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This issue of NEWS DIGEST already written such a will. Yet thereand hopes for that individual’s future.
focuses on one very important anére many things to know and considedften written in collaboration with the
often complicated issue that parentehen planning your estate. For exson or daughter, this letter is intended
confront when they have a son oample, bequeathing a person with @ provide future caregivers with in-
daughter with any type of disability: disability any assets worth more thagights into the person with a disability,
How to plan their estate to best provid$2,000 may cause the person to betich permits informed care to be
for their child’s future security. Par-come ineligible for government bengiven immediately, should anything
ents may ask themselves: “What wilkfits such as SSI and Medicaid. Fafiappen to the parents. ThMEWS
our son or daughter do when we are nmany individuals with disabilities, theDIGEST concludes with a listing of
longer here to provide help when it'doss of these benefits would be a dewrganizations and books that can pro-
needed? Where- and how—willour ~ astating blow. In addition to the caslvide readers with further information.
child live? Will he or she have enougtbenefits and medical coverage that  While we have endeavored to
money to sustain a decent quality ofvould be lost, the person would alspresent useful and accurate informa-
life?” lose any number of other governmenton, you should be aware that laws and

Other questions parents may asRenefitsthatmay be available to eligibl@rocedures are constantly changing
themselves focus on the estate plafersons with disabilities, such as supand thathis NEWS DIGEST is not a
ning process itself: “How do | know ported employment and vocational resubstitute for seeking expert advice.
what | am planning is going to work?habilitation services, group housingTo formulate alegally valid estate plan,
Do | have enough money to hire d0b coaches, personal attendant cargou will need the services of a profes-
lawyer and write awill? Do | even haveand transportation assistance. Thergjonal familiar with estate planning,
anything to leave my children?” fore, itis our hope that you, as parentpreferably one who has expertise in

These are very difficult questionswill read and thoroughly consider theplanning for parents of persons with
for parents to consider- and difficult information presented in this issue. Theisabilities. Only through these ser-
ones to answer. When a child has &ture security of your son or daughtevices can you be assured that your son
disability — be it mild, moderate, or With @ disability may well depend uporor daughter has been provided for in
utthe actions you take to establish athe most secure way possible.

severe— parents have concerns abo estate plan appropriate to your child’s
that child's future. ThisNEWS DI- 2~ dsp pprop y

GEST is directed towards addressing
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Overview of Estate Planning Issues

by
Lawrence A. Frolik, J.D., L.L.M
Professor of Law
University of Pittsburgh, School of Law

When parents have a son or daughtisability will affect the nature of the es- right, as you would to a nondisabled child.
ter with any type of disability, they musttate plan that you, as parents, develop.If you believe that the disability may re-
plan their estates carefully to bestbenefit ~ Physical disabilities or health im- duce your son or daughter's financial
thatchild. How parents leave their assefsairments Many individuals have physi- earning capability, you may want to take
after death may greatly affect the qualityal disabilities or healthimpairments thatspecial care to leave a greater portion of
of life for their son or daughter with speciado not affect their ability to manage finan-your estate to this child than to your
needs. This article presents basic infoeial or other affairs. If your son or daugh-nondisabled children.
mation to help parents begin consideringsr has such a condition, how to leave There are some exceptions to this
the very important issues involved inyour estate depends on a number of fagimplified approach, of course. One ex-
developing an estate plan when the fututers. The primary factor willbe whether orception is when parents are somewhat
ofason or daughter with a disability mushotyour son or daughter receives (or mayearful of their son or daughter’s financial
be taken into account. one day need to depend on) governmentidgement. Ifyou are concerned thatyour

Many families believe thatthey havebenefits such as Supplemental Securitgon or daughter with a disability may not
so few assets that an estate plan is nisurance (SSI), subsidized housing, perresponsibly handle an inheritance, then
necessary. This is not true. We oftegonal attendant care, or Medicaid. If yousyou can utilize a trust, just as you would
have more assets thanwe realize, althoughilddoeseceive (or may one day need tofor a nondisabled heir. Another exception
some assets may become important onfepend on) government benefits, then iis ifyour child’s disability or health impair-
after our death. The most notable assetigfmostimportantto create a special estai@ent involves the future possibility of
this type is life insurance. Thereforeplan that does not negate his or her eligideteriorating health and more involved
whether you consider yourselves a familyility for those benefits. How to do thisis health care needs. While your son or
of substantial means or with little or nodiscussed in some detail in thNEEWS  daughter may be capable of earning money

assets, estate planning should be donBIGEST. and managing aninheritance at present or
On the other hand, you may have fnthe immediate future, in twenty or thirty

How the Type of Disability son or daughter with a physical disabilityyears time deteriorating health may make

Affects Estate Planning or healthimpairmentwharisteligible for it difficult for him or her to maintain em-

or who is not receiving government ben-ployment or pay for health care. Govern-

Disabilities, of course, can take mangfits. In this case, you may be able tanent benefits might then become critical
forms and have varying degrees of sevedispense with elaborate planning devicego your child’s security. Remember, ben-
ity. The nature and severity of your child'sand merely leave your child money out-efits include much more than money; your

child may also be eligible for valuable
services such as health care, vocational

. rehabilitation, supported employment,
SpeC|aI Note subsidized housing, and personal atten-

. . o dantcare. If,however, he or she acquires
Throughout thiSSEWS DIGEST, you will see phrases suchagur child with too many assets through inheriting all or

disabilities,” “children with disabilities,” or “parents of children with disabilj- part of your estate, he or she may be
ties.” We have used the words “child” and “children” to simplify reading, )Utineligibleforthese benefits. Therefore, in
this does notimply that we are speaking only of young children. Indeed, We afgjqr 1o protect your son or daughter's
speaking of individuals of all ages- young children, adolescent children, and gjigipility for government benefits at some
adultchildren. Atage5, 21, or45, “your child”remains your child, your offspring.point in the futurendto provide for his
He or she may be living independently, ina group home, with arelative or frien@yr her long-range needs, you may need to
or with you. Regardless of the age of your son or daughter, estate plann|ngdgnsider establishing a special estate
provide for his or her future needs is important. plan.




Cognitive disabilities or mental ill- attorney familiar with estate planning forrelatives who may have designated your
ness If your son or daughter’s disability parents of persons with disabilities. Nothild as the beneficiary of their policies.)
affects his or her mental capability, thall lawyers are familiar with the special Personal property, such as cloth-
need to create a special estate plan is mareeds associated with caring and providag, furniture, and household effects,
clearcut. Mental illness and cognitiveing for individuals with disabilities. Be- should be distributed by the willindepen-
disabilities often impair a person’s abilityfore you hire a lawyer, be sure to find outlently of the often more valuable assets
to manage his or her own financial affairsif he or she has ever prepared estates feuich as stocks, bonds, and real estate.
while simultaneously increasing financiabther parents who have sons or daugiRersonal property is often of great senti-
need. As aresult, you must take care ters with disabling conditions. If the law-mental importance, but may have little
ensurethatthere are assets available after has not, it is best to find a mordinancial value. To avoid disharmony
your death to help your son or daughteexperienced attorney. The cost of aafter the death of the last parent, it is
while also providing that the assets arattorney varies according to the attorney’generally a good idea to make an equal
protected from his or her inability to man-standard fee and the complexities of thdivision of the personal property among
age them. More information will be givenestate. The attorney can quote you a pritkee children.In some cases, the parents
later in this article about various ways tdased upon an estimation of the work. lfnay wish not to include the child with the
accomplish this. First, however, let ushe price quoted is beyond your immedidisability in the division, particularly if
take a look at some basic informatiorate means, it may be possible to negotiatlhat might disqualify this person from
about wills and why a willis so important.a payment plan with the attorney, wherebgovernment benefit$lowever, in most

you pay over time. cases it is advisable to leave the person
Writing a Will

Al s, but barticulal t “Be sure to find out if (the lawyer) has ever prepared estates
parents, put particularly parents .
of individuals with disabilities, should [©F Other parents who have sons or daughters with

