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presenters covered important issues, such as the new 
regulations and ADM, updates, and planning strategies 
for both sections.

Kathy Heider and Lisa Bataille did a marvelous job 
coordinating all the arrangements, Section meetings, 
and agendas, with the able assistance of Lori Nicoll. I 
have no idea how they were able to keep it all straight 
and on track. 

Enhanced Estate Recovery Regulations. The long-
awaited and much maligned Emergency Regulations 
arrived on our doorstep September 8. These regulations 
have created a “sea change” in the practice of Elder 
Law, and several other areas of practice, such as T&E 
and Real Estate. There is a serious issue of unfairness in 
its retroactivity as applied to life estates. Legitimate es-
tate and asset preservation planning techniques when 
implemented are now deemed available to recovery. 

The regulations also present serious legal issues 
that will produce a logjam of litigation across the state. 
In order to bring some uniformity to our approach in 
defending and challenging these regulations, I have 
appointed an Estate Litigation Task Force, Co-Chaired 
by David Goldfarb and Rene Reixach, with members 
Aytan Bellin, Ira Salzman, and Lou Pierro. They will 
be available to share and coordinate the most recent 
and successful approaches to assisting our clients.

The Legislation Committee, Co-Chaired by Amy 
O’Connor and David Goldfarb, has been extremely 
active conducting a continuous effort to modify, if not 
repeal, these regulations by meeting with and lobbying 
the executive and political machinery.

Jeannette Grabie was inspired to write a letter 
to her state senator about the fallout from these regu-
lations. The letter was well received, and started a 
groundswell of letter writing and other activities. At 
the time of this writing, it appears that the Senate will 
be holding hearings, at which we hope to present, and 
further, that the Senate will sending a letter to the Gov-
ernor expressing a willingness to revisit this issue. This 
sequence of events confi rms what I’ve always known: 
never stand between a woman and her objective.

Webcast. The Section conducted a Webcast utiliz-
ing the exceptional talents of David Goldfarb, An-
thony Enea and Lou Pierro, together with a pretty 
good moderator, to present the “known, knowns” and 
the “known, unknowns” of the new Estate Recovery 
Regulations. Aside from some technical diffi culties, it 
was very successful. The materials themselves were 
worth the price of admission. I realize that the entire 

The above quote is of-
ten attributed to Charles 
Darwin. Whether this is 
an accurate quotation, or 
merely a paraphrase, isn’t so 
important, as is the fact that 
it is seems to be an accurate 
statement relating to all 
forms of life.

This quote comes to 
mind as I look back over my 
years in the practice of Elder 
Law, particularly the last 
six. This area of practice is 

constantly in a state of fl ux. Every time you pick up the 
kaleidoscope there is a different picture. Over those six 
years, we have had to adapt to four major changes: the 
Defi cit Reduction Act, two revisions of the statutes gov-
erning Powers of Attorney, and, most recently, the issu-
ance of Emergency Regulations concerning Medicaid 
Estate Defi nition. Just as we were completing our ad-
justment to earlier changes, we now have been subject-
ed to dramatic changes regarding both Estate Recovery, 
and the less publicized changes relating to home care 
and newly required Managed Care Programs. Since we 
have so much change imposed upon us, we had better 
be able to respond and adapt, if we expect to survive. 

This is where the role of our Section takes on such 
importance. It has made a concentrated effort to keep 
its members up-to-date on these changes, and to pro-
vide educational forums to help us all better under-
stand and respond appropriately to those changes, in-
cluding CLE programs, a dynamic Listserve, quarterly 
meetings, Webinars and Webcasts. 

Section Highlights
Fall Meeting. The historic Fall Meeting in Buffalo, 

jointly held with the Trusts and Estates Law Section, 
was extremely successful, and very well attended. 
There are so many overlapping practice issues that the 
substantive programs produced a real synergy ben-
efi ting both Sections. My thanks and admiration for 
the exceptional effort put forth by Laurie Menzies of 
the Elder Law Section and Victoria D’Angelo of the 
Trusts and Estates Law Section to make the event the 
success it was; and a special commendation to Steve 
Silverberg who did a masterful job pinch hitting for a 
presenter on a little over 24 hours notice.

The utilization of the Round Table format provided 
for lively and informative interaction, and the Program 

Message from the Chair
“It is not the strongest of the species that survives, nor the most intelligent,

but the one most responsive to change.”
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Section and the publication have been greatly enhanced 
by their efforts, and we are extremely grateful for their 
contribution. At the same time we are reassured that 
Adrienne and David are the right team to build on the 
great tradition of this Journal.

Ethics Committee: This committee, chaired by 
Judith Raskin with Vice-Chair Natalie Kaplan, has 
developed a very creative way to help us focus on the 
ethical issues we frequently encounter. They utilize a 
survey format to present a fact situation with questions 
for us to answer regarding the appropriate response to 
the issues presented. Thereafter, we fi nd out the correct 
answer. The approach is fun, challenging, and instruc-
tive, so please participate.

Another way to participate is to provide Judy and 
Natalie with issues you have faced in your practice. 
They will then build a scenario for presentation, so we 
can all participate in your challenge. It was interesting 
to hear Judy report at the Fall Executive Committee 
meeting that the opinions of the New York State Eth-
ics Board are rarely unanimous. So don’t fret if you’re 
unsure about the correct answer, or if your response 
differs from the reported “correct” answer. 

Our thanks to Judy and Natalie for this creative ap-
proach to assist us in fi ne-tuning our sensitivity to the 
ethical dilemmas present in our practice.

Conclusion
My thanks to all of our dedicated offi cers and 

members of the Executive Committee for their efforts 
in serving the Section and its membership. They do so 
much in developing the programs that help to keep us 
current regarding recent developments in our area of 
practice. It is through their efforts that we are able to 
continually adapt and be “responsive to change.” Let 
me leave you with what might be called our Section 
Beatitude:

“Blessed be the fl exible, for they shall 
never get bent out of shape.” 

T. David Stapleton

“landscape” of estate recovery may change by the time 
you read this, but the Webcast will remain available on 
the Bar website for at least six (6) months from the date 
of its presentation.

Mentoring Committee. Joan Robert and Tim Cas-
serly are Co-Chairing this committee with the assis-
tance of Anne Dello-Iacona. It is always diffi cult to cre-
ate and implement a new program, but they have done 
a masterful job. Practicing in the constantly churning 
waters of Elder Law is daunting enough as it is, but is 
even more so for the newly initiated. This program will 
provide a reassuring resource in the form of a Men-
tor to guide the beginning Mentee with 5 years or less 
enrollment in the Section. If you have the experience, 
please consider signing up to serve as a Mentor. Many 
of us serve in an ad hoc mentoring role now, but this 
will provide a structure and mechanism for matching 
up the inexperienced with the more experienced. May-
be this program should be called MentorMatch.Com. 

Elder and Special Needs Law Journal: It is with 
great sadness, but with equally great appreciation for 
their accomplishments, that we have experienced the 
resignation of our Co-Editors of this Journal. Andrea 
Lowenthal and David Okrent have asked that they be 
allowed to pass the baton to a new team of Co-Editors. 
After putting out a request at the last Executive Com-
mittee meeting and reviewing the applications, I have 
appointed Adrienne Arkontaky and David Kronen-
berg as the new Co-Editors. Due to the fact that there 
is always an issue in development, this appointment 
required immediate attention, so Adrienne and David 
have had to take the reins quickly. Fortunately for all 
concerned, Andrea and David have agreed to remain in 
a mentoring role during the transition phase. This issue 
is the fi rst fruits of that transition. Our very best wishes 
to Adrienne and David as they embark on their new 
adventure. 

Andrea and David deserve our commendation and 
gratitude for a marvelous contribution to the Journal 
and our Section. They have done a great deal to con-
tinue to elevate the quality of the Journal and to make 
it the hallmark of our Section. They have accomplished 
this through their dedication, talent and sacrifi ce. The 



6 NYSBA  Elder and Special Needs Law Journal  |  Winter 2012  |  Vol. 22  |  No. 1        

of services from the Of-
fi ce of Persons with De-
velopmental Disabilities 
(OPWDD)? It is imperative 
that practitioners planning 
for a child with a disability 
approaching 18 years of 
age question whether the 
child needs a supplemental 
needs trust (SNT), and/or a 
transition plan to facilitate 
his or her future endeavors. 
Perhaps individuals request 
information on the process of purchasing a home with 
guardianship or SNT funds. Knowledge of what to do 
if you are the trustee of an irrevocable trust is vital; 
whether it pertains to a reverse mortgage or creative 
ways to increase an income, we as practitioners should 
be familiar with a range of topics and concerns.

In addition, we must look at situations where, 
despite our best advocacy efforts, an individual with 
a disability is denied needed benefi ts and services, or 
perhaps nursing home care. If it is necessary to appeal 
the decision through a fair hearing, how does a practi-
tioner prepare? What’s more, since many practitioners 
assist clients in exploring various government benefi ts, 
from prescription drug coverage to fi nancial eligibil-
ity and pooled trusts, it is important for practitioners 
to make appropriate recommendations. For example, 
the use of pooled trusts is growing, and thus we must 
obtain up-to-date information on how they are utilized. 
And, as more and more persons with disabilities are 
exploring employment options that permit individuals 
to retain their government benefi ts, programs like the 
Ticket to Work program, through the Social Security 
Administration, are becoming more popular. 

It is by being well versed in the above topics that 
we as practitioners are able to better assist an indi-
vidual with a disability gain independence and self 
confi dence, thereby increasing his or her quality of 
life. Cover to cover, this edition provides information 
needed to help you make appropriate recommenda-
tions and advocate more zealously on the issues raised 
above, adding to your Special Needs Planning arsenal. 

We must not forget that life beyond Special Needs 
Planning does exist. So, in other news, and as this issue 
goes to press, we face expanded estate recovery and the 
mandatory enrollment of individuals who receive per-
sonal care and other community-based long-term ser-
vices in Managed Long Term Care (MLTC). Advocates, 
including leading members of our Section, have been 
working to try to slow down the implementation of 

Message from the “Newly Appointed”
Co-Editors in Chief

After getting over the 
initial exhilaration of being 
appointed co-editors, we re-
alized that with this extraor-
dinary opportunity comes 
incredible responsibility. 
After our appointment, we 
decided to immediately 
meet to discuss how we 
would “conduct business” 
and produce a publication 
dedicated to providing both 
our new and experienced 

colleagues with interesting, important, and timely ar-
ticles relevant to the practice of Elder Law and Special 
Needs Planning.

Bracing ourselves for the task at hand, we knew 
there would be many challenges. What would those 
challenges entail? Well, the fi rst challenge we encoun-
tered was to simply follow in the footsteps of the 
prior co-editors in chief, David Okrent and Andrea 
Lowenthal. Together, Andrea and David produced an 
amazing Journal read and respected by the entire Elder 
Law Section. Under their leadership, the design of the 
Journal was revamped, the title was changed to refl ect 
the true spirit and practice of elder law and special 
needs planning, and articles were obtained from a vast 
number of professions, capturing a number of different 
issues. 

