“Training health care workers such as health aides to
understand and manage the symptoms is essential as we
face an epidemic of dementia as the population ages.”

Figure 3
Issues that respondents believe a citywide Alzheimer’s
disease plan should address, by number of responses.

signed into law in 2011 and includes five key goals:
1) Prevent and effectively cure Alzheimer’s
disease by 2025;
2) Enhance care quality and efficiency;
3) Expand support for people with Alzheimer’s
disease and their families;
4) Boost public awareness and engagement; and
5) Improve data to track progress.
The 2013 update to the plan includes action steps to
achieve a sixth goal: prevention of elder abuse against
those with Alzheimer’s disease.14
The plan charges the U.S. Department of Health and
Human Services with expanded efforts to achieve
these goals in cooperation with other federal agencies
such as the Department of Veterans Affairs and
the Health Resources and Services Administration,
states, and other stakeholders.
A New York State Framework

Affordability

Research

Services/Care for Alzheimer’s patients

Gov’t Bureaucracy

Services for friends/family providing care

N/A

Information and Access

V. Existing Plans to Address Alzheimer’s disease
The need for forward thinking, comprehensive
planning to address Alzheimer’s disease has been
acknowledged at the national, state and municipal
levels. Several significant planning efforts have
already been undertaken. New York City can learn
from these initiatives in its own efforts to plan for its
residents.
National Plan
In 2012, the Obama Administration released a
National Plan to Address Alzheimer’s Disease.13
This plan was required by the bipartisan National
Alzheimer’s Project Act which President Obama
13 http://aspe.hhs.gov/daltcp/napa/NatlPlan.pdf

The New York State Coordinating Council for
Services Related to Alzheimer’s Disease and Other
Dementias, a group that works under the auspices of
the New York State Office for the Aging, identified
a number of best practices and recommendations
in its 2009 Annual Report to Governor David
Paterson and the New York State Legislature.15
These recommendations were informed by a series of
community forums held throughout the State, one of
which was held in Manhattan.
Key recommendations of the report include:
education for employers and caregivers, increased
access to respite, developing specialized training
in dementia diagnosis and treatment, requiring
training for hospital staff, and promoting programs
that integrate health and social services. Additional
recommendations pertaining to early detection
were highlighted in a 2011 supplemental report to
Governor Andrew Cuomo.16
14 http://aspe.hhs.gov/daltcp/napa/NatlPlan2013.pdf
15 https://www.alz.org/national/documents/ny_report.pdf
16 http://www.health.ny.gov/diseases/conditions/dementia/reports/
docs/2011_coordinating_council_annual_report.pdf
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The San Francisco Model
The City of San Francisco undertook a comprehensive
planning process to address Alzheimer’s disease
in 2009.17 At the behest of then-Mayor Gavin
Newsom, San Francisco’s Department of Aging and
Adult Services undertook a seven-month planning
process that engaged public health officials, hospital
administrators, homecare experts, medical providers,
