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Abstract
One of the big risks facing Americans as they age is
that they will need long-term care. Most long-term
care is provided on an informal basis by family and
friends, and the cost of that care is often not
considered in planning for retirement by either the
person who receives care or by the caregiver. But
such care has a major consequence for individuals
and families as care needs increase and they search
for home-based and community resources, weigh
the pros and cons of different living arrangements

and supportive housing options and consider the
emotional and financial ramifications.

This paper will look at the issues associated with
long-term care from the perspective of the adviser
who is trying to help clients as they think through
these challenges. It deals with topics other than long-
term care insurance and includes a discussion of:
n The impact of caregiving on the retirement 

security of the caregiver
n Providing care for family members at home and

community solutions 
n How housing options interact with long-term care

needs
n Background statistics on long-term care and 

caregiving
n Involving family in the planning discussion and

planning for a support network

Introduction
One of the big risks facing Americans as they age
is that they will need long-term care (LTC). Most
long-term care is provided on an informal basis by
family and friends. Often, the cost of that care is
not considered in planning for retirement by either
the person who receives care or by the caregiver.
But such care has a major consequence for
individuals and families, and it also has
consequences for the community.

LTC1 expenses can be devastating to the retirement
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income and lifetime financial security plans of aging
households, as well as to their family caregivers.
Households manage their LTC risk with a variety of
approaches but few have a formal plan or insurance.
Often, their primary plan is to rely on family and
friends for care, and their last resort protection is
usually Medicaid. This lack of protection has put
middle-class households at risk and has severely
exacerbated household and societal challenges to a
financially secure retirement with: 
n The depletion of retirement assets due to long-

term care expenses for services in response to a
major LTC event

n The impact on the financial security of the 
surviving spouse

n The added responsibility and financial burden
placed on family members who care for their 
parents and loved ones

n The cost of health and LTC needs… these costs
often outpace general inflation and/or exceed the
amount that individuals and families have
planned

n The effect of increased longevity on the 
likelihood of the need for care during retirement

n The limited participation by middle-income
earners in the private insurance market

n The societal impact of an aging population on
Medicare and Medicaid

This paper will include a discussion of:
n The impact of caregiving on the retirement 

security of the caregiver
n Providing care for family members at home and

community solutions
n How housing options interact with LTC needs
n Some key statistics on LTC and care-giving
n Involving family in the discussion and planning

for a support network

The Impact of Caregiving on the Retirement Security
of the Caregiver
Most discussions of LTC focus on the risk that an
individual will need care as they age. However, what
is often forgotten is that a large number of

individuals will also be providers of care to parents,
spouses and other family members, generally on an
unpaid basis. The family, however defined,
continues to step up to the plate when it comes to
caregiving. 

Here are a few facts:

The Big Picture: A Profile of Caregivers
Many Americans are or have been caregivers. A
May 2014 survey from the Associated Press and
National Opinion Research Corporation (NORC)
titled “Long-term Care in America, Expectations
and Reality,” found that 60% of Americans over age
40 have experience with LTC. Of this group:
n 73% provided care only
n 17% provided and received care
n 7% received care only
n 4% financially supported the provision of care

In addition:
n 57% of caregivers provided care to a parent
n 83% of caregivers had a positive experience
n 77% of caregivers felt caregiving strengthened

their relationships although 51% said it caused
stress in the family (Associated Press - NORC,
2014) 

The number of family caregivers is surprisingly
large with 34.2 million caregivers making up 20% of
the U.S. adult population providing care to someone
who is ill, disabled or aged.2 Researchers calculate
the economic value of family caregiving at $470
billion in 2013, up from $450 billion in 2009.3 For
care recipients living alone, with no children or adult
children who work or live at a distance from their
parents, the lack of a consistent care provider puts
them at risk and may result in premature admission
to a care facility. 

For the caregivers themselves, the physical and
psychological impact can be debilitating, and the
financial impact is much greater than meets the eye.
Somewhat older data indicate that the average
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Checklist: Questions for advisers to ask their client when a family member needs care 

Focus on decisions:
n What decisions must be made? When? By whom?
n What are the viable options? How do we identify them and analyze them?
n How urgent is it to make a change?
n Will financial issues drive which options are viable?

Focus on care needed and living arrangements:
n What care is needed? What are the alternatives for the provision of care? What are the costs to the

care recipient and to the caregiver? 
n Does your family member have some functional limitations or cognitive impairment?
n Is your family member able to live on his/her own without assistance? 
n Does your family member need day-to-day help?
n Would you be willing to have the family member move in with you?