We hope to build upon their efforts, mindful of the 
fact that our predecessors, along with the Chair of our 
Section, T. David Stapleton, believed enough in our ca-
pabilities to bestow upon us the title of “Co-Editors in 
Chief.” We thank them for this opportunity, and pledge 
to provide our readers with a valuable resource that we 
hope will prove useful, thought provoking and appeal-
ing. So here we go…

This Winter 2012 issue is devoted to several issues 
that are important within the area of special needs 
planning and advocacy. Whether you are raising a 
child with special needs, caring for a loved one with 
disabilities, or advocating for the rights of a disabled 
individual, it is extremely important for practitioners to 
be aware of the many challenges that exist. We believe 
that it is enormously important to use a holistic ap-
proach when it comes to planning. 

If we are truly advocates, then we must analyze 
all of the needs of the client, and make suggestions ac-
cordingly. If a family has a child with special needs, 
perhaps we should ask whether the child is receiving 
special education services, or if the child is a recipient 
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thankful to our editorial board, production editors and 
student editors who volunteered their time. In the short 
time since our appointment, it has become evident that 
Andrea and David, along with other past editors, chose 
an incredibly talented group of professionals who 
value the integrity and recognize the importance of this 
publication. Our commitment to the Elder Law Section, 
our readers, the editorial board, and staff, is to work 
hard, listen to your suggestions, and produce a publi-
cation everyone will be excited to read.

Dave Stapleton, David Okrent and Andrea Lowen-
thal, we thank you for your confi dence and we are 
truly honored to be a part of this effort. 

Good reading!

David and Adrienne

these changes.  Regarding estate recovery, we include 
in this issue a Memorandum from the Legislation Com-
mittee on the proposed regulation. Regarding the man-
datory transition to MLTC, we include a recent letter 
from a group of advocates to the Centers for Medicare 
& Medicaid Services, which highlights major concerns 
with this plan. We owe a debt of gratitude to all of 
these individuals and organizations for their amazing 
work. 

Additionally, with Recent New York Cases, Ad-
vance Directive News, and our E-News Submission, we 
are keeping you updated on what is happening in the 
courts and in our practices. 

In closing, we are very thankful to all of the authors 
for their submissions. We recognize the commitment 
of time and energy that it takes to write. Also, we are 

• one credit is given for each hour of research or 
writing, up to a maximum of 12 credits;

• a maximum of 12 credit hours may be earned 
for writing in any one reporting cycle;

• articles written for general circulation, news-
papers and magazines directed at nonlawyer 
audiences do not qualify for credit;

• only writings published or accepted for publica-
tion after January 1, 1998 can be used to earn 
credits;

• credit (a maximum of 12) can be earned for 
updates and revisions of materials previously 
granted credit within any one reporting cycle;

• no credit can be earned for editing such 
writings;

• allocation of credit for jointly authored pub-
lications shall be divided between or among 
the joint authors to refl ect the proportional 
effort devoted to the research or writing of the 
publication;

• only attorneys admitted more than 24 months 
may earn credits for writing.

In order to receive credit, the applicant must send 
a copy of the writing to the New York State Continu-
ing Legal Education Board, 25 Beaver Street, 8th Floor, 
New York, NY 10004. A completed application should 
be sent with the materials (the application form can 
be downloaded from the Unifi ed Court System’s Web 
site, at this address: www.courts.state.ny.us/mcle.
htm (click on “Publication Credit Application” near 
the bottom of the page)). After review of the applica-
tion and materials, the Board will notify the applicant 
by fi rst-class mail of its decision and the number of 
credits earned.

Under New York’s Mandatory CLE Rule, MCLE 
credits may be earned for legal research-based writ-
ing, directed to an attorney audience. This might take 
the form of an article for a periodical, or work on a 
book. The applicable portion of the MCLE Rule, at Part 
1500.22(h), states:

Credit may be earned for legal research-
based writing upon application to the CLE 
Board, provided the activity (i) produced 
material published or to be published in the 
form of an article, chapter or book written, 
in whole or in substantial part, by the ap-
plicant, and (ii) contributed substantially 
to the continuing legal education of the ap-
plicant and other attorneys. Authorship of 
articles for general circulation, newspapers 
or magazines directed to a non-lawyer audi-
ence does not qualify for CLE credit. Allo-
cation of credit of jointly authored publica-
tions should be divided between or among 
the joint authors to refl ect the proportional 
effort devoted to the research and writing of 
the publication.

Further explanation of this portion of the rule is 
provided in the regulations and guidelines that pertain 
to the rule. At section 3.c.9 of those regulations and 
guidelines, one fi nds the specifi c criteria and proce-
dure for earning credits for writing. In brief, they are as 
follows:

• The writing must be such that it contributes sub-
stantially to the continuing legal education of the 
author and other attorneys;

• it must be published or accepted for publication;

• it must have been written in whole or in substan-
tial part by the applicant;

NYSBA Guidelines for Obtaining MCLE Credit for Writing
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has been quite outspoken about the critical role the CE 
plays in the guardianship appointment process,5 noting 
the importance of experienced CEs, especially in diffi -
cult cases. Indeed, fi nding the right “match” may make 
a signifi cant impact on the proceeding’s outcome.

The role of a well-chosen CE is especially impor-
tant in the “dual Part” cases. In June 2008, the author-
ity of the Supreme Court over Article 81 proceedings 
under the Mental Hygiene Law (MHL) was combined 
with that of the Housing Court, creating a special “dual 
Part,” affording one court, and therefore, one judge, 
jurisdiction over eviction proceedings involving ten-
ants for whom guardianship petitions had also been 
fi led.6 The reported actual outcome of this integrated 
Part has a remarkably effi cient handling of hundreds 
of integrated cases involving extremely vulnerable ten-
ants, many of whom are elderly or have mental and/or 
physical disabilities. 

Judge Shlomo Hagler, who currently presides over 
the above integrated Part in New York County, notes 
the following: 

In each case, the court appoints both 
counsel for the alleged incapacitated 
person and an appropriate court evalu-
ator (otherwise called the eyes and ears 
of the court) to investigate and report 
his or her fi ndings on whether a guard-
ian is appropriate and to identify and 
address any underlying problems.7 

The role of the CE in this innovative Part is therefore 
extremely important, and potentially quite powerful. 
The appointment of an experienced or skilled CE can 
translate into effective legal outcomes for both tenant 
AIPs and their landlords.8 To illustrate this point, three 
very brief examples of “unique solutions to real prob-
lems”9 as promoted within this Part, follow. 

Case One involved eviction and guardianship 
petitions for two AIPs, an elderly mother and her 
55-year-old daughter, both with mental and physical 
disabilities, living in a small walk up apartment subsi-
dized and managed by a not-for-profi t corporation. The 
mother and daughter were unable to work, had lived 
together for decades, rarely left the apartment except 
for food shopping, and were extremely codependent. 
Due to their “Colliers brothers” hoarding behavior and 
paranoia, they refused to allow entry for inspection, 
and subsequently failed their Section 8 recertifi cation. 
Their rent rose from an affordable $340 to nearly $1200 
per month, and after two years of arrears they faced 
imminent eviction. Human Resource Administration 

In Article 81 guardian-
ship proceedings, the ap-
pointment of a Court Evalu-
ator (CE) is mandatory.1 
Courts select CEs from lists 
maintained by the Offi ce 
of Court Administration 
(OCA).2 Nearly anyone who 
has attended the requisite 
live or self-study certifi ca-
tion program3 may apply for 
appointment (UCS-870R), 
pursuant to Part 36 of the 
Rules of the Chief Judge. 

Applications for appointment are renewable every two 
years from the date of eligibility. Currently, no addi-
tional training is required. 

“Our esteemed colleague, Robert
Kruger, has been quite outspoken 
about the critical role the CE plays in 
the guardianship appointment process, 
noting the importance of experienced 
CEs, especially in difficult cases.”

The qualifi cations of the certifi ed CE, as noted in 
MHL §81.09(b)(1), are rather broad: 

[T]he court may appoint as court 
evaluator any person including, but 
not limited to, the mental hygiene le-
gal service in the judicial department 
where the person resides, a not-for-
profi t corporation, an attorney-at-law, 
physician, psychologist, accountant, 
social worker, or nurse, with knowl-
edge of property management, person-
al care skills, the problems associated 
with disabilities, and the private and 
public resources available for the type 
of limitations the person is alleged to 
have... 

Each court or chambers has its own protocol for 
selecting names from its county’s eligibility lists, the 
only “offi cial” criteria concern disqualifi cations due to 
the Part 36 income cap rules or confl icts of interest. For 
example, Mental Hygiene Legal Services (MHLS) is 
ineligible to serve as Court Evaluator if MHLS is also 
representing the Alleged Incapacitated Person (AIP) 
as counsel.4 Our esteemed colleague, Robert Kruger, 
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apartment pending their successful Section 8 recertifi -
cation, which was ultimately obtained —a successful 
outcome for all parties.

Case Two, while having a less “storybook” happy 
ending, also demonstrates the creative ways a CE 
might be used in addressing underlying problems in 
diffi cult Article 81 cases. The AIP was a 37-year-old 
man living in a lovely studio in Manhattan. Although 
his employment history was extremely erratic, at the 
time he had signed his lease he was employed in his 
family’s business and was able to pay his rent. How-
ever, as his mental disabilities were not being treated, 
his Borderline Personality Disorder, Post Traumatic 
Stress Disorder (PTSD), Attention Defi cit Hyperactivity 
Disorder (ADHD), and lifelong marginal functionality 
ultimately resulted in his loss of both employment and 
the good graces of his family, who refused to continue 
to assist him fi nancially. APS stepped in when he was 
faced with eviction, owing over $70,000 in rent arrears. 
As he appeared incapable of making any plans for re-
locating, HRA fi led a petition for guardianship, along 
with a TRO staying his eviction until the Article 81 pre-
ceding was resolved. The case was summarily assigned 
to Judge Hagler’s dual Part.

In addition to interviewing the AIP, the appointed 
CE interviewed the various members of the AIP’s fam-
ily. A suggestion was put forward in which some type 
of accommodation might be made to assist the AIP in 
paying back an acceptable portion of the arrears in a 
compromise settlement with the landlord, after which 
the AIP’s rental would be signifi cantly reduced, as 20% 
of the building was, in fact, subsidized. However, while 
the family did have the fi nancial means to assist the 
AIP, the parents were long divorced and combative, 
and the family dynamics between the AIP, his father, 
and his brothers, in combination with the AIP’s long 
history of self-destructive behaviors, made it very diffi -
cult for the family to come together to support the AIP 
in any constructive manner. A range of alternatives to 
a city-based agency guardianship was proposed by the 
court at several status conferences, but the family was 
unable to reach an agreement. As a result, a city agency 
was ultimately assigned the commission to assist the 
AIP in relocating. 

