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Special Needs Estate Planning—A
Family Perspective

A good family plan to help a disabled
member will contain a detailed alloca-
tion of responsibility for each family
member, when everyone knows upfront
who will be handling the money and
who will be making the doctor
appointments, all benefit from a job

well done.

By Terry L. Toske

cle for Elder’s Advisor several
months ago, my first thought
was that I was truly honored and
complimented that this group of
attorneys would actually want information from
me! After all, I am not an attorney, nor a paralegal,
nor do I have a long list of initials after my name.

Terry L. Toske is the former Executive Director of the
ASSOCIATION for the RIGHTS of CITIZENS with
handicaps, Inc. (ARCh) in Waukesha, Wisconsin. Ms.
Toske has over twenty-eight years of experience work-
ing with individuals who have developmental disabili-
ties and their families. She currently provides consult-
ing services to ARCh and other organizations.
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Then, the fear set in. What could I say to this
esteemed group that would have impact and rele-
vance? How would I say it? I took the time to read
the last issue of Elder’s Advisor, which served to
reinforce my initial fears. I do not have legal cases
to cite, nor will you find a “selected bibliography”
at the end of this article. It took me some time (as
I believe most good decisions and revelations do),
but I came to grips with myself (and my self-
esteem) and realized that I do have valuable and
important things to say, and possibly some lessons
to teach that are not taught in law school. They are
lessons of the heart, lessons of the Human Service
Delivery System and experiential lessons of families
who have a loved one who has a disability. They
are critical lessons to be learned by those of us who
work with people, especially those of us who give
guidance and advice. I hope that I can take some of
the lessons that I have learned from the families I
have worked with over the past twenty-eight years,
and share those valuable lessons with those of you
who are professionals in the legal arena, thus help-
ing you better serve your clients.

This article will focus on the critical importance
of specialized financial and estate planning for peo-
ple who have a family member with a disability.
My area of expertise is working with individuals
who have developmental and/or physical disabili-
ties, and that is the group that will be highlighted
and referenced throughout this article.

Who Should Engage in Specialized
Planning?

Planning for the future is important for all of us.
We plan for retirement, we plan for our children’s
on-going education and many of us even plan for
our funerals. For families with someone who has a
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disability, planning is even more important, but too
often is delayed, poorly done or just ignored.

You will notice that I have referred to families,
not just parents. This is with specific intent. The
first step in effective planning is identifying those
families who need to do specialized planning, and
that group includes 4ll family members, not just
parents. It is critical that intake protocol for all
engaging in financial and estate planning includes
the specific questions:

1. Do any of your immediate or extended fami-
ly members have a disability or currently or
potentially qualify for government benefits?

and, if yes,

2. Do you intend to include them in your estate
plan?

Too often, these questions are not asked, under
the assumption that people will volunteer this
information. They don’t! Most times, people do
not volunteer the information because they don’t
realize it has any importance. They do not know
the rules, regulations, laws and pitfalls. This is par-
ticularly true with extended family members—
those loving aunts, uncles, grandmas and grandpas,
who just want to do a good thing for their “little
one” that has some special needs. Little do they
know that their generous and loving bequest could
disqualify a loved one from government benefits
that are needed to survive. They just wanted to
help, after all! It is up to the professional doing the
intake interview to ask necessary questions up-
front and point-blank.

The Importance of Planning

Families need to be educated as to why planning is
important. Some may need to be convinced of the
importance of planning for the future. Each family
member will have a different reason for needing to
plan and will derive different benefits from pro-
actively planning for the future.

Benefits of Planning for Parents

Parents of children who have disabilities will find
added security and peace of mind when they
engage in good planning. They will feel a sense of
relief in having a better idea of what their child’s
future will be after they are no longer there to
ensure that future themselves. Many parents, as
well as entire families, make assumptions about
their child’s future. More families than one would
think have never really talked with one another

about what will happen to their child with a dis-
ability when the parents die. Many assume that
“government” will just take over, and that their son
or daughter will go to a group home. Some assume
that the other adult children in the family will take
care of their brother or sister. Often, family mem-
bers have contradictory assumptions, but they are
unaware of these differences until a crisis occurs
(parents die or are placed in a nursing home).

