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The Arc of New Jersey is the largest non profit advocacy organization for peo-
ple with mental retardation and their families in New Jersey.  Started in 1946 by
a parent of a child with mental retardation, we are today still a parent directed
membership organization. More than 6,000 families make up the current mem-
bership of The Arc of New Jersey.  We are affiliated with The Arc, a national
organization on mental retardation with more than 1000 chapters and 140,000
members nationwide.  The Arc of New Jersey is comprised of a state office and
20 local county chapters providing services in 21 counties.

The state office of The Arc of New Jersey is responsible for general statewide
activities such as family advocacy, public relations, community outreach, infor-
mation and referral, communications and publications, local chapter support,
and public policy analysis and advocacy.  

The local county chapters of The Arc of New Jersey provide a wide variety of
direct services for people with developmental disabilities and their families.
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Friends, 

The Arc of New Jersey is pleased to be working with Hinkle & Fingles, Attorneys
at Law to bring you this special booklet. This guide is for all siblings of individu-
als with a developmental disability who are preparing to take on more responsi-
bility in the care of their brother or sister, and will help educate family members
on topics such as special education, adult services, guardianship and estate plan-
ning, and income and medical benefits.

I have been an active volunteer with The Arc for more than 20 years.  Why?
My late brother, John, the youngest of my three brothers, had mental retardation.
John lived at home with our parents into his adulthood.  Our parents enriched his
life, and were themselves volunteers in the early movement of The Arc.  They
passed within two years of one another.  Suddenly, John became the responsibil-
ity of the brothers.  What now?  For three disruptive years John relocated between
brothers, experienced respite care and a skill development home.  Finally, in 1983
he took up residence at a new group home operated by The Arc of Monmouth.
John spent 17 happy and fulfilling years in his new home.  Then, however, his
health began to fail.  I became his guardian and was involved in daily decisions
requiring relevant information from a melange of agencies, doctors and health in-
surance providers.  Armed with this information in advance, the process would
have been far less stressful. 

For years, information has been mostly directed to parents.  This sibling support
project will help siblings to take on the role of caregiver and advocate.  I hope you
will take advantage of this special guide.  I urge you not to wait until it is too late:
start planning for the future today.

I look forward to working with all of you in enhancing the lives of our loved ones
with a developmental disability.  

Ted Stieve
President
The Arc of New Jersey

A Note from Ted Stieve, President of The Arc of New Jersey
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mong all relationships, the relation-
ship between siblings is the longest last-
ing.  In the vast majority of cases, sib-
lings are there for each other long after
the parents are no longer available due
to death or incapacity.

In the past, infor-
mation available
to families of indi-
viduals with dis-
abilities has fo-
cused almost
exclusively upon
issues of impor-
tance to parents.
This approach has
failed to recognize
the primary role
that siblings often
play in the lives of individuals with dis-
abilities.

Siblings of individuals with disabilities
face unique challenges from the earliest
stages of their lives.  Young children can
be frightened or bewildered by their sib-
ling's disabilities.  There can be resent-
ment because of the increased parental
attention that the sibling with disabili-
ties receives. As they grow older and be-
come more socially aware, children can
become embarrassed or ashamed of their
sibling's disabilities, and may even be
teased or taunted themselves.

INTRODUCTION

As the family grows older, concerns arise
in their minds about whether they will
have to financially support their sibling
with disabilities,  whether the sibling
with disabilities will need to live with
them in their home, or whether the in-

creased caregiving
demands will in-
terfere with the
achievement of
their own goals
and dreams.  

Uncertainty about
how their sibling's
needs will be met
after the parents
are unable to pro-
vide care is per-
haps the most

anxiety-provoking issue to the non-dis-
abled siblings.

These concerns are natural and must be
addressed. Parents can go a long way to-
wards ensuring that all of their children,
both disabled and non-disabled alike,

A

At some point, most 
siblings of individuals

with disabilities 
begin to wonder: 

“Who will care for my
brother or sister when my

parents are gone?”



3 The Arc of New Jersey

manage these issues and go on with their lives in a comfortable, secure manner af-
ter parents are gone.  
For a family in which there is a child with disabilities, the parents should attend
to, among other things, the following questions:

• Who will make decisions on behalf of my child with a disability after
I am gone?

• What needs to be done to ensure that a decision-maker is legally em-
powered to act on my child's behalf after my child reaches adulthood?

•What services are available to make sure that my child with a disabili-
ty is provided an appropriate job or day program?

•How can I ensure my child has a place to live that can meet his or her
needs in a safe environment?