The CE was successful, however, in helping the 
AIP deal with an important underlying problem. The 
AIP had refused to take medication for his psychiatric 
disorder because he had suffered an extreme reaction 
to Ativan, which greatly reduced his ability to function. 
Various psychiatrists whom he had seen believed that 
without medication, he would not regain the stability 
he needed to function independently. The CE discov-
ered, when interviewing the psychiatrist who had most 
recently evaluated the AIP, that the AIP was an excel-
lent candidate for a new behavioral approach toward 
treatment, Dialectical Behavioral Therapy, which might 
result in his gaining functional independence without 

(HRA) fi led petitions for guardianship for both the 
mother and daughter based on the recommendations of 
Adult Protective Services (APS). Simultaneously, TROs 
staying the evictions were fi led, and the cases were as-
signed to the dual Part. 

At the time the CE was assigned, the AIPs were no 
longer willing to speak to their APS caseworker, and 
rejected his attempts to assist them in relocating. Ad-
ditionally, the psychiatrist from HRA who had assessed 
them recommended separating them, placing the 
mother in a nursing home, due to what was perceived 
as destructive codependency. The end result was an in-
crease in paranoia by the AIPs. When they were served 
notice of their guardianship petitions with the “laundry 
list” of all encompassing guardianship powers being 
requested,10 as the list by HRA is not typically tailored 
to the individuals being served, they dug in their heels 
even further. 

The CE appointed to this case was a veteran clini-
cian and attorney who had been customizing interven-
tion programs for individuals with complex disabilities 
for decades. The CE communicated with both the APS 
case worker and the assigned counsel from MHLS to 
coordinate a plan. While the AIPs did not possess a 
phone, the CE was able to contact them via their neigh-
bor, whom they trusted, and arranged for a home visit. 
Due to her clinical skills, the CE was able to success-
fully gain entry into the AIPs’ home to both inspect the 
premises and interview them. She noted that the apart-
ment, while in need of deep cleaning, was not a hazard 
and could indeed pass a Section 8 inspection for recerti-
fi cation once entry was allowed. Additionally, while the 
mother and daughter were clearly codependent, they 
appeared no more mutually reliant than many elderly 
couples who had been together for 55 years, as they 
had indeed been together since the daughter’s birth. 
In their own way, they took care of one another and, if 
separated, it seemed unlikely either would thrive. Once 
inside the apartment, the CE was able to better assess 
the AIPs’ functional skills, as well as review the guard-
ianship petition with the AIPs and explain their rights 
to them. Prior to the CE’s visit, they had been aware of 
the eviction proceedings but were unable to distinguish 
between the eviction and the guardianship proceedings 
and felt extremely vulnerable. By the end of the inter-
view, the AIPs agreed to meet with their assigned coun-
sel and attend their scheduled Article 81 hearing. While 
rejecting their case worker’s offer to pick them up and 
bring them to the Court, they did indeed appear, insist-
ing on sitting near the CE as well as their MHLS coun-
sel, who had subsequently also gained their trust. At 
the hearing, the AIPs each agreed to the appointment of 
a guardian with limited, specifi c powers to assist them, 
but without dramatically changing their independence 
or lifestyles. The guardian was not given power to relo-
cate the AIPs without further petition to the Court. The 
landlord was content with the AIPs remaining in their 
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holdover proceeding would remain with Judge Hagler 
and be dealt with fairly.

“[H]ad a different CE been appointed 
without the extensive clinical 
experience of working with severely 
communicatively impaired people, it is 
highly unlikely that the AIP’s interview 
would have revealed anything beyond 
verifying the AIP’s inability to manage 
her own affairs or attend the court 
proceedings.”
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medication. This option was highlighted in the CE’s, 
report which was then transmitted to the agency com-
missioned to assist the AIP. 

Case Three is truly an example of providing a voice 
for the voiceless, as the title of this article suggests. 
The AIP was a 75-year-old woman who, at the time the 
case reached Judge Hagler’s chambers, was receiving 
palliative care, and her ability to communicate had 
been severely compromised. She had been living in a 
two-bedroom, rent controlled apartment for thirty-fi ve 
years until her recent hospitalization, with the hopes 
of returning to her home. She had a two year history, 
however, of signifi cant physical and mental deteriora-
tion due to Multiple Infarct Dementia as well as Trau-
matic Brain Injury following a fall. She was divorced 
with two adult daughters who were raised in the apart-
ment. The younger of the two returned to their “family 
home” three years prior to the Article 81 petition. 

The reason this case landed in the dual Part was 
because of a holdover petition fi led by the management 
of the AIP’s rent controlled apartment. Due to the AIP’s 
deterioration and increased hospitalizations over a 
two-year period, the management refrained from sign-
ing the AIP’s standard lease renewal, stating that she 
was no longer a full-time resident. They additionally 
claimed that her daughter who was living in the apart-
ment had no legal right to remain in the rent controlled 
apartment. The two petitions, the holdover and Article 
81, were assigned to the dual Part with the holdover 
action placed off calendar while the guardianship peti-
tion was heard. 

The AIP was in a semi-conscious state when the 
appointed CE went to visit her in the hospital, as she 
had deteriorated since the Article 81 fi ling. Judge Ha-
gler’s Principal Court Attorney, Aaron Hauptman, who 
selected the CE for this and the above cases, clearly has 
the expertise in matching Court Evaluators with AIPs. 
In point of fact, had a different CE been appointed 
without the extensive clinical experience of working 
with severely communicatively impaired people, it is 
highly unlikely that the AIP’s interview would have 
revealed anything beyond verifying the AIP’s inability 
to manage her own affairs or attend the court proceed-
ings. However, the CE was able to successfully ascer-
tain by interview with the AIP and her elder daughter 
that while the AIP hoped to return to her apartment, 
she realized it was unlikely. What was additionally 
revealed, which was most poignant, was that the AIP 
was simply “holding on” to life so that she could be as-
sured that her younger daughter would not be unfairly 
evicted from her home. As there was no challenge as 
to the need for a guardianship or the suitability of the 
elder daughter to serve, the guardianship petition was 
quickly granted. When the AIP passed away a few 
months later, it was with the comfort of knowing that 
her “voice” was indeed heard and that the subsequent 
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4. The trustee(s) must have the power to encumber 
the subject property for the purpose of secur-
ing the loan for the party or parties who are the 
“borrower(s)” under the note.

5. The lender must be satisfi ed that the trust is 
valid and enforceable, providing the lender with 
a reasonable means to assure it is notifi ed of any 
subsequent change of occupancy or transfer of 
a benefi cial interest. The trust must ensure each 
borrower/current benefi ciary has the legal right 
to occupy the property for the remainder of his 
or her life.

6. If title is to be held in a trust, the full title to the 
secured property must be vested in the trust. 
There may be no other owners. The title insur-
ance policy must assure full title protection 
to the lender and must state that title to the 
secured property is vested in the trustee(s). It 
should be noted, Texas properties are ineligible.

7. Each trustee (in all instances) must separately 
execute the Note, Truth–in-Lending, Right to 
Cancel, HUD-1, the Security Instrument and any 
applicable riders necessary to create a valid fi rst 
mortgage lien under state law. Note: Trustee(s) 
are specifi cally prohibited from signing the Loan 
Agreement. 

8. Each borrower/current benefi ciary/grantor 
must sign all documents including the Note, Se-
curity Instrument and any applicable riders nec-
essary to create a valid fi rst mortgage lien under 
state law.

9. The trust must be one in which the individual 
establishing the trust has reserved, to himself or 
herself, the right to revoke the trust during his 
or her lifetime.

Note: Irrevocable trusts are eligible on an excep-
tion basis only. The standards 1-8 above apply to ir-
revocable trusts. The irrevocable trust documents must 
be submitted to an MLHL-approved trust review attor-
ney for preliminary review. If the irrevocable trust does 
not allow for principal distribution, secondary approv-
al is required by MLHL legal counsel. The purpose of 
the attorney review is to ensure that the trust is valid, 
complies with the laws of the state in which the prop-
erty is located, and that the trustee(s) can legally enter 
into the transaction and meet HUD guidelines.6 An 
attorney opinion letter and trust review letter must be 
provided to the lender prior to the closing documents 
being drawn. The title company must issue the Trust 
Mortgage Endorsement. The cost of the trust review 

Reverse mortgage 
(HECM) law originates 
from federal statutes and 
regulations.1 Without the 
preemption clause included 
in these statutes the uniform 
lien priority would fail.2 
The authority for HUD to 
allow an irrevocable trust 
to hold a reverse mortgage 
comes from the Mortgagee 
Approval Handbook 2060.1 
REV-2,3 published by HUD 
(Handbook). The most im-

portant source is the mortgagee letters issued by HUD4 
(letter(s)), which detail the substantive requirements. 
The mortgagee letters are searchable. The controlling 
letter, 93-22, published July 19, 1993 details the insur-
ance and underwriting requirements and establishes 
the specifi c guidelines related to trusts that hold a 
reverse mortgage. This letter clarifi es that inter vivos 
trusts, also known as living trusts, are eligible. Per-
haps this letter was issued to verify that the reference 
in the Handbook does not limit acceptance for reverse 
mortgage funding only to the irrevocable trust.5 Nev-
ertheless, it is this letter that defi nes the qualifi cations 
for both revocable and irrevocable trusts that will 
hold a reverse mortgage. The underwriting conditions 
derived from the Handbook and letters established by 
MetLife Home Loans (MLHL) are:

1. A natural person must establish the trust by 
a written document during the lifetime of the 
individual establishing the trust, to be effective 
during his or her lifetime. It may be established 
solely by one individual or jointly by more than 
one individual.

2. All current benefi ciaries of the trust must be 
“eligible HECM borrowers” and meet the 
minimum age requirements for eligible bor-
rowers (age 62) from the time of closing until 
the mortgage is released (i.e. borrower/current 
benefi ciary must occupy the property as a prin-
cipal residence and new benefi ciaries may not 
be added to the trust). Contingent or successor 
benefi ciaries receiving no benefi t from the trust 
without possessing any control over the trust 
assets until the benefi ciary is deceased need not 
meet eligibility requirements.

3. The trust document must name one or more 
trustee(s) to hold legal title to manage the prop-
erty that has been placed in trust.