Planning gives parents an opportunity to pre-
pare, proactively, for their child’s future. Many fam-
ilies do not realize the amount of work and time
planning can take. There are extensive waiting lists
for most services for adults with disabilities, partic-
ularly for residential support services, and thus, pre-
planning is critical! A good plan will work to
include all of the people involved in the life of the
person with a disability, and will build a support
team around that person. Having an established
“team” is most certainly a huge asset for the person
with a disability, but it also provides the family with
a real sense of security in knowing that there is a
committed group of people in place to look after
this family member when the parents are gone.

Planning allows parents to establish some pref-
erences for their child’s lifestyle when the child is
no longer residing with the parents. Unfortunately,
parents cannot “pick” the group home, service, or
service providers for their child unless they are pri-
vately paying for all services. If the parents intend
to utilize county monies and county-contracted ser-
vices, they will typically have little, if any, choice of
providers. Parents can, however, make known their
preferences for lifestyle and quality of life issues for
their child. Quite honestly, these issues, some of
which are noted below, are usually the most impor-
tant to families.

» Religious preferences: Does the disabled fam-
ily member go to church each week, and what
church?

® Favorites: Do they have any favorite items,
foods, and activities?

® Travel: Is there a special family vacation spot?

® Traditions: Are there special family traditions
that should be maintained?

Parents are rightfully concerned with these
issues. Such choices will truly lend to maintaining
the quality of life for their children with disabilities
after the parents’ deaths.
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Completing a thorough estate plan also allows
parents to share the plan with extended family. For
most of us, raising the subject of our estate plans
(basically our ultimate demise) is a terribly uncom-
fortable thing to do. Nobody likes to talk about
“when I die,” or “when you die.” However, that
discussion is a critical one for these families.
Further, extended family need to know about the
issues of maintaining qualifications for entitle-
ments so that they do not unknowingly disqualify
a favorite grandchild, niece or nephew in their
estate plan under the guise of trying to do a good
thing.

Benefits of Planning for Other Family
Members

Planning eliminates much of the second-guessing
and assumptions about the future by family mem-
bers, particularly for the siblings of the child with a
disability. Siblings, certainly as early as their
teenage years and many times earlier, begin to won-
der (and make assumptions) about who will take
care of their brother or sister should anything hap-
pen to mom and dad. Although they wonder about
it, they rarely, if ever, ask anyone about it or talk
about it, even amongst themselves. This uncertain-
ty can lead to disastrous results as the parents age
if no planning takes place. Interestingly enough,
when I have dealt with families, it is rare that the
children’s ideas and assumptions about “who will
do what” match the thoughts and wishes of the
parents! A good plan will contain a detailed alloca-
tion of responsibility for family members. Everyone
knows up front who will be handling the money,
who will be serving as guardian (if needed) and
who will be making doctors appointments.
Planning allows family members to allocate
responsibilities based on individual skills and cir-
cumstance of each family member. Think about
your own family for a moment. Is there one family
member who you would NOT want to handle
YOUR money? Is there another who might be real-
ly good at dealing with your finances, but who you
would not want making decisions about your med-
ical care? That is certainly the case in most of our
families. Planning should help families look at all
these factors in allocating future responsibilities.
How many families do you know who name the
eldest son as the executor of the will just because he
is the eldest son? It also makes absolutely no sense

to have the sister who lives 400 miles away serve as
the guardian. It is virtually impossible to be a good
guardian from that distance. When allocating these
responsibilities, remember that a family can do one
thing that no professional can do—be loving fami-
ly members. Families need to plan on allocating
time to just being family—no one else can do that
job! Many other responsibilities may be better allo-
cated to paid professionals (e.g., corporate trustees,
attorneys, human service system providers, accoun-
tants) to ensure “time best spent and skills best
used” by family members. Planning ideally done
together as a family also may eliminate disagree-
ments between family members before they have a
chance to occur and while the parents are still alive
to “set the record straight.”

There is a tremendous relief of burden for all
family members when planning is done. Even if the
plan itself is not perfect, the family members know
what the plan is, have discussed it ahead of time
and usually agree with it. The biggest fear is often
the unknown, and families can help eliminate the
unknown with a good solid plan.

Benefits for the Child With a Disability

There is no doubt that the person who will benefit
the most from planning is the individual who has a
disability. This person also has the most to lose if
planning is not done, or is not done well.