researchers, economic experts, experts in Alzheimer’s
disease, family caregivers and older adults in an
“Expert Panel.”
In addition, a research team conducted an
evaluation of the city’s dementia services, compiled
the recommendations of the expert panel, and
drafted 2020 Foresight: San Francisco’s Strategy
for Excellence in Dementia Care.18 This report
focuses on the city’s specific demographics, assets
and challenges and provides an understanding of the
scope of the disease’s effects and needs. Additionally,
it offers a framework of recommendations upon
which work in other cities, such as New York can be
based.
The main objectives of the report include: expanding
capacity to deliver early diagnosis, expanding and
improving the quality of community-based care
for people with dementia, improving public and
professional awareness of dementia, and expanding
the range of models of residential care.
Other States
According to the Alzheimer’s Association, 31 states
have plans to address Alzheimer’s disease, with 12
additional states and the District of Columbia in the
process of writing such plans. The state plans can be
compared in a report by the Alzheimer’s Association,
State Alzheimer’s Disease Plans or state plans can
be accessed individually.19 Many recommendations
in these plans may be applicable to New York City
including:
• Develop and post on the web a “tool box” of
17 http://www.sfhealthyaging.org/city-hall-summits/14-2/
18 http://www.sfhsa.org/1439.htm
19 http://act.alz.org/site/DocServer/STATE_AD_PLANS.pdf?docID=4641
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promising practices for physicians for detecting
and diagnosing people with Alzheimer’s disease.
(Michigan)
• Strengthen primary care practices by
dedicating staff support to coordinate care,
manage individual cases, and develop formal
mechanisms for referral to health care homes
and community-based agencies that offer
specialized expertise, social supports, and mental
health services. (California)
• Work with Congress to eliminate barriers (such
as Medicare’s two-year waiting period) for
people with early onset Alzheimer’s disease to
receive federal benefits. (Illinois)
• Establish Diagnostic Centers of Excellence
strategically throughout the state that would
serve as multi-disciplinary centers to serve
patients with Alzheimer’s disease and other
dementias and their caregivers. (Iowa)
• Ensure that Alzheimer’s disease and other
dementias are identified as one of the chronic
conditions in the Affordable Care Act and other
funding sources’ criteria that are used to identify
people eligible for services, including home
health services. (Maine)
• Convene a workgroup of physicians and other
mental health and Alzheimer’s disease specialists
to determine the adequacy of geriatricpsychiatric hospitals and to establish a consensus
plan outlining parameters for the type and
length of treatment that should be provided to
people with Alzheimer’s disease. (Illinois)
• Explore options to increase insurance coverage
for individuals with Alzheimer’s disease and
other dementias, including: (1) ensuring
Medicaid eligibility for individuals with
younger-onset Alzheimer’s and other dementias;
(2) the potential for an Alzheimer’s and other
dementias-specific Medicaid waiver; and (3)
services and options available under private
insurance. (Kentucky)