Can the Trustee of an Irrevocable Trust Obtain a 
Reverse Mortgage? 
By Wayne R. Bodow
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reaching the submission stage, the application must 
fi rst pass MLHL’s scrutiny. The administrators look 
only at the clear language and the supporting docu-
ments to stamp approval. The Handbook authorizes 
that the trustee of an irrevocable trust may obtain a 
reverse mortgage to encumber the borrower’s/current 
benefi ciary’s/grantor(s)’ principal residence but there 
are no substantive specifi c “letters” detailing the ap-
proval process for the eligibility of an irrevocable trust 
to hold the reverse mortgage. Clarity should prevail. 
But pre-approval does not guarantee that a new “let-
ter” will again change the landscape. 

Are the distributions of funds from the reverse 
mortgage considered income or principal distributions? 
This is a fact-intensive analysis and was the subject of 
my presentation at the 2011 NYSBA Elder Law Sec-
tion meeting held in Manchester, Vermont. The key 
to this analysis is to carefully review the amortization 
schedule that is part of the reverse mortgage applica-
tion and closing documents. A line of credit option is a 
unique feature of a reverse mortgage in that the credit 
line is guaranteed to grow at the same rate as the loan. 
Drawing out the credit line growth generally leaves the 
principal value of the home unaffected. Yet, for taxation 
purposes, the funds received are considered return of 
principal and result in no taxation to the estate. A trust 
may hold assets that generate non-taxable “income.” 

A compelling argument that distributions from a 
reverse mortgage are income-only distributions occurs 
if the home value that can be realized from sale is equal 
or greater than the appraised value of the residence 
when the deed transfer to the trust occurred. The as-
sumptions made to compile the amortization schedule 
enable a guided conservative withdrawal of funds 
from the reverse mortgage. The assumptions include 
two variable factors: 1) the growth rate of the line of 
credit which is equal to a variable interest rate of the 
loan; and 2) the real property appreciation rate. Also, 
the trustee will be guided by the receipt of a detailed 
monthly statement showing the loan balance and avail-
ability of funds. Assuming the property was free and 
clear, and the only sums fi nanced are the closing costs, 
the credit line value will exceed the starting point value 
of the home in one year. The credit line growth is not 
tied to the changing value of the property and therefore 
is analogous to a “put” in the stock market, guarantee-
ing the value of the property, if the funds are drawn 
before the reverse mortgage becomes due and payable.8 

Conclusion
When the trustee is guided to immediately obtain 

a reverse mortgage at the creation of the trust using the 
new “Saver” no load option,9 the clients’ objectives are 
generally enhanced. The results are potential release 
of trapped equity (that will be received tax free), the 
establishment of an emergency source of funds and 
potentially an increased wealth transfer to the next 

cannot be charged to the borrower. The HUD-1 must 
refl ect POC by MLHL. MLHL does not charge any fees 
for reviewing a trust document or for providing an at-
torney opinion letter.7 The mortgage commitment letter 
given to the trustee(s) of an irrevocable trust requires 
that any funds received be deposited into a segregated 
account controlled exclusively by the trustee(s).

As part of Medicaid planning, most attorneys are 
using an irrevocable sprinkle trust with income-only 
distributions to the borrower/current benefi ciary/
grantor(s). This trust document should include lan-
guage that specifi cally gives the irrevocable right of the 
borrower/current benefi ciary/grantor(s) to reside in 
the property as his or her principal residence during his 
or her lifetime and include specifi c powers to enable 
the trustee(s) to mortgage the real property held in the 
trust. Additionally, the borrower/current benefi ciary/
grantor(s) must have either a right to receive income or 
principal from the trust. However, if the borrower/cur-
rent benefi ciary/grantor(s) has no lifetime use of the 
property specifi ed within the terms of an existing trust 
the alternative without modifi cation of the trust would 
be to record a deeded life estate, remainder to the trust; 
or modify the trust by following the priciples detailed 
under the NYS Decanting Statute and EPTL 10-6.6(b). 
Creative discretionary distribution of income remains a 
gray area for analysis. But as the drafter of a new trust 
you have the option of a free eligibility review of your 
work product from MLHL, wherein suggestions can 
be made (if necessary) to enable the trust to be eligible 
for reverse mortgage funding. Because the document 
must be read in its entirety, I was not able to obtain pre-
approval for the following creative language:

(Borrower/current benefi ciary/grant-
ors) give discretion to the trustee to 
distribute income to (borrower/cur-
rent benefi ciary/grantors) from the 
reverse mortgage credit line provided 
that in the trustees opinion that the 
distribution will not reduce the value 
of (borrower’s/current benefi ciary’s/
grantors’) residence below the value 
as determined when the property was 
deeded to the trust. When it is clear 
that such distribution will not reduce 
the principal value below the value as 
determined at the time the property 
was deeded to the trust the trustee(s) 
shall be required to make a distribu-
tion to (borrower/current benefi ciary/
grantors) equal to the prior year’s 
credit line growth accumulation.

Approval of a pre-formatted irrevocable trust docu-
ment should not be assumed. There is no tribunal avail-
able to interpret documents. To my knowledge, MLHL 
is the only lender that submits an irrevocable trust to 
HUD seeking insurance approval underwriting. Before 
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generation realized by the guaranteed growth in the 
line of credit. Today’s reverse mortgage offers numer-
ous options. In general, the more equity that is tapped, 
the higher the cost of the loan. Conversely, the lower 
equity tap results in a lower cost loan.10 The irrevo-
cable trust was designed to protect assets with guided 
long term planning. The new options now available 
with reverse mortgage products should be evaluated 
at the initial planning stages to determine if, together 
with the irrevocable trust, the client’s objectives will be 
better served. Finally, an existing trust can always be 
amended to meet the HUD guidelines through the use 
of the NYS Decanting Statute.
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years beyond the date of the 100th birthday of the youngest 
mortgagor.” Id. 
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due and payable when the last surviving borrower: 1. Passes 
away; 2. The property is no longer the primary residence of 
the borrower; 3. The last surviving borrower has been unable 
to occupy the home for more than 12 consecutive months; 4. 
The borrower sells or otherwise transfers ownership of the 
property; or 5. The borrower fails to perform an obligation 
under the mortgage.” Id.

9. Effective October 4, 2010, a HECM saver option became 
available, under which up-front costs were reduced through 
near-zero insurance premiums. Additionally, loans are now 
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The NYSBA Family Health Care Decisions Act Information Center 

The NYSBA Health Law 
Section has a web-based 
resource center designed 
to help New Yorkers 
understand and imple-
ment the Family Health 
Care Decisions Act—the 
law that allows family 
members to make critical 
health care and end-of-life 
decisions for patients who 
are unable to make their 
wishes known.

www.nysba.org/fhcda
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spectrum disorders (ASDs) has increased to more than 
17 percent. Furthermore, over the past 20 years, the 
percentage of people receiving OPWDD services who 
have a psychiatric diagnosis and a developmental dis-
ability has almost doubled, from 16 percent in 1989 to 
more than 30 percent in 2010. Two other notable trends 
are that people with developmental disabilities are now 
living longer, and a greater percentage of individuals 
who receive OPWDD services have complex service 
needs. Hence, it has become clear that the needs this 
system is called upon to meet are much more complex 
than they were when the system was created. 

“The Waiver will allow New York State 
to design significant programmatic, 
administrative, and fiscal improvements 
to its service system for people with 
developmental disabilities.”

The Waiver will support development of a service 
menu that appropriately responds to these heightened 
complexities and a coordinated system for planning, 
delivering, and funding comprehensive care that re-
sponds to the full range of service needs of people with 
developmental disabilities. For the fi rst time, New York 
State will be able to offer individuals “no wrong door” 
to all the Medicaid services they need, whether these 
are long-term supports and services (traditionally pro-
vided by the OPWDD system), mental health services, 
or acute health care services. 

2. Meeting More Needs in Community Settings

The current service system’s fi scal platform was 
developed to support the provision of care in institu-
tional settings. In the years since its inception, OPWDD 
has successfully responded to the needs and desires 
of individuals and families, and transitioned the sys-
tem to one focused primarily on supporting people in 
community settings. Today, OPWDD serves the vast 
majority of its service population in community set-
tings. To continue this trend away from institutional 
services and toward a system that relies only minimally 
on institutional care to provide short-term preparation 
for living in community, OPWDD must develop new 
services that can meet higher levels of support and care 
in community settings. 

The New York State 
Offi ce for People With De-
velopmental Disabilities 
(OPWDD) and the New York 
State Department of Health 
(DOH) have begun discus-
sions with the Federal Cen-
ters for Medicare & Medicaid 
Services (CMS) regarding 
an 1115 research and dem-
onstration waiver that will 
be called the “People First 
Waiver” (Waiver).2 An 1115 
Waiver3 provides states the 
opportunity to create and test service system improve-
ments while retaining Federal Medicaid support for 
needed services to individuals.4 The Waiver will allow 
New York State to design signifi cant programmatic, 
administrative, and fi scal improvements to its service 
system for people with developmental disabilities. 
These reforms are needed to support OPWDD’s contin-
ued progress in providing community-based services 
for greater numbers of people, reducing the role of 
institutional care within the service system, and to sup-
port the development of a sustainable fi scal platform 
for long-term care services. In addition, the Waiver will 
allow New York State to make these service system 
changes while redesigning its Medicaid program to 
meet federal expectations and implementing provisions 
of the Federal Affordable Care Act. 

The Waiver will eventually replace the existing 
1915(c) waiver5 that currently supports the delivery 
of community-based services to approximately 70,000 
individuals. The Waiver will ensure that New York’s 
developmental disabilities service system is aligned 
with and functioning as smoothly as an important com-
ponent of an integrated, reformed and comprehensive 
system of Medicaid-funded services. 

A. Why the People First Waiver and Why Now?

1. Meeting More Complex Needs 

The Waiver is the mechanism through which 
OPWDD can redesign its system to better meet the 
needs of individuals with developmental disabilities. 
In recent years, the percentage of people served by 
OPWDD who have two or more medical conditions 
has grown to more than 22 percent. Similarly, the num-
ber of people served who are diagnosed with autism 

New York State’s People First Waiver for 
Developmental Disabilities Services: Crafting a Plan for 
Delivering Comprehensive, Person-Centered Care1

By Courtney Burke
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that will support “early touch.” These are preventive 
services that can cost effectively meet people’s needs, 
so that those needs do not grow and require more cost-
ly services such as hospital stays or emergency room 
visits later on. The Waiver will allow New York State to 
continue to offer these important services that support 
more desirable outcomes for people and allow the state 
to maximize the reach of its services. 

B. Customizing Healthcare Reform to Support 
People with Developmental Disabilities

As New York State reforms its entire Medicaid 
program to achieve enhanced performance and cost-
effectiveness, the Waiver assures focused attention to 
creating an infrastructure that aligns with the larger 
reforms and respects the unique needs of individu-
als with developmental disabilities. One critical and 
defi ning aspect of the Waiver is its focus on providing 
services only to individuals with developmental dis-
abilities. This fact alone makes this 1115 waiver unique 
among the many 1115 waivers in existence in New 
York State and other states, and is important because 
of what it means for New Yorkers with developmental 
disabilities. 