The family member with a disability needs to
know there is a plan, and he or she needs to be a
part of the development of that plan as much as
possible. Even individuals who have significant dis-
abilities know when there is turmoil and are affect-
ed by it. Often an individual who may not be able
to communicate verbally will have significant
behavioral issues due to the stress of family crisis
and disharmony. The individual needs to have the
plan explained to them to whatever extent of
understanding is possible. Knowing what will hap-
pen gives that person some security and allows for
a transitional period to occur.

Planning provides the opportunity to minimize
the trauma of change for a family member with a
disability. Change is difficult for all of us. For peo-
ple who have disabilities, particularly for those
who have mental retardation, change is even hard-
er and more traumatic. Too often when a parent
dies, the adult child with a disability has literally
everything in their life changed in one instant—the
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place they live, who they live with, the bed they
sleep in, their schedule, the food they eat, the TV
shows they watch—literally everything in their life!
Such change would be difficult for any of us. For
someone with limited capacity, change is beyond
comprehension, devastating and harmful. When a
plan is in place, transitional changes can occur over
time in preparation for the future.

Most importantly, a good plan can ensure that
the person has more than just the bare essentials of
a poverty-level existence (which is what govern-
ment benefits will provide). A plan allows a child
with a disability to maintain the quality of life that
their parents want.

Entitlement Protection

As you are aware, the primary reason to have a
specialized estate plan when a family member has a
disability is to protect his or her government enti-
tlements. But why?

Most adults who have disabilities (developmen-
tal or physical) will rely on SSI (Supplemental
Security Income) and Title XIX as the primary
means of support and as the primary payers of sup-
port services. Most families are aware of this, but
rarely know the asset criteria for maintaining ben-
efits. They rely on the expertise of the attorneys
and human service professionals they are involved
with for this information.

Most adults with disabilities will eventually
have their SSI payment converted to Social Security
Disabled Children’s benefits upon their parent’s
retirement or death because the cash payment is
usually higher. It is critical, however, that they
maintain their eligibility for Title XIX. SSI or Social
Security cash payments will typically cover the
costs of food, clothing and shelter (meager as it
may be). It is Title XIX, however, that is quickly
becoming the primary funder of the support ser-
vices due to the waiver systems. Title XIX is most
often the funding source that pays for the staff time
for in-home care and for his or her work-related
services, transportation and medical care. These
services are the biggest costs in providing continu-
ing care for individuals who have disabilities
throughout their lifetime. Maintaining qualifica-
tion for Title XIX is CRUCIAL, and parents must
be told this.

Government benefits will only provide for a
poverty level (or below) existence. This fact is often
shock for families. They have no idea!

Professionals need to assist families to move
toward public/private partnerships to meet needs
of the individual with a disability. Government
may provide food, clothing, shelter and basic sup-
port services, but families and parents will need to
provide (financially) for quality of life.

Case Study 1: Mike and His Sons

I received a call from the local hospital social
worker regarding a patient in his seventies with ter-
minal cancer who bad been admitted through the
emergency room. This gentleman, “Mike,” had a
45-year-old son with mental retardation. For the
past four days of Mike’s hospital stay, the son had
been sleeping in the chair in the hospital room
because he had no place to go and no one to look
after bim. The hospital staff was very concerned
because Mike’s cancer was progressing, and bis
prognosis was poor. Mike would bave six months
to live at best (one doctor thought it would be clos-
er to eight weeks). No one on staff knew what to
do. But, they did know that the next hospital stay
for Mike would be an unpleasant one and that his
son would not be able to sleep in his room.

When I met with Mike and his son James, |
learned that James had been virtually raised at state
institutions as a child, and then returned home
twenty years ago. The family had received no ser-
vices from anyone during that entire time and were
unaware of available services, or how to access
them. The institution bad “closed the case,” and
thus destroyed all of James’ records. I was able to
link Mike with a qualified attorney to get his estate
plan in order since his will was quite out of date.
Furthermore, bis wife had Alzheimer’s disease and
had been living in a nursing home for a number of
years already.

As part of Mike’s planning, we belped him
develop a standby emergency plan for his next hos-
pitalization, submitted applications for SSI and
Title XIX benefits for James, and began the evalu-
ation process with the county buman services
department. (This department initially told Mike
that there would be a ten year wait for placement
and, even with intervention, took over two months
to process an “emergency application for evalua-
tion.”) Mike’s attorney was able to belp him estab-
lish a special needs trust for James as well as make
provisions for bis wife in the nursing home.