have a will. The object of the will is to disabling conditions.”
ensure that all of the assets of the dex
ceased parent are distributed according
to his or her wishes. When making a will, however, re-with a disability a share of the personal
If at death you have no will, yourmember that not all the assets you contrproperty so that he or she does not feel
property will be dispersed according taare governed by awill. Joint property withexcluded.
the law of the state in which you live at theight of survivorship, for example, passes Remember, a will goes into effect
time of your death. This law is called thendependently of a will. If, for example,only upon the death of the person who
state’saw of intestacyAlthough laws of Tim and Sarah own a house as joint owrereated it. Until death, the creator of the
intestacy vary from state to state, in gererswith rights of survivorship, upon Tim’'swill can freely revoke, alter, or replace it.
eral they provide that some percent afeath Sarah automatically inherits the
assets of the decedent passes to the sbouse without regard to what Tim’s will How To Start Planning Your
viving spouse and the rest is distributechight say. Similarly, life insuranceis paidEstate: What to Consider
to the children in equal shares. Writing aut to the named beneficiary without re-
willis highly recommended, since the lawsgyard to the will. The insurance is a con- When parents have a son or daugh-
of intestacy are rarely the most desirablgact between the owner and the insuter with a disability, they should give
way to pass property to one’s heirs. ance company, and the insurance consareful consideration to developing an
Although it is theoretically possiblepany must pay the insurance to whomestate plan that provides for that person’s
for any individual to write a will on his or ever the owner states. Many individual$éuture best interests. Here are some sug-
her own, itis unwise to do so. Because dfave death benefits under an employegestions that can help parents approach
the technical nature of wills, it is highly provided pension plan. These, too, anglanning their estate when a son or daugh-
advisable to have a lawyer prepare on@ot governed by the will but are paid tder with a disability must be taken into
Parents of individuals with disabilitieswhomever the employee has designatedonsideration.
particularly need legal advice, becauséNote: If you create a special estate plan First: Realistically assess your
they often have special planning conto provide for your child with a disability son or daughter’s disability and the prog-
cerns. Ifyoudo nothave alawyer, youcan— in particular, if you set up a specianosis for future developmentf neces-
call t_he local par association, which willy oo 4s trust— review any life insurance Sa opta,m a professional evalua_t!on of
prowde y(_)u_wnh f[he name of an attorne)()oIicies you have purchased, and be suyaur ch_llc_i S prospects and cz_alpabll_lty to
inyour vicinity. It|§ prefgrable, howeve_r,,[hat you have not designated your chi§ama living and to manage flnanCIaI as-
to contactalocaldlsabll!tles group,vyhlcr‘aS a beneficiary. The same is true f0§ets. If your son or daughterls already an
may be able to put you in contact with an adult, you should have a fairly clear un-




derstanding of his or her capabilities. Buthild can be expected to contribute finanthat will minimize his or her loss of ben-
if your child is younger, it may be morecially, as a result of employment. If he oefits, especially SSI or Medicaid.

difficult to predict the future. In such she is currently employed, does this em- Finally, there are government pro-
cases, you should take a conservatiydoyment meet all of his or her living grams available to individuals with dis-
view. Itis betterto anticipate all possibili-expenses, or only some? If your child isbilities where payment for services is
ties, good and bad, in such a way that yqoresently too young to be employed, yodetermined according to the person’s
do not limit your loved one’s potential orwill have to project into the future. Inabilityto pay. Many states will charge the
set him or her up for unrealistic expectamany cases, even if your son or daught@rdividual with a disability for program-
tions. Remember, too, that you can changeemployed or expected to be employed atatic benefits if he or she has sufficient
your estate plan as more information abowome point in the future, he or she wilassets orincome. The most striking is the
your child becomes available. require additional financial assistance. charge that can be levied against resi-
dents of state mental institutions. For
example, if a resident of a state hospital
inherits a substantial sum of money, the

“Remember that you can change your estate plan as more

information about your child becomes available.” state will begin charging the resident for
the cost of residency in the state hospital
Second: Carefully inventory your Fifth: Consider what governmentand will continue to charge until all the

financial affairs.Estimate the size of your benefits your son or daughter needs anghoney is exhausted. Yet the services
estate (what you own) if you should dies eligible to receiveSupport for a person provided will be no different from the ones
within the next year or the next ten yearswith a disability will usually come from that he or she was previously receiving.
Keep in mind that the will you write gov- state and federal benefits. These mightbe
erns your affairs at the time of your deathactual case grants, such as social securlsstablishing a Will: Four
and so it must be flexible enough to meedr supplemental security income, or they?0ssible Approaches
avariety of situations. Of course you camight be in-kind support programs, such
always write a new will, butyou may neveras subsidized housing or sheltered work- ~ Having decided what your son or
actually write it due to hectic schedulesshop employment. daughter needs and what you own, you
procrastination, or oversight. Thus, the In brief, government benefits cancan now consider how best to assist him
will you have written must have sufficientbe divided into three categories. Firstarer her. There are four possible ways to do
flexibility to meetlife’s everchanging cir- those categories that are unaffected Iso.
cumstances. the financial resources of the beneficiary. First, you can disinherit your son
Third: Consider the living ar- Forexample, social security disability in-or daughter with the disabilityiNo state
rangements of your son or daughter witlsurance (SSDI) beneficiaries receive thenequires parents to leave money to their
a disability. Your child’s living arrange- benefits without regard to financial needchildren, disabled or not. If your assets
ments after your death are of paramourmRegardless of what the parents leave toegie relatively modest and your son or
importance. Every parentofanindividuakon or daughter with a disability, the sodaughter’s needs relatively great, the best
with a disability should give thought tocial security payments will still be forth- advice may be to disinherit your child by
the questions, “If my spouse and | shouldoming once the person has qualified faname and have him or herrely upon federal
die tomorrow, where would our child live?them. and state supports after your death. This
What are the possibilities available to him Second, some government benefitsnay be the wisest decision, particularly if
or her?” The prospective living arrangesuch as supplemental security incomgou wish to help your other children.
ments of your son or daughter will have §SSI) and Medicaid, have financial eligi-Instead of complete disinheritance, you
tremendous impact on how your estatbility requirements. If a person with amight leave your son or daughter with a
should be distributed. Involved in an-disability has too many assets or todisability a gift of modest but sentimental
swering the question of living arrange-much income, he or she is not eligible twalue, such as his or her bedroom furni-
ments is whether or not your child willreceive any or all of these benefits. Sometre. The value of the gift will be small
need a guardian or conservator to makene whaseligible due to alack of financial enough not to affect government ben-
decisions for him or her after your deathresources can becomieeligible upon efits, but it will indicate your love and
Ifyou conclude that a guardian or conseiinheriting money, property, or other asconcern.
vator is necessary, you should be presets. This would lead to a reduction or Second, you can leave your son or
pared to recommend a potential guardiatermination of the SSI benefits for thatdaughter with a disability an outright
or conservator in your will. person. Therefore, if your son or daughtagift. For example, suppose your son Tom
Fourth: Analyze the earning po-isreceiving government benefits that havieas a physical disability. You mightwrite
tential of your son or daughterlt is financial eligibility requirements, itisim- a will that states, “I leave one-third of my
important to determine how much youportantto arrange your estate in amannestate to my son, Tom.”




If your child with a disability is not stances that make it impossible for her to Fourth, you can establish a trust
receiving (and is not expected inthe futurearry out her parents’ wishes. Suppos&r your son or daughter with a disabil-
to need) government benefits, this major example, that Mary or her childrenity. For many parents who have a child
prove to be a desirable course of actiolecome ill or are in great financial needwith disabilities, the use of a trust is the
Your son or daughter, if mentally compeShe may feel under pressure to use tmeost effective way to help thatindividual.
tent, can hire whatever assistance he aroney for her own family, evenifitmeansrhe point of a trust is to keep assets in a
she needs to help with managing the gifthat James goes unhelped. Moreover,fibrm that will be available to your son or
But if your son or daughter has a mentdflary dies before James, itis possible thataughter but that will not disqualify him or
illness or cognitive disability, an outrightMary’s family will not carry onthe duty to her for government benefits for which he
gift is never a good idea, because thiselp James. Finally, in case Mary is dier she might otherwise be eligible.
person may not be able to handle theorced, the money may be lost to her The next article in thiNEWS DI-
financial responsibilities. If you want toformer spouse in a settlement. GEST discusses in some detail what a
leave a gift to support your child, the use Morally obligated gifts, therefore, trust is, the circumstances under which a
of atrustis far preferable. are not a complete solution. They can bieust is advisable, and issues to consider