The OPWDD has a well-established partnership 
with the families and individuals it serves, and its 
service providers will directly inform and support the 
development of the many reforms that will be accom-
plished through this new Waiver. While the Waiver will 
result in coordinated comprehensive care, the new sys-
tem, its services and their delivery will be developed, 
planned, and implemented by parties with a fi nely 
honed understanding of the needs of this population. 
This makes the Waiver a unique opportunity to ensure 
coordinated, high-quality care specifi cally for individu-
als with developmental disabilities and their families. 

In particular, the Waiver design progress to date 
suggests that the transformation to a managed care 
model of service delivery and funding may result in 
managed care organizations known as Developmental 
Disability Individual Support and Care Coordination 
Organizations (DISCOs) with unique systems for de-
livering person-centered planning and services and 
measuring the effectiveness of their service providers, 
the DISCOs’ own fi scal integrity and accountability, 
and their ongoing quality improvement. For each indi-
vidual it serves, the DISCO would receive a monthly 
capitation payment based on an independently ad-
ministered needs assessment tool and augmented by 
other adjustments. In turn, the DISCO is responsible for 
coordinating comprehensive services (long-term care, 
acute and specialty health care, behavioral health care, 
etc.) directly or through subcontracts with qualifi ed 
providers. In addition, DISCOs will offer opportunities 
for self-direction, including opportunities for individu-
als to have budget and employer authority for their 
services.

As this programmatic system enhancement occurs, 
the new Waiver will also require a needed moderniza-
tion of the service system’s fi scal platform so that reim-
bursement rates no longer encourage the provision of 
institutional services, but instead support individuals 
to live, work, and grow in community settings with ap-
propriate supports to meet their needs. The Waiver will 
correct the outdated institutional services foundation of 
the fi scal platform and allow New York State to create a 
modern infrastructure to deliver new levels of support 
in community settings.

3. Improving Cost Effectiveness by Targeting 
Service Needs

New York State’s per capita Medicaid expenditures 
for people with developmental disabilities far exceed 
the national average and those of other comparable 
states. In 2007, New York State accounted for more than 
20 percent of the total national Home and Community-
Based Services Waiver6 expenditures. From 2005 to 
2010, these expenditures in New York State grew at 
a rate of 6.2 percent, faster than the rate of infl ation 
for the same period, which was 3.3 percent. This data 
refl ects the fact that New York State provides a great 
deal of Medicaid-funded services to individuals with 
developmental disabilities and their families. How-
ever, in light of the increasing demands on the service 
system, this data also suggests the need to ensure that 
OPWDD’s service system is operating with effi ciency—
that its service providers are delivering the most effec-
tive services at the level of care people truly need. 

The Waiver will allow OPWDD to design new 
methods of assessing individuals’ needs and using 
those assessments to allocate resources that will sup-
port more targeted service delivery. In turn, greater 
effi ciency in our use of resources will be achieved. At 
the same time, the Waiver will support development of 
a new quality assurance and oversight system which 
will promote and reward excellence, while and measur-
ing success at both the individual and system levels. 
The Waiver will also incorporate quality management 
reforms that will transparently monitor agency per-
formance related to both their effectiveness at meeting 
individuals’ needs and fi scal accountability, thereby 
incentivizing cost effi ciency and further ensuring the 
best, most appropriate use of Medicaid funding. 

4. Establishing a Safety Net 

New York State currently provides a wide range of 
safety net services through different state agencies: the 
Department of Health, the Offi ce of Mental Health, the 
Offi ce of Alcoholism and Substance Abuse Services and 
OPWDD. These services help people to remain in their 
home settings and receive services through commercial 
insurance without enrolling in the Medicaid program, 
thereby avoiding or delaying the need for more costly 
care. The Waiver will establish a safety net care pool 
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take, and described related key issues that must be 
resolved. 

2. Next Steps: Gathering Feedback, Developing 
Pilot Projects and Securing CMS Support

In the months ahead OPWDD will use the recom-
mendations of the design teams to give shape to its 
2011 comprehensive annual plan, known as the 5.07 
Plan, and hold public hearings on the recommenda-
tions as a plan for action and reform. Comments 
received will help to fi nalize the plan that will guide 
OPWDD in the next steps of preparing for waiver im-
plementation. Many details remain to be worked out, 
and stakeholder voices will be essential to getting them 
right.

One critical aspect of the Waiver is its distinction as 
a research and demonstration waiver, and the require-
ment for New York State to demonstrate the effective-
ness of the waiver reforms to the federal government. 
Developing the Waiver is a process of identifying need-
ed reforms, strategizing the means to achieve those re-
forms, and then testing and evaluating their implemen-
tation—all of which will take several years. Following 
fi nalization of the 5.07 Plan, OPWDD will initiate two 
key activities: 1) issuing a Request for Information; and 
2) subsequently, submitting a Request for Applications. 
Together, these two activities will launch pilot proj-
ects that will effectuate the system reforms of the new 
waiver and evaluate their results. These pilot projects 
will demonstrate the managed care model of service 
delivery and funding. Also, the projects will provide 
for the programmatic reforms related to increasing the 
system’s focus on individualized needs assessments, 
enhanced quality of services, and improved coordina-
tion of care. The pilot projects will be the critical step in 
linking the initial waiver design work to the realization 
of the waiver reforms system-wide.

At the same time, OPWDD is engaging in ongoing 
discussion with the federal CMS about details of the 
waiver design and implementation. The process of ar-
riving at a satisfactory plan for implementing the many 
reforms identifi ed by the design teams requires exten-
sive planning and system analysis. CMS must approve 
the reform plans prior to the start of the Waiver in April 
2012. As the conversation continues, details emerge 
which provide the necessary operational parameters to 
move the Waiver from conceptual design to a true plan 
for testing, improving, and executing reform. 

3. Staying Informed and Involved

One of the largest tasks within development of the 
Waiver has been fulfi lling OPWDD’s commitment to a 
transparent and inclusive public process. Development 
of the Waiver is an extensive process, and OPWDD is 
counting on its longstanding partners—self advocates, 
family members, and service providers—to work with 
us as we add defi nition and details to its plans and to 

The current thinking is that over time, the DISCO 
will assume full fi nancial risk for meeting enrollee ser-
vice needs within its capitation revenue. This new plat-
form (as opposed to the current fee-for-service system) 
will encourage more fl exible, person-centered service 
delivery as DISCOs work to identify and meet each 
individual’s exact needs for support, while providing 
incentives for cost-effi cient service delivery and care 
with greater customer satisfaction. Development of the 
DISCO model for service planning and delivery will be 
accompanied by prescriptive parameters that ensure 
adherence to the principles of providing individuals 
and families the ability to make informed choices, pro-
vide individualized needs-based service planning and 
equity of service access, and promote integrity, public 
transparency, and accountability. 

“One of the largest tasks within 
development of the Waiver has been 
fulfilling OPWDD’s commitment to 
a transparent and inclusive public 
process.”

C. Waiver Design Process and Timeline

1. Working with Stakeholders to Initiate System 
Reform 

The Waiver initiative began with New York State’s 
submission of a concept paper to the Federal CMS in 
April 2011. Upon receiving a positive response from 
CMS, OPWDD, with the support of Governor Andrew 
Cuomo and other state agencies, launched a process of 
gathering public input that would inform development 
of the waiver and also a structured waiver design pro-
cess rich with the voices of key stakeholders—individ-
uals with developmental disabilities, family members, 
service provider agencies and agency associations, and 
outside experts in areas such as long-term care, behav-
ioral health care, services for the aging, and home care.

In June 2011, a steering committee with this diverse 
representation chartered fi ve separate design teams 
that worked throughout the summer to explore key 
design aspects of the new waiver: 1) access and choice; 
2) care coordination; 3) benefi ts and services; 4) qual-
ity; and 5) fi scal sustainability. The teams researched 
and analyzed information from other states and expert 
sources. In some cases, the teams called for focused 
work groups to examine in even greater detail critical 
topics, such as system needs related to supporting em-
ployment outcomes, identifying an appropriate needs 
assessment tool, and supporting self-direction. In late 
August 2011, the design teams reported the results of 
their work by submitting team reports that articulated 
their recommendations, identifi ed the next steps to 
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3. See generally Social Security Act § 1115, 42 U.S.C. § 1315, available 
at http://www.ssa.gov/OP_Home/ssact/ title11/1115.htm. 

4. Id.

5. Social Security Act § 1915(c), 42 U.S.C. § 1396n, available at 
http://www.ssa.gov/OP_Home/ssact/title19/19 15.htm. 

6. Id.

7. See supra note 2.
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become ambassadors of a growing understanding of 
the need and plans for moving the service system to 
the next level of performance and accountability. While 
we are in this process all the details are not known. 
Nonetheless, OPWDD has worked hard to bring infor-
mation to the public and our identifi ed stakeholders 
every step of the way, primarily, but not exclusively, 
through the People First Waiver web page.7 OPWDD 
will continue to work hard as the process moves ahead. 
OPWDD will provide additional information about key 
reform concepts such as managed care and care coor-
dination, as well as about the fi nal design team recom-
mendations, the 5.07 Plan and related public hearings, 
the issuance of the upcoming Request for Information, 
and development of waiver implementation plans. 

Endnotes
1. Information for this article provided by OPWDD’s 1115 Waiver 

Unit. All information on the People First Waiver is publicly 
available at http://www.opwdd.ny.gov/2011_waiver/index.
jsp. Anyone who wishes to ask a question or submit a comment 
about the People First Waiver may do so at People.First@
opwdd.ny.gov or at 1-866-946-9733 or TTY: 1-866-933-4889.

2. See People First Waiver, New York State Offi ce for People With 
Developmental Disabilities, available at http://www.opwdd.
ny.gov/2011_waiver/ (last visited October 3, 2011).
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the doctor at the time the prescription was written fre-
quently account for these coverage denials.8 

At present, pharmacies are required only to post a 
generic notice that instructs benefi ciaries to contact their 
plan if they disagree with the stop on their coverage. The 
pharmacist is not required to, and often cannot, provide 
detailed information as to why the medication is not 
covered by the insurer.9 Beginning in 2012, benefi ciaries 
will be provided with a generic notice instructing them 
they have a right to request a coverage determination 
from their plan if they believe the medication should be 
covered by their insurer.10 It will not, however, contain 
detailed information as to why the coverage is being 
withheld (e.g. prior authorization requirement, dosing 
above the quantity limit, etc.). The lack of specifi c infor-
mation may leave benefi ciaries confused as to the neces-
sary next steps to obtaining coverage of the medication. 