• Create a state certification in dementia care
for facilities, agencies, and individuals licensed
and monitored by the Colorado Department
of Health and the Environment and the state
health professions’ licensing boards. (Colorado)
• Create financial incentives (through tuition
assistance, loan forgiveness, housing subsidies,
and stipends) to increase the number of health
care professionals who pursue education and
training to specialize in gerontology and
geriatrics. (California)
• Provide financial incentives (e.g. tax credits
or deductions) to help family members
keep individuals with Alzheimer’s disease
and other dementias at home longer before
institutionalizing them, thus reducing Medicaid
outlays. (Idaho)

Vi. Recommendations
As the population continues to age, the City must
ensure it is prepared to meet the needs of its seniors
and their families. The survey results in this report
demonstrate a clear need for better services and
support for people with dementia and their caregivers.
Rather than approaching this challenge in a
piecemeal fashion, New York City should invest
resources into designing a comprehensive strategy
to address the growing impact of Alzheimer’s
disease on its residents in the coming years.
In order to be effective, the plan must be far-reaching
and include all parties involved in Alzheimer’s care
and service delivery. This effort should start with
the creation of an interdisciplinary task force that
can conduct a thorough examination of the state of
Alzheimer’s care in the city, create a set of plans and
recommendations for improvements, and then work
with relevant City and State agencies, hospitals, health
care providers, and community-based organizations
to implement a comprehensive citywide Alzheimer’s
disease strategy.

Planning and Innovation
• New York City should create an
interdisciplinary task force to oversee the
creation of a comprehensive city-wide
Alzheimer’s strategy. The Department for the
Aging, the Department of Health and Mental
Hygiene and the Alzheimer’s Association NYC
Chapter should be charged with leadership
roles in this undertaking, and subsequently
with driving forward the City’s Alzheimer’s
policy agenda, services and programs.
Gerontologists, hospital administrators, nursing
home administrators, experts in home health
care, researchers, medical care providers, and
family caregivers should be represented on the
taskforce, among others.
• Create a comprehensive inventory of
community-based programs and services
available to people with Alzheimer’s disease
and caregivers in New York City. The City’s
interdisciplinary task force should make it
a priority to identify service gaps among
the existing resources and recommend how
programs can be expanded or created to fill
these gaps. This inventory should be broken
down by neighborhood to identify where
communities lack specific services and where
improved transportation connections can help
increase access to programs.
• Examine opportunities to streamline services
and provide for improved continuum of
care. Improvements to continuum of care
will provide better outcomes for people with
Alzheimer’s disease, greater relief for their
caregivers, and improved efficiency of the health
care system overall. Focus should be placed on
the integration of comprehensive care services
and tracking people with Alzheimer’s disease
over time. Seamless care services should be
available from the point of diagnosis through
end-of-life care.