Third, you can leave a morally useful, however, especially when the pawhen establishing a trust.
obligated gift to another of your chil- ents have a modest amount of money and
dren. Suppose, for example, that the paido not expect a lifetime of care for their son
ents have two children: James, who has daughter with a disability. Rather, they
mental retardation, and Mary, who has nmerely want their nondisabled sons or
disabilities. The parents leave all of theidaughters to use some of the inherited
assetsto Mary. Legally, Mary now ownsnoney to assist their sibling with special
all of the parents’ assets and James owngeds.
nothing. But prior to their deaths, the
parents told Mary that, although they ar
leaving everything to her, they expect her In A Parent’s Words
to use at least half of the money to assipt
James in whatever way Mary thinks bes}. It had been in the back of my mind for years, soon after | found out my
They left the money to Mary, becaus¢  son Samuel had this lifelong disability. What would the future hold for hifn
they donotwish Jamestolose hisgoverp-  when | wasn't there anymore to be his advocate, friend, and supporterp It
ment benefits, and they think that there  \as both a big and little worry. Big, because it gave me a hole in my dut
are ways that Mary could use the monely  \whenever the questions creptin. And little, inthe sense that | tried not to think
to help her brother. For example, Mary  apoutit. I'dthink: I'lworry aboutthattomorrow, next week, when he's oldef,
might provide special gifts to James o whenl’'m older.
holidays or pay for special assistance fqr Of course, I've done things to prepare Samuel for that future he’s goihg
James that would not be provided by the  to have without me, things like teaching him how to wash clothes and shpp.
government benefit programs. The giftl Byt could | write a will? Make an estate plan? No, for years, | dodged that
is a moral obligation to Mary, becaus one totally.
legally she canignore the parents’ wishgs Then, when his voice started to change, it suddenly hit me that he was
and do whatever she wants with the  growingup, that he was oldew. Thatfuture | was always worrying about,
money: Itis hers. Itis only herconscience  anq refusing to worry about, was beginning to arrive. | talked with nfy
that guides her. After the parents’ deat husband, and | found out he’d been worrying about Sam’s future, too. [So
if Mary chooses to ignore James and uge  he and | went to our lawyer. | was so nervous, to bring all the questions put
the money for herself, there is nothing i, the open and look at them. No wonder I'd shoved them under the bed|for
James or anyone else can do about fit. ¢, long!
Morally obligated gifts are often used by But, you know, it's funny. Now that we're finished setting up our estate
parents with modest-sized estates far 5.4 oniyneed periodically to review our plans, | feel like an enormous burden
whom a trust does not seem desirablp. g heen lifted up from me. The big, black, scary shadow is gone. Well, hot
The danger ofmorally obligated giftsis, o 4411y gone, I suppose. I still worry about Samuel, what will happen to him
course, thatthe morally obligated recipif i, pigljife. | guess every parent does that. Butnow | don'tworry in the saime
ent— in our example, Mary— may way. | know I've done all | can do fdratpart of his future, something that
ignore the wishes of the parents. Evenff wasextremelyimportanttodo, and |amvery relieved. Now | feel like we chn
Mary does not deliberately ignore the  deal fully with the present day and see to the other things that need to be done
obligation, she may encounter circumi  to prepare Samuel for life as a man. And that's very exciting.
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The Special Needs Trust

by
Richard W. Fee, M.A., M.Ed
Executive Director

Estate Planning for Persons with Disabilities

Imagine for a moment that onelonger here to do so. The irony of thén nature, as opposed to duplicating gov-
evening, onyour way home from a moviesituation is that, while an inheritanceernment benefit programs, they are per-
or a dinner party, you and your spousshould ordinarily improve a person’smitted. Thus, the current government
pass away in an automobile accidentifestyle, this one hasworsened Johnny'senefit programdo permit the family to

While you were always planning to write provide some supplementary income and
awill, you never actually gotaroundto it,The Question of Relying on resources to the person with a disability.
soyour modest estate, including some lifg; oy ernment Benefits Only However, the governmentregulations are
insurance, is distributed by the laws of very strict, and they are carefully moni-

your state. You have two sons, one with The first question that comes totored.

adisability and one without. Each ofyout, i, yhen something like this occurs is

sonsinherits $100,000. one of faimess. Should the governmenePecial Needs Trust

Yourolder son, Frank—who doeScontinue to subsidize someone who has

not have a disability — uses his inheritf.money?,, On one hand, the standard  Theonly reliable method of making
ance to pay off some of his mortgage ar:s‘overnment programs such as SSI arfire that the inheritance actually has a
splurge on a new car. In contrast, youqicaid were established to help perchance of reaching a person with a disabil-
younger son Johnny gains nothing anQOI’]S who are e|der|y or who are disab]e.kﬂy when he or she needs itis through the
loses much. Johnny, who has multiplg  jjing at the poverty level. On thelegal device known as Special Needs
disabilities, does notwork andrelies solel ther hand, government benefit program&rust (SNT). The SNT is developed to
on government benefits for housing ang 14iq for out of tax dollars, and eligiblénanage resources while maintaining the
medical care. The inheritance Caus§ggiyiqyals are entitled to receive theséndividual's eligibility for public assis-
Johnny to lose those benefits. He mugf,afits tance benefits. How is this done? Simply
now provide for his own medical care, v, families consider this ques-Put, the family leaves whatever resources
which includes the considerable cost of,, ey should be aware that, while thié deems appropriate to the trust. The trust
medicine, personal care attendants, Phyla ices available through governmeris managed by a trustee on behalf of the
caltherapy, and doctor's visits. The groupq it programs may be substantial (e.gPerson with the disability.

home in which he lives begins to chargg, e jical coverage through Medicaid), the ~ While governmentagencies recog-
him for residency and for the services NGy | cash penefits are generally quitéize special needs trusts, they have im-
receives there. Within two years, all bul .y g force the individual to live wayPosed some very stringent rules and regu-
$2,000 of the inheritance is gone. Atthig, 0w the poverty level. In 1992, thdations upon them. This is why itis vital
point Johnny again becomes eligible fOp, 4imym Federal SSImonthly paymenthat any family contemplating using a
government benefits and is re-instateg ;¢ ¢425 for an individual. This mean$NT consult an experienced attorney—
after awaiting period of several monthS— ¢ o1 an individual with a disability to 10t just one who does general estate
aperiodinwhich he uses up the lastof hig, ¢ 1y type of meaningfullifestyle, theblanning, but one whois very knowledge-
inheritance. Now there are no funds el iy, or ocal charities have to provideable about SNTs and current government
to pay for whatever supplemental needs ,jemental assistance. benefit programs. One wrong word or
Johnny mighthave: education, over-the- = \yit, recent changes in the Sociaphrase can make the difference between
counter medicines, dental care beyond v, Administration, the primary gov-an inheritance that really benefits the per-
whatis covered by government benefits, et henefit programs are recognizingon with a disability and one that causes
rips to see his brother or other familyy, ¢ tamily contributions to the person’sthe person to lose access to a wide range
members, reading materials, supplies Sugh)_heing can only improve his or herof needed services and assistance. Asan
as razors, soap, and shampoo. Govergyea| quality of life. As long as thelllustration of this, suppose that the trust

ment benefits do not cover these types ?;;mily’s contributions are supplementaryinstructed the trustee (manager) to pay
expenses, and Johnny’s parents are no




the person with the disability $100 a montla
for life. Such a mandatory income might

jeopardize government benefit programs,
which only allow him or her to have $70 of

income each month.

The first thing that may come to
mind for most families who have had expe-
rience with government benefits is that
the government says that a person with a
disability cannot have a trust. Correct.
However, the special needs trust does ndt
belong to the person with a disability. The
trust is established and administered by
someone else. The person with the dis-
ability doesothave a trust. He or she is
nominated as a beneficiary of the trust and

benefits. Furthermore, the trustee (marfittorney may needtoinsert. Itisimporta

ager) is giverthe absolute discretion to O

determine when and how much the pe@Ssistance : ! © Te
government (which provides guideline

son should receive.
Given the government’s stringenl‘(0

requirements (see the box on the right), ftate government to regulate trusts a
is critical that the trust be carefully worded@dminister the federal benefits. Aslong

determines who should receive théhe federal guidelines are followed to the
remainder (What is left Over) of theletter, the state will accept the SNT, and

trust after the individual with the the trustwill fulfill its function.
disability dies;

provides choices for successor trust] €Stamentary or Intervivos
ees— people or organizations that 1Tust: That is the Question!

mightbe able to take a personalinter-
est in the welfare of the person with At one time, the average attorney
the disability; and simply advised parents of an individual
protects the trust against creditors opith adisability to prepare their Last Wills
government agencies trying to opand Testa_ments andinclude a Testamen-
tain funds to pay for debts of thetarySpeC|aI NeedsTrl_Jst. Uponthe death
person or the family. of the parents, the WI||S would be pro-
Since the trust is a legal arrangebated' and the sp_eC|aI needs trust would
entthatis regulated by the laws ofyouti’e created. In_5|mpler days, this was
Jretty good advice.
nt Today, most attorneys who are ex-
know that, while the majority of public p(.arier!ced. i.n. estgte plapning for persons
funds come from the feder¥ith disabilities will advise the family to
Jrepare aimtervivos Special Needs Trust.
it is the responsibility of eaChlntervivos simply means that the trust
r_Ibmctionsnovv, while the parents are still

alévmg. As a“living” trust, it should not be

r SNTs),

and show clearly that the trust:

is established (grantor, settlor) b
the family (persons other than th
person with the disability);

is managed by atrustee (and succ
sor trustees) other than the persagn
with the disability;

gives the trustee the absolute discr
tion to provide whatever assistance
is required;

should never give the person with
the disability more income or re-
sources than permitted by the govt
ernment;

must be used for supplementary pu
poses only; it should add to the thing
provided by the government benefi
program, not supplant (replace) then;
defines whatit means by supplemern
tary/special needs in general termg
as well as in specific terms related t@
the unique needs of the person with
the disability;

provides instructions for the person’
final arrangement (families should
assume that whenthe individual with
the disability dies norelatives will be
alive who know what the mother ang
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What the Social Security Administration Has to Say About
Special Needs Trusts

The Social Security Administration’s (1990) publicatibimderstanding
SSidiscusses special needs trusts as follows:

How do resources in this type of trust count in the SSI program?