At this juncture, no appeal rights have been trig-
gered; the only right that exists is the right to request a 
coverage determination from the insurance carrier.11 A 
plan’s decision not to provide or pay for a Part D drug, 
which triggers appeal rights, is defi ned as a “coverage 
determination.”12 Surprisingly, a coverage denial at the 
pharmacy counter is not considered a coverage determi-
nation under Medicare law.13 

Instead, the benefi ciary must contact his or her plan 
and proactively request a coverage determination if he 
or she wishes to pursue an appeal. Benefi ciaries may re-
quest coverage determinations orally or in writing from 
their plan.14 CMS has recently adopted regulations that 
would allow for the electronic submission of coverage 
determination requests beginning January 1, 2012.15

Before fi ling a coverage determination request, a 
benefi ciary may need to contact his or her plan to de-
termine what utilization tool is being applied to the 
medication. If the utilization tool being applied is step 
therapy, a quantity limit, or a higher pricing tier, the 
coverage determination must include a supporting state-
ment from the prescribing physician.16 The statement 
must tell the plan that a substituted medication would 
be less effective or harmful—or both— to the benefi -
ciary.17 Because of these exacting language requirements, 
the prescription itself does not satisfy the requirement of 
physician support. 

In practice, regardless of the reason coverage is be-
ing withheld, it is useful to have the support of a pre-
scribing physician. The coverage determination is usu-
ally made by computer algorithms based on the answers 
to a series of yes or no questions.18 Decisions that cannot 
be made by the algorithm or require more technical ex-

In 2006 Congress added 
to the Medicare program a 
prescription drug benefi t. 
Unlike other Medicare ben-
efi ts, it requires the benefi cia-
ry to opt in by purchasing a 
Medicare Part D prescription 
drug plan. This article will 
review the complex meth-
odology of appealing the 
refusal by a Medicare Part D 
insurer to pay for a prescrip-
tion drug.

Since its inception in 
2006, Medicare Part D, Medicare’s voluntary outpatient 
prescription program, has grown to include 35 million of 
the total 49 million Medicare benefi ciaries in the United 
States.1 In addition to increased enrollment, the Part D 
market has developed considerably both in terms of 
plan selection and price range. In 2012, Medicare’s ad-
ministrative agency, the Center for Medicare & Medicaid 
Services (CMS), expects 29 stand-alone prescription drug 
plans to be offered in New York State, with premiums 
as low as $15.10 per month.2 Despite a relatively robust 
plan landscape and high rates of enrollment, people 
with Medicare Part D may experience diffi culty obtain-
ing prescribed medications at the pharmacy.3 In order 
to overcome these obstacles, benefi ciaries must under-
stand Medicare’s drug utilization controls and appeals 
process.

Medicare Part D insurance plans must develop 
both a formulary and a prescription utilization manage-
ment program.4 As part of their utilization management 
programs insurers may require the following: 1) prior 
authorization for medications; 2) that a benefi ciary try 
a particular medication on the plan’s formulary before 
paying for the prescribed medication; or 3) limit the 
dosage or amount of medication that may be covered.5 
And unlike in the Medicaid program, prior authoriza-
tion may be required before a benefi ciary can access a 
medication that is on the formulary.6 Therefore, a medi-
cation’s presence on a plan formulary and a prescription 
in hand is not a guarantee that the insurance plan will 
cover the drug at the pharmacy counter. 

Consequently, many Medicare benefi ciaries fi rst be-
come aware of a barrier to accessing their medication at 
the pharmacy counter.7 At this point the benefi ciary has 
already seen his or her doctor, been prescribed a medi-
cation and brought the prescription to the pharmacy, 
only to fi nd that there is a stop on the plan’s coverage. 
Utilization restrictions not known to the benefi ciary or 

Medicare Prescription Drug Coverage: Barriers to Access 
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5. Id. at § 60.1.

6. See VICKI GOTTLICH, BENEFICIARY CHALLENGES IN USING THE MEDICARE 
PART D APPEALS PROCESS TO OBTAIN MEDICALLY NECESSARY DRUGS 
(Kaiser Family Found., Sept. 2006).

7. Id.

8. GAO Report 2008, supra note 3, at 22 (fi nding 34% of appeals 
to the independent external adjudicator were in regards to 
utilization restrictions).

9. See Gottlich at ii.

10. Uniform Exceptions and Appeals Process for Prescription Drug 
Plans and MA-PD Plans, 76 Fed. Reg. 7,321,471 (April 15, 2011) 
(to be codifi ed at 42 C.F.R. pt. 423).

11. MEDICARE PRESCRIPTION DRUG BENEFIT MANUAL, Ch. 18, Section 10.1 
(the presentation of a prescription at the pharmacy counter does 
not need to be considered a coverage determination).

12. 24 C.F.R. § 423.566. 

13. MEDICARE PRESCRIPTION DRUG BENEFIT MANUAL, Ch. 18, Section 10.1. 

14. 42 C.F.R. § 423.568(a)(1).

15. Uniform Exceptions and Appeals Process for Prescription Drug 
Plans and MA-PD Plans, 76 Fed. Reg. 7,321,471 (April 15, 2011) 
(to be codifi ed at 42 C.F.R. pt. 423).

16. 42 C.F.R. § 423.578.

17. Id.

18. GAO Report 2008, supra note 3, at 12.

19. Id. 

20. Id. at 13.
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pertise are forwarded to clinical staff.19 Because plans 
have only 72 hours to make a non-expedited coverage 
determination, there is an increased likelihood that 
plan staff will simply deny the request if information is 
missing or incomplete.20 Physician information that is 
tailored to the particularly utilization denial will thus 
increase the likelihood of a plan approving the coverage 
request.

If a benefi ciary receives an unfavorable coverage 
determination, he or she may continue to appeal the 
decision, fi rst through the plan’s internal appeals pro-
cess, then through an independent adjudicator, and 
ultimately through the Federal Courts. One of the most 
critical junctions for benefi ciaries, however, is the cover-
age denial at the pharmacy counter. It’s important for 
benefi ciaries and their attorneys to understand the rights 
that are trigged by this denial, the parties that need to be 
involved in the appeal, and the steps that are necessary 
to obtain coverage of the medication.

Endnotes
1. 2011 Ann. Rep., THE BDS. OF TRS. OF THE FED. HOSP. INS. AND FED. 

SUPPLEMENTARY MED. INS. TR. FUNDS, https://www.cmus.gov/
ReportsTrust Funds/downloads/tr2011.pdf.

2. 2012 CMS Fact Sheet, THE CENTER FOR MEDICARE AND MEDICAID 
SERVICES, http://www.cms.gov/ Partnerships/downloads/state-
fact-sheets-all-2012.pdf (Medicare benefi ciaries who qualify for 
the Federal subsidy, Extra Help, may pay no monthly premium 
for their prescription drug plan).

3. U.S. GOV’T ACCOUNTABILITY OFFICE, GA0-08-47, MEDICARE PART 
D: PLAN SPONSORS’ PROCESSING AND CMS MONITORING OF DRUG 
COVERAGE REQUESTS COULD BE IMPROVED (2008) [hereinafter GAO 
Report 2008] (fi nding that 11.3% of surveyed benefi ciaries 
reported utilization controls were placed on medications they 
were taking). 

4. See generally, DEP’T OF HEALTH & HUMAN SERVS., MEDICARE 
PRESCRIPTION DRUG MANUAL, Ch. 7, MEDICATION THERAPY MGMT AND 
QUALITY IMPROVEMENT PROGRAM, Section 60, DRUG UTILIZATION MGMT. 
PROGRAM, https://www.cms.gov/PrescriptionDrugCovContra/
Downloads/R3PDBv2.pdf. 
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must have non-exempt resources of less than $20,000 
for an individual or $30,000 for a couple. Since these are 
working individuals, their retirement accounts were 
usually not in pay-out status and therefore not exempt. 
However, the amendment will now exempt all retire-
ment accounts.4

By either an amendment to the State Medicaid Plan 
or by a federal waiver, the state may exempt an amount 
of income for housing expenses for persons being dis-
charged from a nursing home into the community who 
are enrolled in Medicaid Managed Care and are not 
considered an Institutionalized Spouse of another Med-
icaid recipient.5 

“The Marriage Equality Act became 
effective July 24, 2011, and provides 
equal treatment and recognition for all 
otherwise valid marriages entered into 
by same or different-sex couples.”

Level I Personal Care Services (sometimes called 
Housekeeping) are now limited to eight hours per 
week for individuals whose needs are limited to nutri-
tional and environmental support functions.6 Level I 
Services are limited to the performance of “nutritional 
and environmental support functions” such as: making 
beds, dusting and vacuuming, light cleaning, dish-
washing, shopping, laundering, and preparing meals.

Bed hold payments for temporary hospitalizations 
will only be paid to nursing homes by Medicaid if at 
least fi fty percent of the facility’s residents eligible to 
participate in a Medicare managed care plan are en-
rolled in such a plan.7

C. The Marriage Equality Act

The Marriage Equality Act became effective July 
24, 2011, and provides equal treatment and recognition 
for all otherwise valid marriages entered into by same 
or different-sex couples. It will protect spouses of same-
sex marriages for all Medicaid purposes, including, but 
not limited to, protection against spousal impoverish-
ment. Same-sex couples that were validly married in 
other jurisdictions will continue to be recognized for 
Medicaid purposes.8

D. Trust Decanting Provisions

An authorized trustee with unlimited discretion 
over principal in any trust, or an authorized trustee 

As I am sure you are 
all aware, New York State 
enacted enhanced Medicaid 
estate recovery legislation 
in 2011, whereby an indi-
vidual’s “estate” includes 
all of the individual’s real 
and personal property and 
other assets passing under 
the terms of a valid will or 
by intestacy. Enhanced Med-
icaid estate recovery also 
includes any other property 
in which the individual has any legal title or interest 
at the time of death, including jointly held property, 
retained life estates, and interests in trusts, to the extent 
of such interests.1

A. Enhanced Medicaid Estate Recovery

The enhanced recovery of assets passing outside 
probate or intestacy is only pursuant to regulations ad-
opted by the Commissioner, which may be promulgat-
ed on an emergency basis. A claim against a recipient of 
such property by distribution or survival shall be lim-
ited to the value of the property received or the amount 
of medical assistance benefi ts otherwise recoverable 
pursuant to this section, whichever is less. At the time 
of this writing, emergency regulations and an Adminis-
trative Memorandum (ADM) have been published, but 
a fi nal regulation has not been promulgated. 

Despite the fact that the emergency regulations and 
ADM appear to impact vested property interests such 
as life estates, it should be noted that the Chapter Law 
“effective date” provision states the following: 

[T]his act shall not be construed to al-
ter, change, affect, impair or defeat any 
rights, obligations, duties or interests 
accrued, incurred or conferred prior to 
the effective date of this act;….2

The law became effective April 1, 2011.