•How can I make sure my child's supplemental, personal, and recre-
ational needs are covered?

•What steps do I need to take now to make sure that services are avail-
able without delay when the need arises?

• How can I provide financial security for my child with a disability with-
out jeopardizing vital services and benefits?

• How do I provide funds for the benefit of my child with a disability
without subjecting those funds to claims by the government for repay-
ment for services that my child receives?

Whether or not parents have addressed these issues, these are the same types of
issues siblings will encounter as responsibility for care transfers. If parents have
not addressed these issues, siblings should persuade parents to attend to them be-
fore they are no longer able to do so.

What follows is a brief guide to services for people with disabilities and a summa-
ry of things both parents and siblings can do to plan for the future and ensure the
continuation of services without interruption.
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Services for 
individuals with 

disabilities can be 
broken into four broad 

categories:

(1) special  education services for children
under twenty-one;

(2) adult services for those over the age of
twenty-one; 

(3) guardianship and estate planning 
considerations; and

(4) income and medical benefits. 
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t is unlikely that siblings of individu-
als with disabilities will be directly in-
volved in the educational needs of their
brother or sister.  Nevertheless, siblings
should at least have a basic understand-
ing of special education rights and ob-
ligations.  Children between the ages of
3 and 21 with disabilities severe enough
to negatively affect learning are entitled
to special education services.  This is a
federally mandated program available
in all states.  Special education in New
Jersey is the responsibility of local school
districts, with oversight provided by the
New Jersey Department of Education. 

School districts are responsible to iden-
tify, evaluate, and then classify children
with disabilities as eligible for special ed-
ucation and related services.  State reg-
ulations set out timelines and the meth-
ods to accomplish this, along with
administrative procedures to resolve dis-
putes.

The thrust of the federal law is that each
child must receive a program that meets
his or her unique and individual needs.
School districts must develop annually
a written Individualized Education
Program (IEP) outlining the services to
be provided with measurable goals and
objectives.  For some children, the IEP
might involve classroom modification
or a few sessions of individual instruc-
tion or therapy.  Other children might
require placement in a specialized class
or even placement in a private school
which specializes in serving children with

a particular type of disability.  These
schools can provide services on a day or
a residential basis.  Depending on need,

children might be entitled to an extend-
ed year program over the summer
months. 

Schools are required to create an exten-
sive number of documents evaluating
a child’s special education needs as well
as the child’s progress in school.  These
evaluations and other records can often
be helpful later in life to determine eligi-
bility for adult services and other gov-
ernment assistance programs.  Therefore,
parents should keep evaluations and IEPs
provided by the school at least until adult
services and social security benefits (dis-
cussed later) are secured.  Doing so will
greatly help the non-sibling with disabil-
ities’s efforts on behalf of their brother
or sister.  

SPECIAL EDUCATION

I

School evaluations can be
helpful to determine 

eligibility for adult 
services and other 

government assistance 
programs.



Legal Considerations: A Guide For Siblings 6

nlike special education, services for
adults with disabilities are not federally
mandated and are not always free. 

The New Jersey Division of
Developmental Disabilities (DDD) pro-
vides day and residential services to peo-
ple with developmental disabilities, such
as mental retardation, cerebral palsy,
autism, and other severe, chronic im-
pairments originating prior to age 22,
usually excluding mental illness.  

Day Services

Individuals with developmental disabil-
ities should be provided with construc-
tive, structured activities during the day.
These services are available through
DDD, or in some cases, the Division
of Vocational Rehabilitation Services
(DVRS).  Depending upon one's pref-
erences and ability levels, these servic-
es can range from placement in a shel-
tered workshop to the provision of job
coaching and other supportive services
in a community-based employment set-
ting.  

Keep in mind that there may be a wait-
ing list for some services, so it is impor-
tant to apply early.  If possible, an ap-
plication for services should be
completed five years before the individ-
ual graduates from school.

Ideally, families should ensure these serv-
ices are in place upon graduation.  If this
is not possible, then it is critical that these
services are in place before parents are
no longer capable of providing care.
However, if parents have not done so be-
fore they are gone, then siblings must im-
mediately seek to acquire these services
for their brother or sister.  In some cas-
es, an adult with a disability may be en-
titled to an emergency day placement.

Residential Services

DDD is the primary residential place-
ment source for individuals with devel-
opmental disabilities in New Jersey.
Placement options range from group
homes, in which several individuals with
disabilities live together and receive
around-the-clock care, to supervised
apartments and supportive living pro-

Ideally, families should

ensure these services are in

place upon graduation.  If

this is not possible, then it

is critical that these services

are in place before parents

are no longer capable of

providing care.