Money or property in this type of trust for an SSI beneficiary... does
not count toward the SSI resource limits of $2,000 for an individual.

How does money from the trust affect the individual’'s SS| payments?

Money paid directly to the providers for items other than the
person’s food, clothing, and shelter does not reduce SSI payments
(Items that are not food, clothing, or shelter include medical care,
telephone bills, education, entertainment.)

Money paid directly to the providers for food, clothing, and shelter
does reduce the individual's SSI payments — but only up to a limit.
No matter how much money is spent for these items, no more than
$155.66 (in 1991) is subtracted from the individual's SSI check.

Money paid directly to the individual from the trust reduces the SSI
payment. (U.S. Department of Health and Human Services, 1990, p.
46)

father would have wanted);




confused with the modern estate plan
ning tool for the family’s main estate, the
Family Revocable Living Trust. These arg
two very separate trusts. The Family
Living Trustis designedto avoid probate,
reduce estate taxes, and make for a
smoother estate distribution. The
Intervivos Special Needs Trust's sole
function is to look after the future of the
person with the disability.

Parents need not wait until their son
or daughteris 18 years old to establish the
Intervivos Special Needs Trust; they can
establish the trustnow. The trustis setup
as a checking account at a local bank.
Families can place funds into the trust
every month and use these funds to cover
the normal supplementary expenses of
the person with the disability, as well asto
save for the future. Using the trust funds
to pay for the individual’'s supplementary
expenses is also an excellent way of
recordkeeping, for these expenses are tax-
deductible. *

An Intervivos or Living Special
Needs Trust has other very unique fea-
tures, such as:

It is a trust that is separate from the
family’s main estate.

The trustis managed by the trustees,
who are usually the parents.

By paying for supplementary items
fromthe checkbook, the family shows
the future trustees the types of things
that are appropriate to the person’s
needs and that have passed govern-
ment scrutiny. The typical govern-
mentchallengetoa SNT comeswhen
atrustee pays for nonsupplementary
items. (In contrast, a testamentary
trust — one that is created after the
parents have died — gives guide-
lines on how to establish the trust; it
does not give specific examples of
how to administer it.) The simple
checkbook with its stubs can help the
future trustees use the Living Special
Needs Trust properly and avoid ex

they leave it to the person, he or she
will lose government benefits or will
mismanage the funds. Relatives like
the concept of a trust, which is a nice
legal way to make sure the person
actually receives the full gift. Witha
testamentary trust, the parents of the
person with the disability must die,
their estate must be probated, and
then the trust will be created. After
thetrustis created, relatives canleave
money to the trust. The better option
isto create aliving special needs trust
NOW. This permits relatives with tax
concerns (i.e., those who need to
give money each year to avoid large
estate taxes upon their death) to give
money into the trust now, rather than
only upon their deaths.

In today’s society, it has been said

that 40-60% of the population willgointo

pensive challenges. a nursing home before they die. The
Oftenrelatives (€.g., auntsand unclegy e rage family's total estate will be com-

grandparents) would like to leave aryetely used up in one year to cover nurs-
inheritance to the person with théng home costs. Intheir wills, the parents
disability but are concerned that, 'fmay have generously given everything to

the testamentary trust. Unfortunately,

A Parent’s Suggestion

after nursing home care and Medicaid
expenses, there may be no estate left for
the testamentary trust. Even if a portion

Carol and her husband recently completed their estate plan so that theinfthe estate remains after the parents die,

children would be provided for. They have twin sons who do not have disabil
and a son who has Down Syndrome. Here is what Carol has to say abou
process of estate planning.

When my husband and | went to talk the lawyer, we hadn’t really talked m
among ourselvesfirst. Ithoughtthat since we agreed on almost everything g

caring for Frank, our son with Down Syndrome, we would be in agreement alpout

how to provide for his future needs, when we weren’taround anymore to care
advocate for him.

We found out, though, that we had different ideas. And we found out in
lawyer’s office! Then we got home and found out our twins were hurt that
hadn’'t consulted them at all, had just assumed they wouldn’t want to
responsible for helping Frank after we were gone. Sothen we did what we sh
have done before going to see the lawyer — we talked as a family.

Somy advice to other parentsis: Before going to the lawyer for the firsttime,
among yourselves about the future and your ideas for how to provide for y
son or daughter with a disability. Then talk to the lawyer. Then return home
more discussion within the family. Then continue working with your lawyer a
financial planner to create a plan the family can feel comfortable with.

tiethere may be a six month to six year wait
t thehile the estate is being probated. A
testamentary trust would not be created
or funded during this waiting period. What
ichwould happen to the supplementary needs
boof the person during such a wait?
Having a living special needs trust
ancteates a much more secure scenario for
the person with the disability. With this
type of trust, the parents would have
thesaved money each month for the future
weand may have purchased life insurance or
beransferred assets into the trust. Should
outtley suddenly pass away or have to go
into a nursing home, the living trust,
which is a private matter, continues to
talfunction without interruption. The suc-
oucessor trustee designated by the parents
fovould begin to administer the trust funds
nd within a short period of time (one to two
hours). Supplementary assistance to the




person with the disability would continue
without a break. “The average family finds that they must rely on

Revocable or Irrevocable? relatives or close friends to manage the trust funds.”

Once the basic details of the trust
have been agreed upon, you have to dgour trustee interpret the “legalese” osomeone in their group who could do so.
cide whether to lock the door and throveither the revocable or irrevocable trust i®f course, it is important to discuss this
away the key, making it impossible taight of your hopes and desires for thavith the disability or advocacy group and

change the trust, OR to hold the key justiture. obtain consent before listing the organi-
in case you want to make some changes. zation as a future trustee.

With a Revocablerust, you retain the Trystee: The Manager of

right to add and subtract assets as you ®esources Master Trusts

along. With this right, there are some

potential consequences. The first and one thing to leave resourcesto 1 e average family finds that they
major consequence is that the govern,. o 4o quite another to manag®Ust rely on relatives or close friends to
ment considersthe trustto be partofyolf, | no o op o way as to last the lifetim&'anage the trust funds. For many older
ehs_tatg. ;herefo.rel, Whg” you die, elvgrY'f the person with the disability. EveryParentswith few surviving friends or rela-
thing in the special needs trustis inclu eﬁ ' i i §
in ygur estaE[)e for tax purposes and fo ust must have austeg someone who fuves, e CEO'Ce ora Comgff?enf and car
. . : will manage the trust's assets. As modf'd trustee becomes very difficultoreven
potential lawsuits. Whathappens 'fsomes'gecial needs trusts are established t&POssibletofind. The oldestson may be
one sues your estate after you are gong{'ovide supplementary assistance, theyfantastic, loving person to his sister with
The assets in your special needs trugt oo a1 quite small by bank star@ disability, butmay have difficulty man-

I lostin hal it. Evenif . ’ : : :
couldbelostinsuchalawsuit. Even YOards. Ideally, it would be nice to have &9ing his own finances, let alone the as-
only puta life insurance policy in the trust ets of the trust
it now reverts back to where your credii2c8 Pank manage the trust resourcest o
tors and the IRS can [a claimy while taking a personal interest in the ~ Many disability-related and other

fyoumake your tusrevocable  ndividualwiththe disabiliy. Failing the not-for-profit organizations have at.
. o i i car temptedto resolve this very serious prob-
itmeans that any assets you place in itwif C2ion of awarm and loving trust officer,

1 there for the benefit of th at least the bank would manage the fund@m Py establishinilaster Trusts The
remainthere forthe benetit ot the person | ... - <qcial worker to look after thandividual special needs trusts are gener-

it th dsabity. Ifyouneesomeof G Pl managencer e umbrlota s
you cannot take them out. The adva Willing to manage cash assets und_é?r _?rtr?r?e truit o '| géo'%évgy’,t y
tages of an irrevocable trust may OJ,}_BlSO,OQO to $200,000 or become as ifamiy tha oY : S
_ _ volved in the person’s life as you wouldo leave _W|II have the assurance that the
weigh the disadvantages, as long as you - funds will be managed properly. The
SgthOt plricee :I()Oi?lslig:: tlheetetlru?ste- Ifalrtf:e In the case of a living trust andorganization also promises to serve as an
p properly, pletely separalg .o ihere are sufficient funds and relg@dvocate for the person with the disabil-

f . Thei | . . i
rom your estate. The irrevocable trust 'flves,thefamlly usually nominates futurety- Thus, the parents feel comfortable

considered a separate entity. Ithasits -~ cto manage the trusat someone will visit their son or daugh-

own tax number. Any assets that youe o parents die or go into a nursinff’ ON @ regular basis and look after his or
place in the trust cannot be touched bp{ - . er interests
our creditors for debts, taxes, and so oo - Families may even nominate : '
Kleither can the trust bé toucﬁed b angroup of people to serve as joint trustees A3 e p(_)pulauon e o_Ider an_d
Y @everal relatives, perhaps who togeth&€Velops nursing care needs, with family

reditors ofth rsonwith the disability: - . . ivi i
creditors of the person with the disab Y dminister the trust. Itisimportant to listnembers living further apart, and with