B.  Other Medicaid Provisions 

Medicaid and FHPlus applicants, who do not have 
a resource test, may attest to the amount of interest in-
come generated by resources if the amount of such in-
terest income is immaterial to eligibility. This provision 
was enacted in 2010, but implemented by a 2011 ADM.3 

Eligibility for the Medicaid Buy-In Program for 
the Working Disabled was changed so that a recipient 

New York Law Provisions Impacting Elder Law in 2011 
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would not prevent the trustee from decanting to a sup-
plemental needs trust that conforms to the provisions 
of EPTL § 7-1.12.14 The decanting instrument must be 
signed and acknowledged by the trustee, and a copy 
served on all interested parties by registered or certi-
fi ed mail, or by personal delivery.15
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with the power to invade trust principal but without 
unlimited discretion, may appoint the principal into 
another trust for a benefi ciary. Such an authorized 
trustee may exercise this power without obtaining the 
consent of the parties interested in the trust and with-
out a court order.9 The 2011 law repealed EPTL 10-6.6 
(b), (c), (d), (e), (f) and (g) and added new provisions 
EPTL 10-6.6 (b)-(s).10 Prior to that, a trustee needed 
court approval unless the interested parties to the trust 
consented. This power is commonly referred to as 
“trust decanting.” 

“Under the 2011 amendments, a 
trustee may pay over the principal of a 
trust to a new trust even if the trustee 
does not have absolute or unlimited 
discretion to invade the principal of the 
trust.”

Under the 2011 amendments, a trustee may pay 
over the principal of a trust to a new trust even if the 
trustee does not have absolute or unlimited discretion 
to invade the principal of the trust. With respect to an 
inter vivos trust, there is no requirement to fi le the in-
strument with a court as long as the trust has not been 
the subject of a proceeding in the Surrogate’s Court.11 
An authorized trustee is one with authority to pay trust 
principal to benefi ciaries other than the creator, or a 
benefi ciary to whom income or principal must be paid 
currently or in the future, or who is or will become 
eligible to receive a distribution of income or principal 
in the discretion of the trustee.12 A power to pay princi-
pal that includes words such as best interests, welfare, 
comfort, or happiness is not considered a limitation or 
modifi cation of the right to distribute principal.13 The 
decanting provision has been used to achieve tax sav-
ings and protect a benefi ciary’s entitlement to govern-
ment benefi ts. 

Under the 2011 provisions, an authorized trustee 
may not use the provision to reduce, limit or modify 
a benefi ciary’s right to a mandatory distribution of 
income or principal, a mandatory annuity or unitrust 
interest, a right to withdraw a percentage of the value 
of the trust or a right to withdraw a specifi ed dollar 
amount, if the mandatory right has come into effect 
with respect to the benefi ciary. However, this restriction 
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portion will be tied up in the annuity. This seems to 
me to be a positive…the guardianship estate may be 
reduced, but it will not be altogether depleted. In these 
circumstances, I view the structure as a life preserver. 
The annuity usually has a fi xed term—say, 30 years and 
life, and it often has a cost of living increase compo-
nent. Consequently, this income can always be counted 
on to replenish the guardianship account. What’s more, 
if costs exceed income, then you must cut costs, for the 
simple reason that cannot spend what you don’t have.

Nevertheless, if the family is a working family, or 
the guardianship estate is quite substantial, then you 
have far greater fl exibility in the cost of the purchase 
and carrying costs. 

But if you don’t have that degree of fl exibility, I try 
to steer the family in question towards a condominium, 
because monthly maintenance costs include the real 
estate taxes, fuel and exterior repairs. The condo owner 
does not pay separately for landscaping, and the costs 
can usually be contained, though not always. To illus-
trate, the mother of one of my wards caused a fi re in 
the condo apartment. Damages were substantial and 
the insurance recovery was signifi cantly less than the 
cost of repair. Furthermore, since a condo purchase 
does not require board of directors approval, as a co-op 
does, the process itself favors a poorer and less sophis-
ticated purchaser. If the money is there, a condo will 
work.

Ability to Live in a House
When I was younger, and my faith in people was 

greater, I learned a hard lesson—not everyone who 
purchases a house knows how to live in a house. Some 
people are simply not stewards of property. In actual-
ity, some can be quite destructive. My poster child—the 
mother who started the fi re mentioned above—often 
neglected to walk the dog, with predictable results. 
Also, cigarettes were put out on the cushions of a new 
sofa.

More frequent, however, are parents who don’t 
want to spend their child’s money. Many of these par-
ents attempt to make home repairs themselves, and 
due to a lack of education and skill, they end up mak-
ing a simple repair an extensive one, costing the guard-
ianship a lot of money unnecessarily. For example, 
during the late October snowstorm and subsequent 
blackout, one family heated a portion of the house by 
boiling water on the stove. Inevitably, this weakened 
the ceiling and caused the need for signifi cant and ex-
tensive repairs to the ceiling.

The best illustration of this theme came many years 
ago, when a father began to call me to replace his ap-
pliances, failing to recognize that these items could be 

I decided to write on 
this subject when it dawned 
on me that I was spending 
egregious amounts of time 
dealing with the mainte-
nance of guardianship-
owned houses. Moreover, 
the subject goes far beyond 
maintenance issues: I began 
to question my willing-
ness to support, either as 
a fi duciary or as counsel, 
house purchases in many 
situations.

Buying the House
Let us assume that there is a guardianship for an 

infant (someone under the age of 21) belonging to a 
family that is considered poor or marginal. Further-
more, in this hypothetical, the family is a single parent 
household, living in substandard housing. In addition, 
the family income is comprised of the product of public 
entitlement programs, supplemented with undeclared 
and “off the books” income. 

Moreover, let’s imagine that the guardianship es-
tate is $1,000,000 or less. If there is no structure, in this 
interest rate climate, the guardianship income is unlike-
ly to reach 4% or $40,000, much less exceed it. Because 
the family is fi nancially struggling, the guardianship 
will almost assuredly be paying homeowners insur-
ance, real estate taxes, fuel and most repairs. For our 
purposes, we may err on the side of optimism, hoping 
that the family can afford to pay the gas and electric, as 
well as the phone, cable and internet bills.

Obviously, the annual cost of real estate taxes and 
other major expenses varies with each location, but 
fuel does not. However, homeowners insurance differs, 
and repairs are likely to be higher, since the cost of the 
house is lower. I usually put an arbitrary cost estimate 
of $2,000.00 per month on these items. If the costs run 
close to that, then I have spoken for $600,000.00 of the 
recovery (4% of $600,000.00 is $24,000.00).

There are administrative costs…commissions and 
fees…and I have not mentioned the particular needs 
of the Incapacitated Person (IP). This family, described 
above, is unlikely to be able to afford a house. If ex-
penses exceed estimates, the guardian will be invading 
the principal to cover costs, and in this interest rate cli-
mate, the invasion of principal will be all the greater as 
the interest rates are lower.

If there is a structure in place, the income will at 
least continue and renew the balance sheet. Except, 
there will be less principal on hand, since a signifi cant 

Guardianship News: Buying a House
By Robert L. Kruger
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fi nished job involved a sizable estate ($2,300,000.00); 
however, there were heavy demands on the income. In 
that instance, prior to approving the work, the court 
appointed a general contractor to review the architect’s 
recommendations. While the scope of work was not 
signifi cantly modifi ed, we had already dealt with the 
inevitable accompaniment to these requests.

It is here that I am referring to the inevitable wish 
list of the mother. I present these requests to court 
as one of necessity; the mother’s wish list is usually 
decorative and optional. One need only mention that a 
request must be made to court to invite a laundry list of 
suggested improvements. The guardian has to scruti-
nize that list with a gimlet eye. That is precisely what a 
court should, and usually does, do.

Robert Kruger is an author of the chapter on 
guardianship judgments in Guardianship Practice in 
New York State (NYSBA 1997, Supp. 2004) and Vice 
President (four years) and a member of the Board 
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in 1963 and the University of Pennsylvania (Wharton 
School of Finance) (B.S. 1960)).

repaired. In that case, I actually hired a de facto super, a 
building maintenance manager, to freelance and make 
repairs. Eventually, the family understood that repairs 
come before any replacement request.

Steering unsophisticated families toward condos, 
rather than houses, might have saved the guardianship 
estate money and the undersigned grief.

Repairs and Rehab
When I purchase a home for a guardianship, I or-

der an engineer’s inspection, as most attorneys do. In 
addition, I send my architect out with the engineer, be-
cause I lack confi dence in the thoroughness of the engi-
neers, whose reports are often canned. I want to know 
more than the generic phrases stating that the plumb-
ing system is “fairly good” to “good.” In truth, I want 
to receive a more nuanced report, and occasionally a 
prospective purchase is killed because both the archi-
tect and the engineer spot problems down the road.

Before I used the architect in this manner, I pur-
chased houses that had been previously repaired on the 
cheap, with second rate materials and third rate work-
manship. This necessitated applications to the court for 
permission to repair or rehab the house in extensive 
ways, and these applications are costly. Yet, if the archi-
tect and engineer can anticipate potential rehabilitation 
issues, the cost is miniscule compared with the poten-
tial savings. 

Presently, I have a six-fi gure rehab job judicially 
approved, and one of comparable size completed. The 

Newly redesigned and expanded to offer you the 
most complete digital media package available in 
the market today!

Check out the new feature to our CD and DVD packages—an extra data 
disc containing that program’s entire set of lectures (in mp3 format) and 
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* upload to “cloud”-based fi le-sharing

NYSBA CD and DVD Recordings

The extra data disc now included in 
each package is in addition to the 
traditional CDs and DVDs with the 
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with the program.