The following recommendations should be at the
core of such an initiative.
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• The NYC Department of Health and
Mental Hygiene should begin allocating
resources to address the public health
impacts of Alzheimer’s disease. Currently,
DOHMH has no dedicated staff or resources
focused on Alzheimer’s disease. This is a
missed opportunity in tackling the disease
comprehensively. The Department should
consider creating an Alzheimer’s unit – or
other appropriate organizational structure – to
gather information and data about New York
City’s Alzheimer’s population. With enhanced
information-gathering capabilities, the City
will be better equipped to make data-driven
decisions that will help support those that must
cope with Alzheimer’s disease.
Education and Training
• Create public education campaigns focused
on recognizing the early signs of Alzheimer’s
disease. Despite increases in the prevalence
of Alzheimer’s disease, many people are
unaware of the warning signs, and as a result
miss the opportunity for early interventions.
Public awareness campaigns would educate
New Yorkers about how to recognize signs of
dementia and where to turn for help.
• Require expanded Alzheimer’s training as a
component of the Home Health Aide and
Home Attendant Training Programs offered
in New York State. New York State requires
certified home attendants to complete at least
40 hours of training. Home health aides must
complete an additional 35 hours of training
for a total of 75 hours, including 16 hours of
supervised practical training. Only two hours
of the curriculum are currently devoted to
aging issues, and while discussion of mental
functioning is included within those two hours,
there is no specific component on Alzheimer’s
disease or dementia. The New York State
Department of Health should develop an
expanded curriculum that includes instruction
on the physical and mental health needs of
people with Alzheimer’s disease in all stages.
13
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Successful completion of this new Alzheimer’s
component should be required in order to
receive certification as a home attendant or
home health aide.
• Require training for staff that work with
people with Alzheimer’s in a range of
settings including hospitals, nursing homes,
assisted living facilities and communitybased agencies. Care quality can be enhanced
significantly through increased education
and training. Substantive training should be
provided for all health care staff that interacts
with people diagnosed with Alzheimer’s
disease – not just medical professionals. This
new training should focus on the symptoms of
dementia, early detection, diagnosis, treatment
and sensitivity training for working with people
with Alzheimer’s disease and their families. All
training should include culturally appropriate
strategies to serve New York City’s diverse ethnic
and linguistic communities.
Services and Care for People with Alzheimer’s disease
• Medicaid home care service options should be
expanded in New York State to accommodate
a broader range of needs for people with
Alzheimer’s disease and related dementias.
New York State’s Medicaid plan includes home
care services; however, the type and level of
authorized services can fail to meet the needs
of people with Alzheimer’s disease. The State
should explore broadening Medicaid eligible
services to include safety monitoring such as
cueing and orienting - even when it is the only
required service - to ensure the needs of those
in earlier stages of the disease are met. Further,
although there is no limit on the number of
homecare hours provided by Medicaid, in
practice, many families receive fewer approved
hours than they truly require. The number of
home care hours provided by Medicaid should
be increased when needed to support not only
the person with Alzheimer’s disease, but their
caregiver as well.

• Enhance the quality of care for people with
Alzheimer’s disease or related dementias in
residential settings, including Assisted Living
Facilities and nursing homes. Improved
care for people with Alzheimer’s is desperately
needed in residential facilities. This starts with
improved training for all staff members but
extends to the implementations of best practices
in dementia care, a wider range of programmatic
options, and improved oversight.
• Create new programs to serve a broader
segment of people with Alzheimer’s disease
and caregivers. Many survey respondents
expressed a need for programs for people in the
early stages of the disease and for families and
people with Alzheimer’s disease to participate in
together. The City can encourage the creation
of such programs by providing funding to
agencies that offer programs meeting these
criteria. This would ensure a greater number
of programs are equipped to serve people with
Alzheimer’s disease with progressing symptoms.
• Expand funding for programs that keep
people with Alzheimer’s disease in community
settings as long as possible. Day care, home
care and respite programs allow families to
keep their friend or relative with Alzheimer’s
disease at home. This can be important to
the health and well-being of a person with
Alzheimer’s as it minimizes the confusion that
can accompany transitions and allows for one-toone care, which is not possible in an institutional
setting. However, access to these programs and
affordability of care prevent many families from
utilizing services they need. The task force should
explore ways to increase access to neighborhood
services.
• Naturally Occurring Retirement Communities
(NORCs) should be better utilized as
partners in early detection and treatment
for Alzheimer’s disease. New York City has
a number of successful NORC programs,
encouraged and funded by the NYC Department
for the Aging. As NORCs literally meet