’) . . . . .
What should you do? For youngebr?n advocacy or disability organization afin@ncial institutions becoming more con-

parnts, e answer may be & 18Y0Se ot succescor tstee. Thi s baBVle, he Maser Tust may b te
trust may be the only opiion. Your attor~245€ the possibility EXIS"[S t.hat the hun ytr];eadanswerto ;S | emrlna oh Sm?
ney, in consultation with your financial man succ_essortrysteg; will die before tht‘£'|L|jS o sbma?age Y pe.tohpdgwbcl)l_?c -
olanner, may be the best resource RErO" with the disability. In the eveng ):j;arett?e %L\j/eezrseor;?avglter tlriitlilnletﬁé
making this determination. Itisimportant Hat the human successor trustees a-l:%ite)g States is Sstablished by a local
however, to have acurrent Letteroflnteng.nabl.e. to SEIve, then the advocacy d“Jh it fit t Y
(see artiéle on page 11), which will hel isability organization may take on thenaTiy &; NONPTo 898Ny ' sSTvE per
Pag : Responsibility or be able to recommend©Ns With one or more disabling condi-




tions. Occasionally, afew charities servkey leaders of the organization and the As with attorneys, there are very
ing different populations will pool their strength of its membership. The majorityew financial planners who have any expe-
resources to establish a community trusof other members were never properlyience with planning for the future of a
Afull-time executive director, along with introduced to the merits of this fine properson with disabilities. Mostare trained
a secretary, work with a Board of Direc-gram. Furthermore, the trust was created look at the overall family estate and try
tors. The prospective family pays ap-and managed by individuals who wereo provide as many dollars as possible, at
proximately $500to $2,000to receive basiprimarily interested in the care of lovedthe same time looking out for potential
life planning counseling and as a set-upnes with disabilities, notin the businesproblems. Whentheyrealize thatthere is
charge. The family generally hires arof marketing the trust to others. To worla person with a disability involved, they
attorney recommended by the charity tan the long term, the trust has to be sold imay react in a very human way, assume
do the basic legal work, which may cost businesslike, even aggressive mannehat the person will need extra help, and
from $500t0 $3,000. The charity alsorefers Of course, notall Master Trusts fail.direct more dollars to the person with a
the family to areputable financial plannefThere are some that have operated sudisability, without understanding the con-
to make sure that the trustis funded propeessfully for many years. However, besequences this might have in terms of the
erly. The master trust staff will usuallycause the concept of a Master Trust h@erson’s government benefits.
meet with the family once a year to makeyenerally not proven successful, it is es- An experienced financial planner
will examine your Letter of Intent (see
“« T . page 11) and do a detailed financial analy-
Mos’F families are surprl_se_d to Igarn that thego have . ° 0 e future costs of supple-
a variety of resources within their reach that can be  mentary items and advocacy. He or she
directed to the Special Needs Trust” will then look at the many different re-
sources available to fund the trust now
and in the future. (See the worksheet on
sure that everything is in place. Thissentialthatfamiliestake ahardlook atangage 12, whichyou canuseto listthe total
annual “check-up” may cost between $50aster Trust they are considering joinmonthly expenses of the person with a
and $100. Should the parent(s) go into eng. Families should make sure that, if thelisability. When you subtract the total
nursing home, the Master Trust can b&ustdoes end, they have an escape clawsaount of government benefits and per-
activated. Assuming there are sufficientvhereby they can get back their assetsonal income of the person from the total

cashreservesinthetrust, an advocate will monthly expenses, you have identified
look after the person with the disability. Funding a Special Needs Trust the amount of supplementary funds
And upon the death of the parents, the needed on a monthly basis by the person
trust will be fully activated through guar- As families do their estate planningWith a disability.) The only other major

anteed life insurance proceeds or a pofor their loved ones, they tend to think ofXpense will be the cost of advocacy ser-
tionofthe family’s estate. Thisistheidealijt as a legal issue only. However, th&ices, whichmay runfrom $50to $100 per
Unfortunately, although the con-jawyer can only establish the trust folour.
ceptof Master Trusts has been around fghem. Someone has to find the funds to ~ Mostfamilies are surprisedto learn
many years and may indeed representthigit in it and make sure that there arthat they do have a variety of resources
only viable answer to the need of manyyfficient funds to last the lifetime of theWithin their reach that can be directed to
individuals with disabilities for lifelong individual with the disability. That personthe Special Needs Trust. The options
care, Master Trusts have yet to find 3 a financial planner. open to a family include:
proven formula for success. The track The general perception of a finan®  Standard government benefits
record for many of these types of trusts igja| planneris someone whois goingtotry ~ These benefits form the foundation
very poor. Many are setup butfail withinto sell you investments and insurance  for the future.
three to five years. Why do they fa“?through high pressure techniques. While Savings No matter howyou look at
Although there are many reasons, basthe financial planner may very well use  it, the family will have to SAVE for the
cally the average master trust signs Uparious financial products to fund the  future. The government benefit pro-
only eight to ten individuals over the ryst, the more reputable plannersrealize  grams have never provided enough
three-year start-up period, which is oftéfthat most families have limited resources.  for even poverty level existence. A
funded by a grant' When the grant runSFherefOI’e, the planner’s primarijb isto regular Savings program is essential
out, the Master Trust soon ends, in pafielp the family see what resources are  to meetthe person’s supplementary

because of the cost of hiring and keepingyailable and thenreallocate them, sothat  needs in the future.
staffto manage the trust, butalso becausge future funding of the trust will be

the eight to ten families were usually theegjistic.
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Family assistancé-amily members ¢
may wish to provide residential care,
supervision, and supplemental as-
sistance in the future.

Parents’ estateParents may leave a
portion or all of their estate to the
trust. Tokeep peaceinalarge family,
parents should leave something for
the other children as well. *
Inheritances Relatives or friends
who have expressed an interest in
the person with the disability should
be given instructions and assistance
on how to leave a gift to the trust.
Property Some families want their
loved one to live in the same house.
The house can be placed in the trust
and managed by a local nonprofit
agency for the benefit of the person,
or expanded into a group home sef-
ting.

InvestmentsCertificates of Deposit,
IRAs, KEOGHS, and so on can be
directed to the trust.

Military benefits Some families have thing very important. Do not forget the

elected a Survivor Benefit OptionOther brothers and sisters. While the
(SBO), so the person with the dis-Siblings may be pillars of love and under-

ability will always have some incomestanding when it comes to their brother or
and medical care. They may stilisister with a disability, they have prob-

wanta special needs trustto manag@ly seen a great deal of your time and
the other resources which will€nergy spentinthe disability arena. They
supplement the military benefits. Should notbe leftoutatthe end. Families
Insurance For the average family, tend to assume that, while they must pay
life insurance may be the only Wayfor thg services of a bank trustee and a
that they can leave alarge lump surguardian/advocate, relatives who take on

forthefuturebymakingsmallmonthlythese responsibilities should do so for
payments. It is also one of the feeree' because thatis what familiesdo! The

guaranteed methods of funding érusteeshould be directed to pay for what-
trust. While the above items mayever services are necessary, whether an

fizzle outas people changetheirmind§gency or relative performs the service.

or the economy falters, a paid-up life! Nis may mean the difference between a

insurance policy in an irrevocableb,mme,r driving the fifty miles to his
trust will guarantee future funds. sibling’s group home once aweek or once

Otherresourcedviany families have every th_ree months. ) .
. With proper legal and financial plan-
resources that are unique to the

rrhing, the family can guarantee that the

The financial planner will help YOU herson with the disability will enjoy a

determine Wh'Ch ONES are approprit., miortable lifestyle after the parents are
ate for funding the trust.

- : one.
As families examine ways to fundg

the trust, they need to keep in mind some-

What is the Letter of Intent?

The Letter of Intent

by
Richard W. Fee
Executive Director

Estate Planning for Persons with Disabilities

Letter, so that the Letter truly “presents’insight and knowledge about his or her

and represents your child. The Letter iswn best possible care.