ADULT SERVICES

U
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grams, in which an individual with dis-
abilities lives on his or her own and re-
ceives training and periodic visits from
support staff.  It may also be possible
to secure funding for services to allow
an individual to remain in his or her
own home.  However, securing the ap-
propriate placement takes time.  

Long waiting lists exist, which can run
five to seven years, or longer.  In or-
der to be residentially placed, one must
be in the top or ‘priority’ category of
the waiting list. Although immediate
placement may be available in the case
of an emergency, such as upon the
death or incapacity of the parents, it is
important for siblings to encourage par-
ents to seek assignment to the priori-
ty category of the waiting list while they
are still healthy.  Doing so will increase
the number of options available at the
time residential placement is made and
will help avoid a crisis.

The Division of Mental Health Services
(DMHS) provides a similar array of
services to people with mental illness.
Priority for community residential serv-
ices is given to people eligible for dis-
charge from state psychiatric hospitals;

but clients can go directly from home
into a supervised living arrangement.
Parents often believe that the sibling
without a disability will allow their
brother or sister to come live with them
after they (the parents) die.  Parents
should be mindful however,  of the needs
of both the child with and without the
disability and should understand that
this is often not a realistic option.  

Children without disabilities often have
families and work responsibilities of their
own that make providing care to an
adult with a disability nearly impossi-
ble.  For example, a non-disabled sib-
ling may be required to relocate to an-
other part of the country for work.
Additionally, spouses and children of the
non-disabled sibling can become resent-
ful of the demands placed on their fam-
ily when faced with this situation.
Parents must keep in mind the effect that
such an arrangement will have on the
adult child with a disability as well, who
may be better served by living apart from
family and as independently as possible.   

Siblings owe it to themselves, their par-
ents, and their brother or sister to be can-
did about their willingness to provide

Siblings owe it to themselves, their parents, and their

brother or sister to be candid about their willingness to

provide life-long care to an adult with a disability.
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life-long care to their adult sibling with
a disability.  

Parents owe it to their children both with
and without disabilities to carefully plan
for the future. 

Finally, parents and siblings should know
that many state agencies are entitled un-
der state law to seek reimbursement for
the costs of the services that are provid-
ed.  Currently, in New Jersey, the only
service for which reimbursement is
sought is residential placement.  

Reimbursement can be sought from par-
ents of children under the age of eight-
een; but after that age, the government
can only seek reimbursement from the
individual receiving services.  

Therefore, it is important to ensure that
the  assets of the sibling with disabilities
are sheltered in the correct way to limit
exposure and help avoid the need to pay
for services that would otherwise be pro-
vided free by the government.

It is important to ensure that the assets of 
the sibling with disabilities are 
sheltered in the correct way ...
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o one topic will confront non-dis-
abled siblings more than that of
guardianship.  After parents are gone,
the brother or sister of a person with
a disability is the next person best suit-
ed for this role.  It is important, there-
fore, for the sibling to have a basic idea
of the guardian’s responsibilities.

In New Jersey, the age of majority is
eighteen.  As a result, in the eyes of the
law, whether someone has a severe dis-
ability or not, that person is legally per-
mitted to make his or her own decisions
at the age of 18.  Therefore, if due to
a disability, a person is not capable of
making his or her own decision, it is
necessary to secure the judicial appoint-
ment of a guardian.  

A guardian is someone who makes de-
cision on behalf of another person who
cannot make decisions independently.
A guardian can also manage the prop-
erty of a person with a severe cognitive
disability.  A guardian of the person usu-
ally has the power to make decisions
concerning living arrangements, day
programs, medical care, and other per-
sonal decisions.   A guardian of the
property usually has the power to make
decisions regarding whether and how
to sell, trade, or invest property.
However, a guardian of the property
does not have power over any assets

held in trust unless the guardian is also
the trustee.

In order to have this authority, a court
must first find that the person cannot
make decisions about himself or his prop-
erty.  If a court determines that he can-
not, then it will appoint someone to take
on this responsibility.  In most cases, this
will be one or both parents.  However,
the court may also appoint a brother or
sister to serve as guardian with the par-
ents, or alone after the parents have died.
Parents can also appoint a successor
guardian in their will.  Parents can also
temporarily delegate guardianship
through a power of attorney. 

The obligation of the guardian is to make
sure that the person with a disability is
safe and to make decisions in the best in-
terest of the person under guardianship.
The guardian does not bear any risk for
the person’s acts or debts, and is not un-

Parents and siblings alike
should understand that
the non-disabled sibling
will likely one day serve

as their brother’s or 
sister’s guardian.