Impact on the caregiver and the employer:
n How will each alternative affect the employment, earnings and retirement savings of the caregiver? 
n If a choice is made that reduces the caregiver’s employment and/or impairs their retirement 

savings, how can they be protected?
n Are you, or will you be, the primary caregiver? How much care are you able/willing to provide? 
n Does your employer sponsor work-life or leave programs that will enable you to keep working and

still care for a family member?

Financial issues:
n What are the costs of various options and how do you sort that out?
n Does your family member have the financial resources to pay for home care in his/her own home,

assisted living or nursing home care?
n Can you tap your family members’ home equity to pay for care if needed? 
n If not, are you (the caregiver) able to pay for these services?

The role of various family members:
n What other family members should be participating in this conversation?
n What other family members may be willing and able to help? How do you engage them in this discussion?

Other issues:
n Are you familiar with the home care agencies, adult day care centers, assisted living facilities and

community resources in your area?
n If your family member wishes to stay at home, is the house or apartment physically suitable for

aging in place? 
n Do you know where your family members’ legal and financial documents are located?
n Do you have authority to act on behalf of the person needing help? If not, what is needed to 

secure that authority?
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family caregiver for someone 50 years or older
spends $5,531 per year on out-of-pocket
caregiving expenses.4

Many of those who are providing care, especially
women, decide to leave the workforce early or
reduce their hours as the expenses and stress appear
to outweigh the benefits of working. Research
indicates, however, that there is a significant impact
on individual lost wealth. Conservative estimates
show that caregivers for aging parents lose $303,880
over a lifetime, factoring in lost wages, savings and
Social Security benefits. The figure is just the tip of
the iceberg as it does not include monies from
401(k) accumulation or private pension plans, nor
the loss of career momentum and earning power if
caregivers choose to reenter the workforce. 

While this data may not be immediately applicable
to a specific client, it illustrates to the adviser that
the caregiving issue is important and often not
included in a discussion of finances. Armed with this
information, an adviser is better equipped to
understand how caregiving responsibilities and
obligations fit into a financial and life plan and to
work with clients in thinking about it.

The adviser can play an important role by helping
their clients consider how they will provide care and
how it will be paid for so that the caregiving will not
have a devastating effect on their long-term security.
Some of the areas for the adviser to focus on are
highlighted on page 9.

Many advisers are comfortable initiating a
discussion about caregiving with their client but,
depending on the situation, it may be helpful for
them to bring in specialized expertise to assist with
identification of care alternatives. As a value-add,
the adviser or outside specialists can gather
information about home care, assisted living and
nursing home costs in their community. They also
can help the client do a “reality check” on the extent
of care he or she is able to provide, the impact on

their lifetime wealth if they leave the workforce
prematurely or reduce their hours and how paid care
at home or an institution will be financed.

Providing Care for Family Members at Home and
Community Solutions
The vast majority of people want to age at home and
in a community rather than move to a specialized
housing or care setting. Their house offers a place
of comfort and a familiar community of friends and
activities. Some housing is not suitable as one ages
because of steps, yards that are hard to care for and
lack of access to transportation when driving
becomes difficult. At that point, homes need to be
retrofitted to meet the needs of aging family
members or a family can choose to downsize to a
smaller, more accessible home or apartment. 

The desire to remain at home coincides with a
change in public policy which is deemphasizing
nursing home admission and instead is shifting
government resources into keeping frail elders at
home. At some point, due to functional or cognitive
impairment, it may not be practical to remain at
home but there is some movement on the part of
non-profit, government and business sectors to
develop services that will enable families to have
more of the support needed to grow old at home. 

There are a number of resources on the local level to
assist caregivers but the difficulty is that they are not
under one roof. Area Agencies on Aging and senior
centers are good points of contact for families
looking for information about services such as
“meals-on-wheels”, transportation, adult day care
centers, home care agencies and other resources.
Some communities have organized innovative not-
for-profit organizations specifically to help older
people age in place, though many are in formative
stages and only a modest number are operational
nationwide. The Village Movement is an example of
an organization type growing within many
communities. For a yearly membership fee, members
have access to vetted services such as home-
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remodeling and home care, and volunteers to help
with rides to doctors, grocery shopping and other
tasks. The International Transportation Network
(ITN America) affiliates offer transportation services
for seniors, utilizing volunteer drivers who bank
hours for future use, and low-cost driving services. 