Simply put, the Letter of Intent is athen ready at any moment to be used by
document written by you (the parents oflltheindividuals whowillbe involvedin Why is it Important to Write
guardians) or other family members thataring for your son or daughter, shouldy | etter of Intent?
describes your son or daughter’s historyOu become ill or disabled yourself, or
his or her current status, and what yo¢yhen you should pass away. A Letter of Intent serves many pur-
hope for him or her in the future. You  Eventhoughthe Letter of Intentis,,qeg  First, it spells out in black and
would be wise to write this letter today anéot a legal document, the courts and oty ite your son or daughter's background
add to it as the years go by, updating &S can rely upon the Letter for guidance,j nistory and his or her present situa-
when information about your son off understanding your son or daughtef,,, 5155 describes your wishes, hopes,
daughter changes. To the maximum e@nd the wishes ofyou, the parents. Inthig, § jesires for his or her future care and,
tent possible, it is also a good idea tey/ay, you can continue to "speak out’ onypare nossible, describes yoohild's
involve your child in the writing of this behalf ofyour son or daughter, providing (continued on page 13)
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Worksheet for Costing Out Expenses
of the Person with the Disability

This Person’s Income

Government Benefits
Employment
TOTALMONTHLY
INCOME
ThisPerson'sExpense§ — — — — — — — — — — — — — — — — — — — — — — — — — — — — — ]
Housing: Special Equipment: Automobile/Van:
Rental Environment control Payments
Utilities Elevator Gas/Qil/Maintenance
Maintenance Repair of equipment Other
Cleaning items Computer
Laundry costs Audio books Insurance:
Other Ramp Medical/Dental
Guide dog Burial
Care Assistance: Technical instruction Automobile/Van
Live-in Hearing Aids/Batteries Housing/Rental
Respite Wheelchair Other
Custodial Other
Other

Miscellaneous:

Medical/Dental Care: Other
Personal Needs: Med/Dental visits Other
Haircuts, beauty shop Therapy Other
Telephone (basic, TT) Nursing services
Cigarettes _ Meals of attendants
Books, magazines, etc. Drugs, medicine, etc.
Allowance Transportation TOTALEXPENSES
Other Other
_ (Subtract)
Clothing Food: MONTHLY INCOME
Meals, snacks-home +GOVERNMENT
Employment: Outside of home BENEFITS
Transportation Special foods
Workshop fees Other (Equals)
Att(_an_dant SUPPLEMENTARY
Training Social/Recreational: NEEDS
Other Sports
_ Special Olympics
Education: Spectator sports
Transportation Vacation
Fees TVINVCRorrental
Books, materials Camps
Other Transportation
Other
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feelings about the present and desires faecessary. The Letter of Intent helpand present status in each of these areas.
the future. While you are still living, the pave your son or daughter’s transition b{fhen summarize your wishes, hopes, and
Letter can be used by your lawyers angdiving future caregivers the informationdesires for his or her “best” future, listing
financial planners to draft the proper legadbout him or her that they so vitally needthree or four options in each of these
documents (wills and/or trusts) to ensure Preparingthe Letteris oftenan emoareas. Be sure to discuss your ideas with
your wishes are carried out. Once you att@nal experience for parents and theiyour son or daughter and to take into
no longer able to take care of your son arhildren. You will need self-discipline andconsideration his or her feelings on the
daughter, due to death or illness — andhotivation to work past the many painfulfuture (more is said aboutthis below). The
this is the most important reason to writguestions and issues that must be adrorksheet shown atthe end of this article
a Letter of Intent — the Letter gives yourdressed when considering your son as useful for this “future planning” step,

son or daughter’s future caregivers somgaughter’s future. which may require much thoughtand plan-
insight into how to care for him or her. It ning before you actually begin to write
provides advice on possible alternativeg\/hat Information Goes Into information into the Letter of Intent.

for his or her care. If your child has ghe |etter of Intent? Take a brief look at the example
severe disability, caregivers will nothave shown in the box on the next page. This

to waste precious time learning the most How can you summarize the life of example focuses on only one of the major
appropriate behavior or medical manag 5erson you have watched grow and d ife areas — Housing/Residential Care —
ment techniques to use. If your child i elop over many years? What can yoand illustrates how a person named Mrs.
used to doing things independently angaythatwill give insightinto and perhap anders went about writing this section of
only requires occasional assistance, t 8uch the heart of a careprovider Whger Letter of Intent for her son named
Letter can spell out exactly whatis neede ust suddenly assume some measure%hris’ a 35year old manwith developmen-
The Letter of Intent can describe this VerYesponsibiIity for your son or daughter’}al disabilities.

concrete information and much, much Basically, the procedures for devel-

more, including valuable information 5, 5 | etter of Intent are fairly simple. HOW Do I Involve My Son or

about the personality of your son Okyq\, can rite the Letter out longhand, oDaughter in Writing the Letter?
daughter—. his or her likes, dislikes, tal; OU can use a computer or typewriter.
ents, special p_roblems_, and strengt.h on'tworry about perfect spelling or gram- How much you involve your son or
Thus, the Letterisacrucial partofany lifg,, o - vo, major concern is that anyonelaughterinwriting the Letter of Intent will
or estate plan, becausg L spgaks_ l_)Oth fWho reads the Letter in the future camepend in large part upon his or her age
andaboutthe personwithadisability anl, jerstand exactly what you meant anand the nature and severity of the disabil-
his or her family. what you would like to see happenin youity. Itis only fitting that young adults and
. son or daughter’s life. Begin by addressadult children be involved in planning
When Should Parents Write ing the Letter to “To Whom It May Con- their own lives to the maximum extent
the Letter of Intent? cern.” In the first paragraph list the curpossible. Many individuals have disabili-
rent names, addresses, and telephoties thatdo not preventtheir full or partial
The answer is a simple one. Stamumbers of the people who should bearticipationinthe Letter-writing process.
now. Starttoday. Procrastinationis easgontacted if anything should happen t@efore involving your child, however, you,
whenyour healthis good, the future lookgou (i.e., other children, case managess parents, mightwantto talk firstamong
bright, and there are a hundred other presgaur son or daughter’s school principal oyourselves about the content of the Letter
ing tasks to be done. But none of us caamployer, lawyer, financial planner, priestand your ideas regarding your child’s
predict the future. What will happen toetc.). You might then briefly state thefuture. When you've agreed upon the
your son or daughter, if something hapfamily history; include names, birthdatespasic information you feel should go in
penstoyou? Willyour relatives, friendsand addresses of family members. the Letter, discuss each area with your
lawyer, or the police know where to con- The Letter willthen needtofocusinson or daughter. Ask for your child’'s
tactyour son or daughter — and will thatipon seven potentially major areas ofput about his or her favorite things to
person know enough about your lovegour son or daughter’s past, present, ardb, what type of education has been en-
one to know what kind of care is needeéluture life. Depending upon your child’sjoyable and what might be pursuedinthe
and how best to provide it? needs, these areas may be: housinfgture, whattype of employmenthe or she
Writing the Letter of Intent now is a residential care, education, employmengnjoys or envisions. Equally crucial to
way to protect your son or daughter fronmedical history and care, behavior mardiscuss are your child’s future living ar-
unnecessary chaos and turmoil when Fegement, social environment, and religiousangements: How does your child feel
or she must depend upon someone othemvironment. You mightbegin by summaabout the options you are considering
than you for the care and support that iszing your son or daughter’s backgroundisting in the Letter of Intent?

13



It'simportantthat your child realize Involving your child in discussing first, most important thing to do is let
thatthe Letter is notabinding, legal docuand making decisions about the futurpeople know that there is a Letter of
ment; it is written to give guidance, notmay be more difficultif the individual hasIntent available to be consultedThis
edicts, to all those involved in caregivinga disability that severely limits his or hemight mean telling your other children (or
inthe future. Ifyoufearthatyour childwill ability to communicate or to judge be+elatives, neighbors, friends, workshop
be upset by talking about a future thatween a variety of options. You, as pardirector, pastor, or case manager) why
does notinvolve you as parents, then yoents, are probably the best judges of hoywu have written the Letter, what type of
may wish to make the discussion simplynuch—and how —you caninvolve a soinformation it contains, and where the
aboutthe future —what will happen wheror daughter with a severe cognitive distetter can be found?ut the Letter in an
your child leaves high school or aability. For these children, the Letter isasily accessible place, and make it
postsecondary training program, whagspecially critical; it will serve to commu-clearly identifiable. Many parents also
your child wants to be or do in the next temicate the vital information about them-make copies of the Letter and give it to
years, where he or she wants to live. Yoselves that they cannot. their other children (or persons such as a
may be surprised to find that discussing neighbor).
the future actually relieves your child. HdN/hat Happens Once the Letter Secondly, you shouldipdate the
or she may very well be worrying aboulyf ntent Is Written? Letter on aregular basisSelect one day
what will happen when you are no longer out of each year (such as the last day of
there to provide whatever assistance is Once you've written the Letter Ofss:hool or perhaps yourson or daughter’s
needed. Intent about your son or daughter, thE'rthdaY) where you Wlllrewevywhatyqu

ave written and add any new information

ofimportance. Talk with your child each
time and incorporate his or her ideas.
Crigger each addition, sign and date the
, sUelter. Should something change in your

son or daughter’s life, such as his or her

caseworker or the medication he or she is
finging, update the Letterimmediately.
vorite

sit$h€onclusion...