GUARDIANSHIP

N
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edicare and Medicaid can be very
confusing.  

Medicare is provided to people 65 and
over, to Social Security Disability Income
(SSDI) recipients and permanently dis-
abled Social Security recipients.  Medicare
is divided into two parts.  Part A covers
hospital and limited nursing care.  Part
B, which requires an extra premium, cov-
ers physician services, as well as a vari-
ety of therapies and other items.
Medicare also has co-payments and de-
ductibles. 

Medicaid, in theory, covers all medical
expenses and there are no deductibles
and co-payments.  However, in practice,
a number of physicians will not accept
it.  Medicaid will also pay for institution-
al care in nursing facilities and in some
cases in non-specialized placements to
people with disabilities. 

Eligibility for Medicaid is similar to that
of SSI.  The applicant must have month-
ly income of approximately $500 or less
and no more than $2,000 in countable
assets.  There are no income and resource
tests for Medicare.  Also, like
Supplimental Security Income (SSI )in-
come and resources of parents will be
deemed to a child under age eighteen.
However, Medicaid has the authority to
waive deeming rules if a child has med-
ical needs so extraordinary that if with-
out Medicaid, institutionalization would
be necessary.   This is known as a
Community Care Waiver, which is ad-
ministered by the New Jersey Division
of Developmental Disabilities.  

For more on SSI and SSDI, see page 17.

MEDICARE AND MEDICAID

der a legal obligation to provide direct
care to the person.  Therefore, there is
no downside to serving as someone’s
guardian.  

Parents and siblings alike should under-
stand that the non-disabled sibling will

M

likely one day serve as their brother’s or
sister’s guardian.  Parents should discuss
this issue long before the need arises, and
help the non-disabled sibling feel  more
confident in taking on this responsibil-
ity.
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ost parents want to leave assets
to their children when they die.
However, if a person with a disability
receives assets, the results can be disas-
trous.  The person will lose Medicaid
and SSI, and the assets may also be sub-
ject to recoupment by Medicaid, or by
the State of New Jersey if the person is
receiving residential services. 

Based on this, parents are sometimes
inclined to disinherit the child with a
disability, leaving everything to the non-
disabled children with verbal instruc-
tions to use part of the inheritance for
the benefit of the sibling with a disabil-
ity.  This is what is sometimes referred
to a gift of moral obligation, and can
be equally disastrous.  For example, the
non-disabled child may not use the in-
heritance on their sibling's behalf, and
is under no legal obligation to do so.
Likewise, the spouse of the non-dis-
abled child may want to use the assets
for other purposes not related to the
sibling with a disability.  Even if the
non-disabled sibling uses the assets ex-
actly as the parents intended, those as-
sets can be claimed by his or her cred-
itors, can have negative tax
consequences on the non-disabled sib-
ling, and can be subject to equitable dis-
tribution in the event of divorce.  

Therefore, lawyers and other profession-
als familiar with these issues usually rec-
ommend the establishment of a special
needs trust ('SNT') which will protect
the assets, yet make them available to
protect and enrich the life of the person
with a disability without jeopardizing
benefits available from the government.
A SNT  is a unique legal document that
contains a set of instructions describing
how assets placed into trust will be ad-
ministered on behalf of a person with
a disability.

Parents and other family members can
use a SNT to hold assets for a disabled
person.  So long as the assets have nev-
er vested in the person with a disability,
the SNT need not contain a provision
reimbursing Medicaid and other
providers.  

Most parents want to
leave assets to their 

children when they die.  
However, if a person

with a disability receives
assets, the results 

can be disastrous. 

ESTATE PLANNING CONSIDERATIONS

M
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A trust can be established in a Will or as
a separate document that is sometimes
called a ‘living trust.’  Usually, it is a mis-
take to establish the trust in a Will when
the chief beneficiary is a person with a
disability.  When the trust is funded, usu-
ally on the death of both parents, the
trustee's responsibilities begin.

In an overwhelming number of cases,
the child without a disability will serve
as trustee of the SNT.  It is important,
therefore, to understand the role of the
trustee.  The person, persons, or organ-
ization that manage the trust are called
the trustees. There can be one or more
trustees.

Here are some examples of a trustee's
duties starting at this point:

Suppose at the death of the second par-
ent the trust is funded with $200,000.
Let’s also suppose that the name of this
trust is the ‘XYZ Trust.’  The trustee’s
first job is to obtain a tax identification
number from the IRS for this trust.  This
is like a social security number.  Next,
the trustee must decide where to invest
the assets.  The trustee may decide to put
$50,000 in a money market account,
$50,000 in Treasury Bills and $100,000
in a mutual fund.  Each account will be
opened in the name of the XYZ Trust.
If the income is high enough, each year,
the trustee will file a tax return for the

trust and pay any taxes owing. The
trustee will also draw a fee and obtain
reimbursement for expenses.