Mike passed away this past fall. James has
been reunited with bis brother. (Because of a fam-
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ily rift, the brother had not had contact with
Mike, Mom or James for over twenty years until
the planning process started.) A plan is now in
place to help James understand what is going on
(past, present and future). (Even though he bhad
been in the hospital room and lawyer’s office dur-
ing all of these discussions, no one had explained
anything to him!) We are developing another plan
as a continuing effort to link James with addi-
tional services. For the time being, he goes to
work with his brother every day and “hangs out.”
He has been sleeping on his brother’s couch in the
living room for over seven months now, and
remains on waiting lists.

Mike’s case is one of too little, too late. At least
we were able to take care of most of the financial
and estate pieces. The human service delivery sys-
tems’ wheels turn slowly. With a good plan in place
well ahead of time, this bad situation could have
been avoided. The past seven months have been
very traumatic for James, his brother, and his
brother’s wife and children, all of whom have had
major life style changes as a result of Mike’s death.
The saddest part is that most of this trauma and
hardship could have been avoided.

Case Study 2: The Major Family

The Major Family consists of seven brothers and
sisters. Five of them are married (so add five in-
laws to the mix), and one (Susan) bas mental retar-
dation. Mom and Dad are both deceased, with
Mom having just passed away last summer. Mom
had a will, and she and her attorney knew that for
Susan to maintain bher benefits, she could not have
any assets. Consequently, they disinherited ber in
the will, leaving equal shares of the estate to the
remaining six siblings. Mom’s assumption was that
the brothers and sisters would take care of Susan.
The estate has not yet been settled or divided.

All of the siblings agree that they will belp care
for and provide for Susan, but none of them agree
on who, how, where, why or bow much! One
wants everyone to give everything to Susan, and
refuses to sign off until that bappens. Another
wants to pay the brother whom Susan is living with
to care for her. Another thinks the other is doing
wrong . . . the list goes on and on. Meanwbile,
Susan continues to eat and gain weight, to the
point that she is baving problems with her feet and
ankles, resulting in problems at work with her sta-

mina. Half the siblings will not talk to the other
half, and Susan is in the middle, feeling everything
is her fault (which is most likely why she is eating
so much). Everyone is miserable. This was certain-
ly not Mom’s intent.

The lack of a plan, even in a close and loving
family, can wreak havoc. Amazingly (at least it was
amazing to me) the entire estate in question, includ-
ing the house, all of the contents of the house and
the car is under $200,000. Had there been a special
needs trust, and a clear plan of action, with all of
the family members involved in the planning
process, many problems would have been avoided.
Susan would now be enjoying the loving support of
all of her brothers and sisters.

Summary, or “So What Should | Do Now?”

When performing estate and financial planning,
this checklist is a good starting point:

1. ALWAYS ask if there is a family member that
has a disability. If there is, help the family begin
the planning process with these steps:

2. Establish a team approach to planning. The
team should include the following members:

a. Attorney

b. Financial planning professional

c. Social service agency representative

d. Family members

e. The person with a disability (in whatever
capacity is possible for them)

f. Others as identified by the team

Each person on the team has his or her own
distinct area of expertise that is needed in
working to develop of good and complete
plan for an individual who has a disability.

3. Empower the parents and other family mem-
bers with information. Do not assume they
know SSI rules or the human service delivery
system. They probably don’t.

4. Don’t encourage parents to jump into guardian-
ship. It should be a last resort, not a first alter-
native.

5. Encourage parents to talk openly about the need
for estate and financial planning and their special
planning needs with their extended families. The
parent must be strongly encouraged to tell their
parents, aunts, uncles and siblings not to leave
monies directly to the child with a disability.
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The systems that we work in as professionals
are complex. I could (and have) confused many
attorneys and financial planners with a unique
recipe of acronyms and language particular to my
field of expertise. You legal and financial profes-
sionals have done the same to me! The terminolo-
gy, acronyms and information that are truly basic

to each of us as professionals in our own arenas are
as foreign as foreign can be to most of the families
we deal with. We must look at the world from their
perspective, using a common language, to help
them achieve and understand the information that
is critical to their futures.
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