Titling a section of her Lettétousing/Residential Card/rs. Sanders writes thalt
Chris has always lived at home and had a room to himself. She briefly des
the family home and the articles in the home that give Chris special pleasurg
as his portable radio.

She then describes his daily and weekly routine, including the fact that Chris
greatjoyingoingto dances each week atthe local Arc. She briefly lists his fal
clothing, food, games, and so on. She also mentions that each year Chris v
sister for a week in the summer.

Willyour Letter of Intent overcome

ple fi" of the obstacles to your son or

Mrs. Sanders then considers what future living arrangements might be suital

Chris, and she uses the worksheet on the next page to jot down three options.
she transfers these options from the worksheet to her Letter of Intent, she dig
each one with Chris. She does so because he needs to be a key member of
planning his future life.

Following her talk with Chris, Mrs. Sanders lists the agreed upon information
Letter of Intent. The firstoption she lists is the possibility that Chris might live
his sister. As a second possibility, he might live with an old family friend. The
option is residence in a group home. Because this last option may indeed
one that is finally selected for Chris, Mrs. Sanders takes care to describe th
of group home she thinks he would enjoy. As a mother and lifelong friend to ¢
she sees past his limitations to his strengths, and she notes these down
detail. Lastly, she expresses her desire that the group home will give him rg
grow and build upon those strengths.

Residential Carés just one important area for Mrs. Sanders to coverin her L
of Intent. It takes her a week to complete the other sections. She find
describing the past is not nearly as difficult as considering the future, bu
methodically and systematically works her way through each area, usin
worksheet when planning is necessary. The end result is a Letter of Intent

Letter of Intent will have a head start in getting to know and care for Chris.

B
CURT

hter’s transition into someone else’s
? No, of course not. However, the
thq_tgf’ilg? is of immediate usefulness in cop-
ing with your son or daughter’s changed
situation and, in the long term, will cer-

Farinly help careproviders understand and

it
hi%are for your loved one.

be the
e type
Chris,

n some
omto

n h

btter

s that
t she

g the

that is

twelve pages long, handwritten. She feels comfortable that anyone picking §ip this
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Letter of Intent Worksheet:
Considering Your Son or Daughter’s Future

Foreach applicable area below, consider your son or daughter’s future. List 3-4 options to guide future caregivensiratewsio
and interaction with your child. Draw upon whatyou know about your son or daughter, through observation and through discussio
with your child, and share what you've learned!

Residence: If something should happen to you tomorrow, where will your son or daughter live?
1 2. 3. 4.
Education: You have a lifelong perspective of your son or daughter’s capabilities. Share it!
1 2. 3. 4.
Employment: What has your son or daughter enjoyed? Consider his or her goals, aspirations, limitations, etc.
1 2. 3. 4.
MedicalCare: What has and has not worked with your son or daughter? What should future caregivers know?
1 2. 3. 4.
Behavior What consistent approach has worked best in your absence during difficult transition
Management:  periods in your son or daughter’s life?
1 2 3. 4
Social: What activities make life meaningful for your son or daughter?
1 2. 3. 4.
Religious: Is there a special church or synagogue or person your son or daughter prefers for fellowship?
1 2. 3. 4.
Additional Considerations
Advocate/ Who will look after, fight for, and be a friend to your son or daughter?
Guardian (List3-4 options.)
Trustee(s) Who do you trust to manage your son or daughter's supplementary funds?
(List3-4 options.)
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FYI: Information Resources from NICHCY'’s Database

The following information was selected from numerous resources abstract®dCHCY’s
database. If you know of a group that provides information or services about estate planning to fa
professionals, or the general public, please send this informatidiCidCY for our resource collection
and database. We would appreciate this information and will share it with others who request it.

You can obtain many of the documents listed below through your local library. Whene
possible, we have included the publisher's address or some other source in case the publication
available in your arealt is a good idea to contact the publisher or organization and obtain the lates
information on ordering, payment procedures, and shipping and handling chargé&$e prices listed
are, of course, subject to change without prior notice.

The organizations listed are only a few of the many that provide various services
information about estate planning to families and professionals. Additional publications and info
tion may also be available from state and local parent groups and state and local affiliates of
disability organizations. Please note that the addresses and telephone numbers are subject to
without prior notice.

If you experience difficulty in locating these documents or organizations, or if you would li
additional assistance, please contdt¢€HCY. Finally, you may findNICHCY’s State Resource Sheet
for your state or territory helpful in contacting other resources of information.

PRINT RESOURCES

$2.00.)
Apolloni, T., & Cooke, T.P. (Eds.). (19847 new look at
guardianship: Protective services that support per- Arc-Indiana. (1988). Future planning: Decisions by

sonalized living. Baltimore, MD: Paul H. Brookes.
(Available from California Institute on Human Ser-
vices, Sonoma State University, Rohnert Park, CA
94928. Telephone: (707) 664-2416. Price: $25.00.)

Arc-Beaver County. (1989).A guide to estate planning
for the mentally retarded. Monaca, PA: Author.
(Available from the Arc-Beaver County, 1260 North
Broadhead Road, Suite 103, Monaca, PA 15061.
Telephone: (412) 775-1602.)

Arc-California. (1990). Guardianship, conservatorship,
trusts and wills for families with mentally retarded
or other disabled family membe(4th ed.). Sacra-
mento, CA: Author. (Available from the Arc-Cali-
fornia, 120 | Street, 2nd Floor, Sacramento, CA
95814-2213. Telephone: (916) 552-6619. Price:

choice, not chance: An asset planning workbook for
parents with a disabled child Indianapolis, IN:
Author. (Available from the Arc-Indiana, 22 E.
Washington Street, Suite 210, Indianapolis, IN 46204.
Telephone: Outside of IN, call (317) 632-4387.
Within IN, call (800) 382-9100. Price: $16.50, non-
members; $11.50, members.)

Arc-Michigan. (1989). Supplemental Security Income/

Social Security disability: An advocate’s manual
Lansing, MI: Author. (Available from the Arc-
Michigan, 333 South Washington Square, Suite 200,
Lansing, M| 48933. Telephone: (517) 487-5426.
Price: $12.00, non-members; $10.00, members.)

Arc-Oregon. (1990).Future planning on behalf of people

with developmental disabilities: A guide for estate
planners. Salem, Oregon: Author. (Available from
the Guardianship, Advocacy, and Planning Services
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(GAPS), The Arc of Oregon, 1745 State Street, Sa-Hartley, S.C., Stewart, J.T., & Tesch, M.

lem, OR 97301. Telephone: (503) 581-2726. Price:

$15.00.)

Berkopin, R. (1991, September)A family handbook on
future planning Arlington, TX: The Arc. (Avail-

able from the Arc, National Headquarters, 500 E.

Border Street, Suite 300, Arlington, TX 76010. Tele- Hartley, S.C., & Stewart, J.T.

phone: (817) 261-6003. Ask for Publication No. 10-

2. Price: $12.50.)

Boggs, E., & Arc-United States Insurance Company.

(1989). How to provide for their future Arlington,
TX: The Arc. (Available from the Arc, National

Headquarters, 500 E. Border Street, Suite 300, Ar-

lington, TX 76010. Telephone: (817) 261-6003. Holdren, D.P.

Ask for Publication No. 10-1. Price: $9.00.)

Estate Planning for Persons with Disabilities.
Selected bibliography Boulder, CO: EPPD. (This

(1992).

bibligraphy of life and estate planning articles and
books is available free of charge from EPPD, 1200I'm not going to be John’s baby sitter forever: Siblings,
Corporate Drive, Suite 330, Birmingham, AL 35242.

Telephone: 1-800-934-1929; (205) 803-6800.)

Fee, R.W. (1990, Fall). The life planning approablew

(1985 state
planning for families of persons with developmental
disabilities Raleigh, NC: Arc/North Carolina, Inc.
(Available from the Arc-North Carolina, Inc., P.O.
Box 20545, Raleigh, NC 27619. Telephone: (919)
782-4632. Price: $5.00.)

(1987)The professional’s
guide to estate planning for families of individuals
with developmental disabilities Raleigh, NC: Arc/
North Carolina, Inc. (Available from the Arc-North
Carolina, Inc., P.O. Box 20545, Raleigh, NC 27619.
Telephone: (919) 782-4632. Price: $10.00 for fami-
lies; $20.00 for professionals.)