More small businesses and trained professionals are
offering services to help people age in place, for
example, geriatric care managers, home remodelers
and senior relocation specialists. Developments in
home-based technology offer promise to supplement
personal care, for example devices to monitor
family members and alert caregivers if something is
amiss, and telehealth programs to substitute for in-
person routine doctors’ examinations. Home equity
is generally an untapped resource and is rarely
thought of as part of a financial plan. Using a reverse
mortgage to pay for home care or to retrofit a house
can make aging in place more affordable. 

Since caregiving has a hidden impact on business in
terms of lost productivity, increasing numbers of
employers are providing assistance to those
employees who are providing care. The larger
employers provide eldercare information and
referral as part of their work-life programs. Services
might also include caregiving coaches who help
employees caring for a loved one. Smaller
employers often link employees with local services.
Eligible employees are entitled to take job protected,
unpaid leave through the Family and Medical Leave
Act (FMLA) for specified medical and family
reasons, and can maintain their health insurance
coverage. Advisers should encourage employees to
explore what is available in their firms, including
flextime policies and tele-commuting options. 

It may be helpful to clients if the adviser does
preliminary research on available community
resources and businesses, or partners with a
specialist, to help identify and evaluate appropriate
options. Community services and support may make
the difference between being able to stay at home or

moving to more specialized housing. There are also
support groups, both in-person and online, available
for caregivers and for those caring for someone with
a specific condition such as dementia. These types
of services can help caregivers remain in their job
and still support the person who needs care.

How Housing Options Interact with Support and Long-
Term Care Needs
For many people, housing is a major part of the
financial picture. A financial adviser would normally
advise about the affordability of a given housing
option, and likely help people evaluate whether they
should pay off a mortgage, or perhaps take a reverse
mortgage. There are other issues, however, that a
client needs to consider. Advisers or partnering
specialists can help clients think through whether a
family member should remain at home or move to
specialized housing and the financial implications
of each alternative. 

There are a variety of housing options available
today for seniors. Some include support services
and/or LTC. Such support is generally costly. Figure
1, on the next page, shows an illustration of typical
support in specialized housing. 

Another option is a Continuing Care Retirement
Community (CCRC), which combines multiple
levels of support, starting with independent living,
and usually requires an upfront payment. The person
moving into a CCRC must meet financial
requirements and be in relatively good health at the
time of entry. The adviser may be able to help the
family sort through the issues in deciding whether
such a move is a good idea. Considerations include:
n Financial issues
n Challenges if there is no move
n Support network and family availability to help
n Level of help needed
n Mobility and access to transportation 
n Lifestyle choices
n How the individual responds to being in a more 

communal setting
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The paper, “Improving Retirement by Integrating
Family, Friends, and Support: Lessons Learned
from Personal Experiences” by Anna Rappaport
published in the Society of Actuaries monograph,
offers detailed discussions of the issues involved in
making these choices.

There are several points that the adviser may wish to
consider if they help with evaluating specialized

housing choices:
n There are trade-offs among all options, and

most people indicate that they would prefer not
to move to specialized housing. The first step may
be to determine what choices and support 
services there are without specialized housing, and
the costs involved in remaining at home (i.e. 
taxes, retrofitting a house, home care costs if 
needed)

Feature or Service
Overview

Offer activities for
residents

Meals per day

Transportation

Personal care and
medication management
Mobility assistance

Housekeeping support

Onsite nurses
Alzheimer’s/Dementia
Care

Independent Living
Offers some support,
primarily targeted at
people who wish to live in
a supportive environment
and/or are experiencing
some limitations
Yes, often fairly extensive;
may include attendance
at outside events, day
trips
Common to have one
meal per day provided;
more are usually available
Mostly yes to shopping
and various activities
No

No, but facility likely is
designed to
accommodate people
with limited mobility
Varies, likely to be laundry
facilities
No
No

Assisted Living
Offers moderate support
and care

Yes, but likely more
limited; may include
shopping and more
limited outside trips
3+ meals