The trustee must review the beneficia-
ry’s needs periodically.  For example,
suppose Beth lives in a group home and
receives social security.  The social secu-
rity benefit must be used before trust as-

sets are touched.  Perhaps the group
home is sponsoring a trip to Disney
World for the residents.  The trustee will
review this with Beth and her guardian;
and, if they agree, the trustee will write
a check to cover the cost of the trip.  The
trustee can also use the trust assets to
purchase other items for Beth not pro-
vided for by government benefits pro-
grams such as televisions, stereos, walk-
mans, and similar personal items.  The
trustee, particularly when the trustee is
a sibling,  can also use the trust assets to
pay for time and travel expenses associ-
ated with visiting Beth in order to make
sure that she is being well cared for.  If
time and distance does not permit this
to happen, then the trustee can pay to
have someone else visit Beth, observe
her program, and report back to the

The trustee must review
the beneficiary’s needs

periodically. 
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trustee, guardian, and other family mem-
bers.  

At Beth’s death, the trustee would pay
funeral expenses, and then distribute the
funds remaining in trust according to the
instructions contained in the trust doc-
ument.  The funds might go to other fam-
ily members, to friends, or to charity.

Sometimes assets belonging to the per-
son with a disability, such as the proceeds
of a personal injury case, or even an in-
heritance given directly to the person,
can be sheltered in a SNT.  However, this
requires court approval and the SNT
must conform to the requirements of fed-
eral law.  The trust must also provide for
repayment to Medicaid, and presumably
to other government agencies, upon the
death of the person with a disability.  
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upplemental Security Income ('SSI')
is available to people whose disabilities
prevent gainful employment, provided
countable resources for an individual are
under $2,000 and monthly income is
less than approximately $500.  Parental
income and resources are deemed avail-
able for children under eighteen living
with their parents.  People who qualify
for SSI automatically receive Medicaid.
Because the income and resources of par-
ents are counted until the child turns 18,
many people with disabilities fail to qual-
ify for SSI until then.  Income and re-
sources of a sibling are never deemed to
the sibling with disabilities, regardless
of their age or where they live. 

SSI pays a maximum of approximately
$600 a month.  The actual amount de-
pends upon a number of factors, such
as where the person lives and what oth-
er income they may have.

Social Security benefits are available to
disabled dependents of a parent who col-
lects Social Security benefits or who dies.
Individuals who receive Social Security
also receive Medicare.  Social Security
benefits count as income for SSI purpos-
es, and can reduce or eliminate SSI ben-
efits. 

A final program is Social Security
Disability Insurance (SSDI) which pays

benefits to covered workers who are
unable to work because of a disabili-
ty.  After two years, the worker quali-
fies for Medicare.  Typically, SSDI is giv-
en to workers who sustain injuries;
however, sometimes, people with life-
long disabilities qualify because of a
work history and experience a subse-
quent problem with continued employ-
ment.

It is important for siblings to understand
that most people with disabilities who
are unable to work are usually entitled
to some type of cash benefit from the
social security administration.  In cas-
es where the sibling with a disability
cannot handle their own finances, the

SOCIAL SECURITY AND SUPPLEMENTAL
SECURITY INCOME

Parents must plan 
carefully before it is too
late so that the transfer

of authority and 
responsibility is not 

disruptive to the sibling
with disabilities and is

not overly burdensome
on the siblings 

without disabilities.

S
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Social Security Administration will ap-
point a Representative Payee to handle
the benefit.  If a parent is not able to
serve, then the sibling should take on this
role.  It is almost always preferred that
a family member or close family friend,
rather than an agency, such as DDD, be-
come representative payee.  

CONCLUSION

There are a number of legal hats that a
sibling of an individual with disabilities
may wear.  With adequate planning, in-
formation and supports, siblings can feel
confident taking on these responsibili-
ties.  Parents must plan carefully before
it is too late so that the transfer of au-
thority and responsibility is not disrup-
tive to the sibling with disabilities and is
not overly burdensome on the siblings
without disabilities.  Siblings need to re-
member they are not alone and that
many support groups and experienced
professionals are available to help.  This
guide can be used as a reference to assist
the non-disabled sibling with identify-
ing issues, dealing with government
agencies, and knowing when assistance
from others is needed.  
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