(1985). Financial planning for the handi-
capped Springfield, IL: Charles C. Thomas. (Avail-
able from Charles C. Thomas Publishers, 2600 S. First
Street, Springfield, IL 62794-9265. Telephone: (217)
789-8980. Price: $39.50.)

planning and the disabled child. (1987, November-
December). Exceptional Parent60-64.

Little, J. (1991). Take me to your lawyerPleasant Valley,

Ways 18-19. (Available free of charge from Estate
Planning for Persons with Disabilities, 1200 Corpo-
rate Drive, Suite 330, Birmingham, AL 35242. Tele-

phone: 1-800-934-1929; (205) 803-6800.)

New York: Alliance for the Mentally Ill of New York
State, Inc. (Available from NYS/AMI Packet, Box 68,
RR 5, Pleasant Valley, NY 12569. Telephone: (914)
635-8114. Price: $4.50.)

Fee, R.W., Jarrett, R., & Poulos, C. (1990, July). SecuringRussell, L.M. (1990, Fall). Writing the Letter of Inteitew

the future for the autistic person.Proceedings

Autism Society of America annual conference,

Buena Park, CA.

(Available free of charge from

Autism Society of America, 7910 Woodmont Av-
enue, Suite 650, Bethesda, MD 20814. Telephone:

1-800-3-AUTISM; (301) 657-0881.)

Foundation for the Handicapped. (1988Future plan-

Ways 20-25. (Available free of charge from Estate
Planning for Persons with Disabilities, 1200 Corpo-
rate Drive, Suite 330, Birmingham, AL 35242. Tele-
phone: 1-800-934-1929; (205) 803-6800.)

Russell, L.M., Grant, A., Joseph, S., & Fee, R. (19%4an-

ning guide for parents and families of persons with

disabilities Seattle, WA: Author. (Available from

the Foundation for the Handicapped, 1550 West
Armory Way, Suite 205, Seattle, WA 98119. Tele-
phone: (206) 283-4520. There is no charge for aTurnbull, H.R., Turnbull, A.P., Bronicki, G.J., Summers,

single copy.)

ning for the future: Providing a meaningful life for a
child with a disability after your deathEvanston, IL:
American Publishing. (Available from Book Masters,
P.O. Box 2039, Mansfield, OH 44905. Telephone: 1-
800-247-6553. Price: $24.95.)

J.A., & Roeder-Gordon, C. (1988pisability and the
family: A guide to decisions for adulthao®altimore,
MD: Paul H. Brookes. (Available from Paul H. Brookes
Publishing Company, P.O. Box 10624, Baltimore, MD
21285-0624. Telephone: 1-800-638-3775. Price:
$29.00.)
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ORGANIZATIONAL RESOURCES

The organizations listed below provide a variety of estate planning or lifetime care seRiease note that listing these
organizations does not imply endorsementNbEHCY; we provide the names for informational purposes orifamilies

are encouraged to contact these organizations and request more information about their services. Your decision fc
participate in any program must be based upon your family’s individual needs and situation and your understanding of the
services that are offered.

The Arc (formerly the Association for Retarded Citizens) National Institute on Life Planning for Persons with
National Headquarters, 500 E. Border Street, Arlington, TXisabilities - P.O. Box 5093, Twin Falls, ID 83303-5093.
76010. Telephone: (800) 433-5255; (817) 261-6003; (81EyMail: rfee@sonic.net

277-0553 (TTY). URL: http://sonic.net/nilp

E-mail: thearc@metronet.com

URL: http://thearc.org/welcome.html The National Institute on Life Planning for Persons with

Disabilities serves as a national resource for parents and

The Arc has affiliate offices throughout the United StateRfofessionals on the highly specialized topic of estate plan-
Many of these affiliates have developed state-specific guid#dd for persons with disabilities. Visit the Institute’s web

and booklets pertaining to estate planning for parents wHE for a comprehensive look at this important issue and to
have a son or daughter with developmental disabilities alRgrn more about the services that the Institute can provide.

or mental retardation. Many affiliates also offer guardian-

ship or master trust programs, and may be able to recom-
mend attorneys and/or financial planners with expertise in

estate planning when a person with a disability is involved.

Contact the National Headquarters to find out the name and
address of the Arc affiliate nearest you, or contact your local
Arc directly.

Disabled and Alone/Life Services for the Handicapped,
Inc. - 352 Park Avenue South, Suite 703, New York, NY
10010. Telephone: (800) 995-0066; (212) 532-6740.
E-mail: disabledandalone@juno.com

URL: www.disabledandalone.org

This organization publishes Parents' Planning Journal to
help parents and relatives of a person with a disability plan
for when they will no longer be here. DALSH provides
direct services recorded in the "life plan" and advises par-
ents, relatives, attorneys, and financial planners about fu-
ture care planning.

18



OTHER ORGANIZATIONS

Here is a listing of selected national organizations that can provide information, publications, brochures, or referral about
estate planning. Many of these organizations focus upon a specific disability or disabilities and have affiliates at the state
or local level. The affiliates may have publications specific to the laws of the state and may be able to refer families to

local financial planners and attorneys specializing in estate planning when a son or daughter with a disability is involved.
Call the national office to find out what information they have available on estate planning, as well as what affiliates exist

in your state or locality.

Autism Society of America- 7910 Woodmont Avenue, National Down Syndrome Society 666 Broadway, Suite
Suite 650, Bethesda, MD 20814. Telephone: 1-800-810, New York, NY 10012. Telephone: (212) 460-9330;
AUTISM; (301) 657-0881. 1-800-221-4602 (Toll-free). E-mail: info@ndss.org
URL: http://www.autism-society.org URL: http://ndss.org

Brain Injury Association (formerly the National Head National Mental Health Association- 1021 Prince Street,
Injury Foundation)- 105 North Alfred Street, Alexandria, Alexandria, VA 22314-2971. Telephone: 1-800-969-
VA 22314. Telephone: (800) 444-6443; (703) 236-6000NMHA; (703) 684-7722. URL: http://www.nmha.org
E-mail: FamilyHelpline@biausa.org
URL: http://www.biausa.org New York State Future Care Planning Clearinghouse-

Bronx Independent Living Services, 3525 Decatur Av-
Easter Seals-National Office230 West Monroe Street, enue, Bronx, NY 10467. Telephone: (800) 652-2090 (in
Suite 1800, Chicago, IL 60606. Telephone: 1-800-22NY only); (718) 652-3469; (718) 515-2803 (TTY).
6827 (Toll-free); (312) 726-6200; (312) 762-4258 (TT). E-mail: nysfcpc@idt.net
E-mail: nessinfo@seals.com URL: http://www.nysfcpc.org
URL: http://www.easter-seals.org

TASH (formerly the Association for Persons with Severe
National Alliance for the Mentally Ill (NAMI) - 200 N. Handicaps) -29 W. Susquehanna Avenue, Suite 210, Balti-
Glebe Road, Suite 1015, Arlington, VA 22203-3754more, MD 21204. Telephone: (410) 828-8274.
Telephone: 1-800- 950-NAMI; (703) 524-7600. E-mail: info@tash.org
E-mail: namiofc@aol.com URL: http://www.tash.org
URL: http://www.nami.org

United Cerebral Palsy Associations, Inc. (UCPA)1660 L
National Down Syndrome Congress- 1605 Chantilly Street N.W., Suite 700, Washington, DC 20036. Tele-
Drive, Suite 250, Atlanta, GA 30324. Telephone: 1-800phone: (202) 842-1266; 1-800-872-5827 (Toll-free, ex-
232-6372 (Toll-free); (404) 633-1555. cept in Washington, DC). E-mail: ucpnatl@ucpa.org
E-mail: NDSCcenter@aol.com URL: http://www.ucpa.org
URL: http://www.carol.net/~ndsc/
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NEWS DIGESTis published three times a year. In additNiCHCY disseminates othe
materials and can respond to individual inquiries. For further information and assistanceor to
receive aNICHCY Publications ListcontactNICHCY, P.O. Box 1492, Washington, DC 2001
or call 1-800-695-0285 (Toll-free, VITT); (202) 884-8200 (V/TT). E-mail: nichcy@aed.o
Web site: http://www.nichcy.org

NICHCY thanks our Project Officer, Dr. Sara Conlon, at the Office of Special Educ
Programs, U.S. Department of Education, for her time in reading and reviewing this docihent.
We also thank the individuals who reviewed the draft manuscript and provided many thoUshtful
comments and suggestions: Dr. Ann Larkin, Professor at Lesley College in Camijidge,
Massachusetts; Marge Goldberg, at the PACER Center in Minneapolis, Minnesota; j@arol
Reedstrom, of Estate Planning for Persons with Disabilities in Bloomington, Minnesot
Thomas Anderson and Jonathan Abbett, of The Equitable, Klose Agency, in Falls Cjirch,

Virginia.
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