Mostly yes

Yes, with limitations

Yes

Yes, laundry service may
also be offered
Yes
Varies, there may be
special units

Nursing Home
Offers extensive support;
suitable for severely
disabled

Yes, but very limited and
geared to capability of
residents

3+ meals

Occupants probably do
not go out much if at all
Yes

Yes

Yes

Yes
Varies

F IGURE 1 :  COMPAR I SON OF SEN IOR HOUS ING OPT IONS THAT INC LUDE SUPPORT SERV I C E S
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n There is no “generally accepted” process for this
evaluation

n Some specialized housing has a very good
lifestyle and residents, many skeptical at first, are
often very enthusiastic about it

n There is a significant cost for such housing and
in some cases, a large upfront payment. The 
upfront payment may not be refundable if the 
individual leaves the facility. There are other 
financial risks involved including costs going up
more than expected, and bankruptcy

n Planning should consider the possibility that a
choice may not work out due to lack of funds, the
need for care beyond what the facility can 
provide, or it’s just not a comfortable fit for the
resident. An exit plan or Plan B should be 
developed

n The ability and interest of family members in 
providing care, as well as their own financial 
situation, should be considered as along with the
preference of the individual choosing specialized
housing

n Access to doctors and medical providers may
change when making a move

n Facilities change ownership, staff turns over, and
some have financial difficulties

If the adviser does nothing else, they may wish to
alert the client about some of the risks of moving.

Involving Family in the Discussion and Planning for a
Support Network
Women are generally more affected by caregiving
than men. In addition to the impacts described
earlier, the older female caregiver, often a wife
caring for a husband, may be frail, may jeopardize
her own health and spend down the couples’ assets
with no funds left for her own care. Women live
longer than men and have longer expected periods
of disability. 

Spouses or partners should both be involved in
planning, not only for end-of-life but also for their
choices of care and the finances involved. In most

cases, it is wise to involve the adult children or other
family members in the discussion. These meetings
should take place before a crisis occurs or before
cognitive difficulties emerge. 

It is important for the adviser to work closely with
the client to identify which family members, if any,
can be involved in the discussion, and what
information can be shared with them. When both
spouses are alive, they may be reluctant to involve
children. In the case of blended families, the issues
can be more complex. Also, research shows that
family members are often the unexpected
perpetrators of financial exploitation. Family
members should never be contacted without the

The Big Picture: Profile of Care
Recipients

Many people need long-term support services.
The 2011 U.S. Census Bureau American
Community Survey estimates that:
n 8 million people experience difficulty

with self-care (i.e. completing all 
“activities of daily living”)

n 13 million adults experience difficulty
with living independently

n 14 million children and adults have 
difficulty remembering, concentrating or
making decisions

n 20 million children and adults experience
difficulty with walking or climbing stairs.
(Kaiser Family Foundation 2013)

For people with long illnesses, there may be a
gradual decline leading to the need for
increasing care over time. This is particularly
true for those with diseases such as
Parkinson’s and Alzheimer’s. 

Health status and the need for support also
change by age, increasing substantially after
age 80. n
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explicit permission of the client.

An important starting point is to understand what
arrangements, if any, have been made with regard
to health-care powers-of-attorney and what family
members are likely to be involved if caregiving is
needed. Discuss how clients’ expect their care to be
delivered and the impact on the caregiving spouse or
adult children. Sometimes there are clear responses
to the second point, but not always.

Business Issues for the Adviser
Advisers needs to think through how deeply they
wish to become engaged in some of these issues.
One on the hand, this is an opportunity to help the
client, but it requires expertise and time. Advisers
may be working with clients who need help with
caregiving and housing decisions or with clients
who are providing care for family members.
Offering assistance about housing options and care
planning can be a differentiator with higher net
worth clients in mid-life. If advisers wish to be
involved, they need to determine how to get paid for
the additional services and how this fits with their
normal business model and consider regulatory
compliance and liability insurance. One solution
might be to partner or refer clients to a geriatric care
manager or other specialist who is trained to assist
in care planning and implementation. 

Conclusions and Summary
Discussions of caregiving obligations and housing
options are important, but often forgotten, areas and
offer a big opportunity for providing added value.
Since so many people are or will be caregivers but
are not sure where to turn for help, support and
assistance is needed. Caregiving responsibilities
may be short-term, however, for many, the support
will be needed for a very long time. About 20% of
the people reaching age 65 will need some support
for five years or more, although very few are
disabled enough to qualify for insurance benefits. If
clients are adult children caring for aging parents,
the caregiving discussion enables the adviser to start

a conversation about how he or she expects to
manage and pay for their own care. LTC insurance
or other financial tools can then be put in place. 

The availability of the family to provide all or some
care is a huge issue – those with family support may
have less need for buying more extensive LTC
support in the marketplace, but the family caregiver
may be stretched to the limit without it and care
needs are likely to become more intense and time
consuming over time. For families, offering support
is loving and important, but it can come with a large
and often hidden cost to the family. 