seniors where they are – within their own
building complexes and communities – they
are in a unique position to encourage cognitive
screenings, monitor changes in behavior, and
facilitate the provision of on-site services for those
in need of care. The City should explore a deeper
partnership with NORCs to promote early
detection and access to services.
Services for Caregivers
• New York City should expand funding
for caregiver support services. Caregivers
suffer tremendous emotional, physical and
financial burdens as a result of their caregiving
responsibilities. By expanding services such
as support groups, education and training,
financial counseling and legal guidance,
caregivers will be able to better care for
themselves as well as their friends or family
members, leading to increased overall health and
wellness.
• Expand and promote “one-stop” centers for
information and referrals for people with
Alzheimer’s disease and their caregivers
in New York City. New York City has two
information and referral services for people
with Alzheimer’s disease and their caregivers,
yet many survey respondents said they did not
know where to turn for help. The City should
invest in publicizing the two existing services –
the DFTA Alzheimer’s and Caregiver Resource
Center, and the Alzheimer’s Association 24hour Helpline – and ensure they are adequately
resourced to fulfill the demand for their services.

VIi. Methodology and Limitations
The survey used for this report was developed jointly
by the Office of Manhattan Borough President Scott
M. Stringer and the Alzheimer’s Association, New
York City Chapter. All survey questions are included
in Appendix A.
The survey and its analysis have some modest
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limitations. First, because the survey was publicized
by the Manhattan Borough President’s Office and
the Alzheimer’s Association, New York City Chapter
primarily using the respective contact lists of those
two organizations, survey responses include a strong
selection bias. There are two categories where this
selection bias is particularly apparent – the high
number of Manhattan residents that responded
to the survey and the high number of respondents
that participate in support groups, one of the most
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well-subscribed services provided by the Alzheimer’s
Association.
Additionally, a qualitative coding method was applied
to two open-ended survey responses – question 9 and
question 16 – in order to quantify responses to these
questions. Therefore results of questions 9 and 16
are less reliable than other questions and should be
considered anecdotal.

viii. Appendix I: Survey Instrument
CAREGIVER SURVEY
This survey has been created by Manhattan Borough President Scott Stringer and the Alzheimer’s Association,
New York City Chapter to learn more about the experiences of people caring for those with Alzheimer’s disease
or dementia in New York City.
1. Who is the relative or friend you care for?
 Parent
 Spouse
 Grandparent
 Aunt/Uncle
 Sibling
 Cousin
 Friend
 Other (please specify)
2. Where do you care for this relative or friend?
 In your own home
 In their own home
 In supportive housing/assisted living
 In a nursing home
 Other (please specify)
3. Where does your relative or friend with Alzheimer’s disease live?
 Manhattan
 Brooklyn
 Bronx
 Queens
 Staten Island
 Other (please specify)
4. What is your opinion about the level of services and support available in NYC for people with Alzheimer’s
disease or related dementia and those who care for them?
 Excellent
 Very Good
 Satisfactory
 Less than satisfactory
 Poor
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5. How many hours per week do you typically spend caring for a relative or friend with Alzheimer’s disease
or related dementia?
 0 – 10 hours
 11 – 20 hours
 21 – 30 hours
 31 – 40 hours
 More than 40 hours
6. How many days in the last year have you missed work to care for a relative or friend with Alzheimer’s
disease or related dementia?
 0 days
 Between 1 and 5 days
 Between 6 and 10 days
 Between 11 and 20 days
 21 days or more
7. What services have you utilized to help care for a relative or friend with Alzheimer’s disease or related
dementia in NYC? [check all that apply]
 Adult Day Program - either social or medical
 Residential Care
 Home Care/Visiting Nurse Service
 Diagnostic Center/diagnosing physician
 Physician providing ongoing dementia related treatment
 Pharmacist
 Physical therapist/occupational therapist
 Legal/Financial Service
 Information & Referral Services
 Other (please specify)
8. If you have not utilized services to care for your relative or friend, please indicate the reasons why not.
[check all that apply]
 My relative/friend does not need any services
 The services they need are not available in my community
 They cannot afford the service/ do not have insurance
 The program/s are full to capacity
 The program/s are at an inconvenient time
 There is no accessible transportation to the program/service
 Other (please specify)
9. If you have been able to utilize some services your relative or friend needs but not others, please provide a
brief explanation of the service/s needed and the barriers you have experienced while trying to access it.
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10. How do you learn about the services that are available to your relative or friend with Alzheimer’s
disease or related dementia? Examples might include: the internet, referral to services by a physician,
information provided by a friend, etc.
11. Have you or members of your family ever utilized caregiver support services?
 Yes
 No
12. If yes, please specify that type of service. [check all that apply]
 Support Group
 Respite Services
 Counseling
 Referrals
 Other (please specify)
13. In your own words, please describe the financial impact that having a relative with Alzheimer’s disease
or related dementia has had on you and the rest of your family. Examples might include: lost wages due
to missed work, co-pays for services covered by insurance, payment for services that are not covered by
insurance, etc.
14. In your own words, please describe the non-financial impact that having a relative with Alzheimer’s
disease or related dementia has had on you and the rest of your family. Examples might include:
increased stress, less time to spend with your family, less time to take care of your own health, etc.
15. Do you think there needs to be citywide plan to address Alzheimer’s disease or related dementia?
 Yes
 No
16. If you answered yes, what issues would you like to see addressed/what recommendations would you
provide?
17. Would you be willing to talk further about your experiences/concerns with a member of the Borough
President’s staff? If so, please provide your name and the best way to contact you.
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18. Please provide the following demographic information:
Gender:

Female



Transgender 

Ethnicity:
 African American/Black
 Latino/Hispanic		
 White/European		
 South Asian			
 I’d rather not say






Caribbean/West Indian 					
Asian/Pacific Islander
Native American/American Indian
Other



Male



Age:
 Under 25
 25 - 40
 41 - 60
 61 - 80
 81+
 I’d rather not say
Income Bracket:
 Under $24,999
 $25,000 – $49,999
 $50,000 – $74,999
 $75,000 – $99,999
 Over $100,000
 I’d rather not say
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I’d rather not say

ix. Appendix II: Detailed Demographic Information of Respondents
Of the 496 survey participants, 431 opted to provide their demographic information. Of those respondents,
approximately 18 percent of respondents identified as male and approximately 78 percent of respondents
identified as female.

Gender of Survey Respondents

18%

Male
Female

78%
Survey respondents were also asked to provide information on race, age and income. These responses are
summarized in the bar graphs below.

Race/Ethnicity of Survey Respondents
￼
￼
￼
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Age of Survey Respondents

Income Bracket of Survey Respondents
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My name is Teri Graham and I am the director of the Head Start Sponsoring Board Council. As important as it
is to increase the pay for staff working in day care and head start, I’m here because for 3 years I was my
mother’s caregiver. She was diagnosed with dementia in 2013 after I noticed some disturbing changes.
Being a caregiver is a very difficult job. Many people can’t handle it and many more don’t even try. Unless you
actually have done it you have no idea the physical, mental and emotional toll it takes. It is exhausting, isolating
and as dementia progresses caregiving becomes an all-consuming task. You end up sacrificing everything to be
there for someone else and it’s rarely easy. No one could have foreseen this but dementia doesn’t discriminate
and as the population ages the incidents are growing exponentially. It is a cruel disease inflicting humiliation
and indignities while robbing a person of their memories and quality of life. I would wake up, after a less than
restful sleep and listen for the TV. My mother was always an early riser and dementia didn’t change that. If I
heard the TV, I willed myself to get up to get her breakfast and morning pill. Literally every part of my body
ached because I was tired, worn out from the day before. If I didn’t hear the TV, I still had to get up to find out
if she was okay and see why she wasn’t up. Eventually I was forced to hide the remote because she kept losing
it along with the still missing telephone.
On rare occasions she would sleep in which meant a little more rest for me. If she was up, I dragged my weary
body out to the living room and would peek around the corner to see what she was doing. If she was sitting
quietly, I’d inspect the house, first the kitchen, dining room, etc. to make sure she didn’t touch, burn or break
anything. If everything seemed to be okay, I’d ask if she was hungry. Each night I defrosted her meals from
God's Love We Deliver for the following day, placing them in microwave safe containers. They had to be
defrosted in the refrigerator not room temperature. If there were mushrooms I’d pick out each one because she
hated mushrooms. While she was eating I’d brush my teeth and return to bed while she ate. I’d wash the dishes
and try to get some work done. If I was unusually lucky she’d spend the day watching TV and nothing eventful
would happen. More likely she’d try to go down the stairs without her cane. This was an ongoing battle.
Sometimes she'd be so angry that I reminded her not to go downstairs without the cane she’d slam the door and
sit down to pout. During the day I’d give her snacks such as salt free potato chips, granola bars and Breyers
sugar free ice cream. By the time I gave her dinner she’d claim she was starved and hadn’t eaten all day even
though she sat next to an empty potato chip bag, which she claimed someone else had eaten. Back then I was
stupid enough to argue until the social worker told me you can never convince someone with dementia that they
are wrong. It took ages for me to realize that using logic with someone who was no longer capable of being
logical was a losing battle. I tried to keep her calm and out of trouble and prayed she’d be happy relaxing in the
living room but she often had the compulsion to remove all the clothes from her closets and drawers which then
had to be put back. I have no idea why she did it but it frustrated me because I couldn't stop her from doing it.
However it was better than when she tried to drink French dressing or eat some outdated can of food which she
tried to open with a knife.
At some point in the evening she would go to bed and I prayed she would stay there but as her dementia
progressed, this was not the case. She would go to bed and I would breathe a sigh of relief that I could finally
watch a movie or get something to eat but 15 minutes later she was up and making her bed. I tried three
different prescriptions to help her sleep but NONE worked. The cycle of going to bed then getting up again
sometimes lasted for hours each night when all I wanted to do was get some rest. My days extended from sun
up to sun down. I couldn’t sleep or eat or even shower. Once I was very sick but couldn’t stay in bed to take
care of myself because there wasn’t anyone available to take care of my mother. It became impossible to plan
anything because I never knew what curve ball she would throw me or more accurately the dementia would
throw me. The stress became unbearable and resulted in headaches, backaches, nervous stomach, high blood
pressure and my drug of choice binge eating.
Last March I was exhausted and placed her in respite care. The first week was harder than I imagined for me to
adjust but the second week was better and I extended her stay for the maximum period of a month. I finally got
some much needed uninterrupted sleep but even that took a while to get used to. I still listened for the TV to see
if she was up or not. I railed on many occasions against being a caregiver especially since I have a sibling in

Boston who never made any effort to help with either time or money. It wasn’t fair to ask me to sacrifice my
life, plans and job to stay home tied to my mother 24/7. That didn't even include uncontrolled crying, yelling
loudly in her sleep, hostility, threats, verbal abuse, 3 hours prep to go to the doctor and the increasing
incontinence which was becoming intolerable. I used to lie awake at night dreaming about what it would be
like to be free and have my life back. Just the freedom to take a walk without worrying about some disaster
taking place in my absence would've been nice. I never went anywhere without checking my watch. As I
approached the house my heart raced not knowing what I might find when I went inside. If I didn’t accept my
current job, I would’ve done whatever it took to keep my mother at home. I tried to get a permanent home
health aide, most required 20-25 hours a week for no less than $20-25 an hour. It would cost extra for
evenings, weekends and on holidays. Several agencies came to the house to do an evaluation and I tried about 3
different aides last year but we couldn’t get approval. Then I tried adult day care which was fine if you qualify
for Medicaid but since she didn’t we were going to have to pay at least $90 a day for 6 hours which was not
enough for me to work full time. I reluctantly had to place her in assisted living which cost more than $5000 a
month. Yes it included food, utilities, medical visits but if I had to transport her to a different doctor, I had to
pay extra, I paid for adult diapers which were costing a fortune until I decided to buy my own from CVS. I paid
for all her toiletries, was billed for medication and anything else she needed so all in all I could have rented a
luxury apartment in Manhattan for less. As expensive as this was for us, I was fortunate that my parents saved
money, had pensions, social security and my mother had benefits from 30 years as a public school employee,
but I burned through the money in my mother’s checking account to keep her in assisted living. The threshold
to qualify for Medicaid is too high and most people won’t and don’t make the cut so families not only carry the
emotional and physical burden of being caregivers but they bear a huge financial burden, often quitting jobs to
be there full time and losing income that they can never recover. I paid for the vans which too her from the
assisted living facility to the hospital to the rehab and back again.
After being hospitalized last November she was transferred to a rehab facility which I will always regret. She
wasn’t doing well and I would leave work early, take the subway from Manhattan to Queens, then take a cab to
the rehab facility so I could feed her. I didn’t feel confident that anyone had the patience to feed her since it
took a lot of time and prodding to get her to eat just a little bit. One Friday I arrived to find her strapped into
her wheelchair, completely slumped over. I have no idea how long she was like that but my guess it was most if
not all day. When I asked the aides sitting right there they suddenly lost the ability to speak and started pointing
fingers at each other. She was completely soaked because no one had taken her to the bathroom. When I
wheeled her back to her room, she was in agony being transferred from the chair to her bed. I asked for medical
assistance and was told the doctor wouldn’t be in until the next day which was Saturday. When I arrived on
Saturday I was told the doctor wouldn’t be available during the weekend. Eventually they took x-rays and no
broken ribs. I never said there were broken ribs because it seemed the problem was her leg. I told the medical
staff on several occasions her foot was swollen. The nurse said he didn’t see any swelling even though they had
her foot propped up on a pillow. By the time she was hospitalized again in December she had a blood clot
which caused the intense pain in her foot. Repeatedly I told people she couldn’t answer health questions due to
her dementia yet they insisted on asking her questions and when I intervened or suggested having her tested for
things like UTIs they acted like I was the one suffering with dementia.
My mother has been gone for almost 3 months now. I have my life back but I don’t feel free. I understand the
exhaustion and frustration many if not all face as caregivers but you don’t want to have regrets that you didn't
do enough because even when you did everything imaginable you still feel guilty. I’m overweight, with high
blood pressure, high cholesterol and daily headaches. My doctor recently prescribed anti-depressants to cope
with the devastating loss and lingering health problems I developed while working as a full time caregiver. I
am no longer an active caregiver but speaking for my fellow caregivers in my support group, I can say that they
desperately need help, mental, physical and financial but most aren’t getting it.

Testimony of Jeanine Wong
Program Director, Caregiver Services
Hamilton- Madison House
Before the Committee on Civil Service and Labor
Jointly with the Committee on Aging and the Committee
On Finance
In relation to a comprehensive plan to address the needs of informal caregivers
(Int. No. 1081)

Thank you Committee members for this opportunity. I am Jeanine Wong, Program Director of Caregiver
Services at Hamilton-Madison House. I am relatively new to this position; but the subject of caregiving is
near and dear to me as I am an informal caregiver to my elderly mother. My mother, like many other
immigrants, does not speak English, broken at best, nor understands the American culture.
I am fortunate to be a first generation English speaking Chinese American with the opportunities of
higher education and additional assistance from my own family and siblings. While these may seem like
small privileges, the gravity of them weighs heavily in instances of acquiring information (what type of
affordable senior housing is there? How do I get Medicare/Medicaid for my parent? etc…) or the
completing of forms ( what type of information does my parent need to have or do I need to have?
etc…). I know that not everyone is nearly as fortunate as I am, in the Asian/ Asian American community
because these tasks for my parent were done prior to my knowledge or position at Caregiver Services.
Through my short time working at Hamilton Madison House, I have become aware of these wonderful
resources such as bilingual translators, information, assistance, counseling, respite, and supplemental
that I believe would greatly benefit informal caregivers in similar situations. I believe it is pertinent that
all caregivers, informal or not, be aware of such resources that the city can provide for the Asian
community.
This study will do that. The purpose of this study is to alert informal Asian American caregivers of the
resources that are at their disposal. With this knowledge, informal caregivers will be able to provide
better care and be better informed. Caregiving is not just a side job, it is a full time position, formally or
informally, that deserves the awareness of the assistance available out there.
Thank again for your time and I encourage you, Committee members, to develop the comprehensive
plan that will address the needs of informal caregivers.

Jeanine Wong