For a couple, providing care for a husband, wife or
partner can drain assets that would otherwise be
available to pay for care for the surviving spouse.
LTC insurance or the use of home equity can help
protect the survivor.

For adult children, caregiving over a long time may
mean giving up a job, or moving to part-time
employment, and/or giving up a great deal of
personal time. Some caregivers also spend
considerable out-of-pocket dollars. While
caregiving can be viewed as a form of
intergenerational transfer for some families, it’s
important to weigh the consequences of caregiving
on future retirement security of the caregiver, which
are usually not considered.

LTC is a much bigger issue for women because they
on average live longer than men, are more likely to
be the survivor, have longer expected periods of
needing support and are more likely to be alone in
old age. Structuring assets and income so that the
survivor is protected is an important issue.

Housing that offers some support is an excellent
option for some households. Generally housing
options with support have higher monthly costs than
housing without support and some of this housing
requires an upfront payment. It is very desirable to
set aside sufficient retirement funds so that

© 2016 Investments & Wealth Institute™, formerly IMCA. Reprinted with permission. All rights reserved.



VOLUME  6 ,  NUMBER  1

15

appropriate housing is a viable option to be
considered when the need for help arises.

Both physical and cognitive decline are issues. Both
can occur slowly or in big steps as a result of
specific health events. One of the personal planning
issues to be considered is how to manage after
decline occurs. These issues are complex and there
are no simple solutions.

Postscript: Don’t Forget About These Key Financial
Issues
This paper is not about the major financing issues
for LTC, but they cannot be forgotten. They include:
n LTC insurance is an important option to make

funds available to buy market services when 
needed. This is particularly important for middle
class people. It is better to buy early when costs
are lower and insurability is usually not an issue.
The match between what people need and 
insurance is imperfect, and insurance is not 
always the best solution

n People without LTC insurance need more assets
in order to pay for a major LTC event should one
occur. People who use their personal assets to pay
for care are not subject to the requirements and
restrictions in insurance policies

n Reverse mortgages or the use of home equity is
a potential solution as a means of enabling 
people to pay for care in their home, or to use the
proceeds of a home sale to move to supportive
housing

n Medicaid offers the payment system of last 
resort. However, it requires the spend down of 
assets for eligibility and the care options covered
by Medicaid are limited. Some experts view 
Medicaid as a barrier to the purchase of private
insurance and as a deterrent to better personal
planning. Relying on Medicaid as a long-term 
solution is quite risky as the rules are restrictive,
can change and these programs are under great
financial pressure, which will surely increase in
the future. n

Note: A recent Call for Papers from the Society of Actuaries “Managing the Needs of Long-term Care Needs and Expense on Retirement
Security” examines the interaction between long-term care and retirement. The monograph can be found at: 

https://www.soa.org/Library/Monographs/Retirement-Systems/managing-impact-ltc/2014/mono-2014-managing-ltc.aspx

Papers that are particularly helpful with regard to these topics include:

• The 65-Plus Age Wave and the Caregiving Conundrum: The Often Forgotten Piece of the Long-Term Care Puzzle, by Sandra

Timmermann

• Improving Retirement by Integrating Family, Friends, Housing and Support: Lessons Learned from Personal Experience, by Anna 

Rappaport

• The Impact of Long-term Care on Retirement Wealth Needs, by Vickie Bajtelsmit and Anna Rappaport

Footnotes:
1 Long-term care services include help with functions such as bathing, dressing, transferring, eating and toileting and cognitive difficulties. 

These functions are referred to as Activities of Daily Living (ADLs) and insurance benefits typically define eligibility for payment of 
benefits based on help needed with two or three ADLs or functional limitations due to severe cognitive impairment

2 AARP Public Policy Institute and National Alliance for Caregiving. Caregiving in the U.S., June, 2015, 
http://www.aarp.org/content/dam/aarp/ppi/2015/caregiving-in-the-united-states-2015-report-revised.pdf

3 AARP Public Policy Institute. Valuing the Invaluable 2015 Update: Undeniable Progress, but Big Gaps Remain, 
http://www.aarp.org/ppi/info-2015/valuing-the-invaluable-2015-update.html

4 AARP Public Policy Institute, Fact Sheet. Valuing the Invaluable: The Economic Value of Family Caregiving, 2008 Update
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