24 NYSBA  Elder and Special Needs Law Journal  |  Winter 2012  |  Vol. 22  |  No. 1        

managed care and freedom of choice waivers.7 Section 
1915(c) focuses on home and community-based ser-
vices (HCBS), granting states the ability to offer long-
term care services within the community, rather than 
an institutional setting.8 Each of these three waivers 
is utilized by the New York State Medicaid program; 
however, the bulk of them are from sections 1115 and 
1915(c) of the Social Security Act.9 

Currently, the New York State Medicaid Waiver 
program has four main waivers which apply to chil-
dren with disabilities. While the four programs are 
administered by different agencies, all of the programs 
are under the Department of Health’s (DOH) control. 
The four main waiver programs are as follows:

1. NY Care at Home I, II: “Provides case manage-
ment, bereavement services, expressive thera-
pies, family palliative care education (training), 
home and vehicle modifi cations, massage thera-
py, pain and symptom management, respite for 
physically disabled ages 0-17.”10 This waiver pro-
gram is pursuant to section 1915(c) of the Social 
Security Act and is administered by the DOH.11 

2. NY Care at Home III, IV, and VI: “Provides case 
management, respite, assistive technology to 
individuals with autism, and [developmental dis-
abilities]...ages 0-17.”12 This waiver is pursuant to 
section 1915(c) of the Social Security Act and is 
administered by the OPWDD.13

3. NY B2H: “Provides day habilitation, health care 
integration, skill building, special needs com-
munity advocacy and support, crisis respite, ac-
cessibility modifi cations, adaptive and assistive 
equipment, crisis avoidance and management 
and training, family/caregiver supports and 
services, immediate crisis response services, 
intensive in-home supports and services, voca-
tional services for individuals” with autism, devel-
opmental disabilities ages 0-20, and individuals with 
mental illness ages 19-20 and w/SED ages 0-18, as 
well as the medically fragile ages 0-20.14 This waiv-
er program is pursuant to section 1915(c) of the 
Social Security Act and is administered by the 
Offi ce of Children and Family Services (OCFS), be-
cause it applies solely to children in its care and 
custody or that of a Local Social Services District 
(LDSS).15 

4. NY OMH SED: “Provides for crisis response, 
family support, individualized care coordinator 
(case management), intensive in-home, respite, 

As many of you know, 
Governor Andrew Cuomo 
is working to restructure 
New York State’s Medic-
aid program with the help 
of the Medicaid Redesign 
Team (MRT); however, what 
remains less visible are 
the changes likely to occur 
within the Medicaid Waiver 
program. While efforts of 
transparency exist, Med-
icaid recipients, advocates 
and practitioners remain nervous and confused regard-
ing the implementation of a new waiver, the People 
First Waiver (PFW). A separate and distinct effort, apart 
from the MRT, the PFW, if approved by the Center for 
Medicare & Medicaid Services (CMS), will assuredly 
impact all who are eligible to receive services under the 
Offi ce of People with Developmental Disabilities (OP-
WDD). Due to the exponential growth of children with 
developmental disabilities, this article will focus on 
children with disabilities who are currently receiving 
health care under the Medicaid Waiver program, and 
how the PFW may affect their care. 

A. An Overview of the New York State Medicaid 
Waiver Program

Administered by the federal government, the 
Medicaid program is within the purview of CMS, an 
agency within the Department of Health and Human 
Services (HHS).1 The Medicaid Waiver program allows 
the HHS Secretary to waive various federal statutory 
and regulatory requirements, such as fi nancial eligibil-
ity, to provide Medicaid coverage for those who would 
not ordinarily be eligible.2 The Social Security Act 
endows states with three basic waiver opportunities, 
each with its own purposes and requirements: section 
1115, section 1915(b), and section 1915(c).3 However, 
section 1115 permits applications of Medicaid research 
and demonstration projects, endowing states with 
the fl exibility to request to CMS that certain Medicaid 
restrictions be waived.4 Nevertheless, “[t]he Secretary 
cannot waive constitutional requirements or other fed-
eral laws, such as the Americans with Disabilities Act 
(ADA).”5 Allowing for an infi nite number of project 
possibilities, section 1115 can, by default, be unpredict-
able, causing many receiving Medicaid coverage to 
wonder what will happen to their health care.6 

Sections 1915(b) and (c) are more rigid, specifying 
particular Medicaid provisions to be waived regard-
ing particular types of care. Section 1915(b) pertains to 

The People First Waiver and Children With Disabilities
By Allison Landwehr
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The PFW is slated to affect around 100,000 New 
Yorkers currently enrolled in the state’s Medicaid pro-
gram, “eighty percent of whom have been assessed 
to need an institutional level of care.”26 Currently, it 
is estimated that the OPWDD provides health care to 
about 80,000 people with developmental disabilities.27 
According to the OPWDD, the PFW was designed by 
New York State as a result of several demographic fac-
tors, ranging from a longer lifespan for people with 
disabilities, to an increase in people being served by the 
OPWDD, as well as a spike in the diagnoses of autism, 
up fi ve-hundred percent.28 In addition, the “Concept 
Paper” cites a three-decade-old infrastructure, along 
with archaic programmatic mechanisms, as reasons for 
the PFW.29 And lastly, the 1115 project seeks to restruc-
ture community-based service options, since much of 
the long-term care inevitably needed for children who 
are eligible under the OPWDD is administered by the 
DOH.30 The PFW objectives are written very generally, 
since the project is in its nascence, but the language 
indicates that there will be sweeping changes in the 
Medicaid coverage for children with developmental 
disabilities in the year 2012, the details of which, unfor-
tunately, remain unknown.31 

C. The People First Waiver and Budgetary 
Constraints

Like most states, New York is experiencing a bud-
get crisis, with expenditures for Medicaid increasing by 
$2.18 billion between April 2005 through March 2010, 
and as the OPWDD accounts for $2.16 billion of this 
ninety-nine percent jump, fi scal concerns are evident.32 
While the OPWDD has explained that the PFW will 
attempt to provide for greater fi scal sustainability, the 
offi ce has also stated that “[t]he PFW is not a means to 
address ongoing budget needs.”33 Nevertheless, simply 
looking at the seventy-four percent of people receiving 
services under the label of developmentally disabled, 
with close to ten percent designated as autistic, it is 
clear that cost played a role in the design of the PFW. 

The concern by practitioners, advocates, and Med-
icaid recipients stems in part from the fact that no ad-
ditional amount of money can be acquired to achieve 
the goals of the PFW. The Social Security Act retains 
strict guidelines regarding all section 1115 demonstra-
tions and projects, mandating budget neutrality.34 As a 
result, the PFW cannot increase the money New York 
State currently receives from the federal government 
to achieve its aims.35 Thus, for many, the glaring ques-
tion is how the PFW will create new reimbursement 
models, better care via a managed care system, greater 
self-determination for Medicaid recipients, and de-
crease overhead?36 A critic of the PFW, Stephen Sano, 
Executive Director of the Handicapped Children’s 
Association (HCA), has stated that the DOH and OP-
WDD are essentially asking ”…how you’re going to 
take your cut…”.37 The “Concept Paper” nonetheless 

skill building for individuals w/mental illness SED 
ages 5-21.”16 This waiver program is pursuant to 
section 1915(c) of the Social Security Act and is 
administered by the OMH.17

If CMS approved New York State’s PFW, lots of 
children currently receiving support and services un-
der the above Medicaid Waiver programs are likely to 
experience a change in coverage during the year 2012.18 
Drafted under the authority of section 1115 of the Social 
Security Act authorizing research and demonstration 
projects, both the New York State DOH and the OP-
WDD have proposed alterations to the current Medic-
aid Waiver program via the PFW.19 Consequently, it is 
imperative that we as practitioners stay up-to-date on 
the progress of New York State’s proposal, and inform 
our clients of the prospective modifi cations. 

B. The People First Waiver Explained

The details concerning the PFW are outlined in a 
“Concept Paper” produced and submitted by the New 
York State DOH and OPWDD to CMS. The aspects 
of the PFW presented within the “Concept Paper” re-
veal very little, though it contains a general overview 
explaining its intended goals and purposes.20 Elastic-
ity is common regarding section 1115 projects, since 
states typically work with the CMS to formulate the 
particulars of the project subsequent to receiving its 
approval.21 Totaling only eight pages, the “Concept Pa-
per” fails to provide a thorough description of the PFW, 
though it features these major propositions: 1) revised 
care coordination through systems of managed care 
and coordination for people with developmental dis-
abilities with extreme medical and or behavioral needs; 
2) a transformation of the long-term care system of de-
livery; and 3) the establishment of a safety net care pool 
to enhance the delivery of essential mental hygiene 
services.22

According to the “Concept Paper,” only those 
eligible to receive services under the OPWDD will be 
affected by the PFW if it is approved.23 At fi rst glance, 
this population could seem easy to detect, but it is far 
broader than one initially assumes. As a case in point, 
one might examine the above list of Medicaid Waiv-
ers and determine that only those receiving Medicaid 
through Care at Home III, IV and VI will be affected by 
the PFW, because it is the only program run by the OP-
WDD. However, that would be incorrect.24 As a result 
of eligibility criteria under the Medicaid Waiver pro-
gram, many children with disabilities meet the criteria 
for both an OPWDD waiver and a waiver administered 
by another New York agency. Therefore, there are sev-
eral hundred children with disabilities who have opted 
to obtain health care under a non-OPWDD waiver who 
are nonetheless still considered OPWDD eligible by the 
DOH, and as a result, they too would be affected by the 
PFW.25
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warranted feelings of unease regarding the section 1115 
project, and thus, it is our job to quell these anxieties, 
while keeping our clients informed, and watching for 
the upcoming updates. 
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maintains that New York State will work in conjunction 
with CMS to revise the Medicaid program and ensure 
that per diem rates refl ect the actual cost of services, 
focusing on individual need, rather than provider 
cost.38 Such assertions, however, have failed to assuage 
concerns regarding the potential stripping of Medicaid 
services and supports to children with disabilities. 

D. The Effect of the People First Waiver

Throughout May, June, and August of 2011, stake-
holders expressed their fears. However, with a growth 
rate of three percent annually in the OPWDD budget, 
and an infl ation rate for Medicaid expenditures reach-
ing almost three percent above average, it is evident 
that the program requires modifi cation.39 According 
to the “Concept Paper,” the PFW will ensure greater 
effi ciency and accountability, thereby reducing fees.40 
It also continues vital mental hygiene services via the 
establishment of a “safety net care pool,” providing 
“lower-cost services that meet individuals’ needs....”41 
In addition, the PFW claims to offer “[b]etter care co-
ordination for developmentally disabled individuals 
with extremely complex medical [and/or] behavioral 
needs,” through care coordination and management, 
yet the lack of information as to how and when re-
mains disconcerting.42 

While distinct from the efforts of the MRT, the 
“Concept Paper” states that the DOH and OPWDD will 
implement the recommendations of the MRT, and con-
sequently, the PFW will develop managed care models 
for Medicaid recipients with developmental disabilities 
for medical and long-term care.43 Despite the fact that 
many children with developmental disabilities pres-
ently receive care via waivers set to expire at adult-
hood, these waivers are still susceptible to managed 
care, especially if in time they are merged with those 
receiving long-term care.44 Even though the PFW is 
split up into separate plans regarding its execution, one 
over the next fi ve years, including the shift to managed 
care, and another beginning immediately after CMS’ 
approval, many are nervous about the fl exibility a sec-
tion 1115 project affords New York State.45 Still others 
remain anxious about the move to managed care, sug-
gesting that it is a pseudonym for managed cost, likely 
to lead to inadequate services for those with the most 
signifi cant developmental disabilities.46

Conclusion
In New York State, Medicaid is the primary fund-

ing source for services to children with developmental 
disabilities, yet with a growth in population and fi nan-
cial constraints, an overhaul is gravely needed.47 At 
fi rst glance, the PFW appears to be a potential problem-
solving mechanism for the DOH and OPWDD; how-
ever, its future remains uncertain. Many practitioners, 
advocates, and Medicaid recipients have expressed 
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judge in this matter, also revoked both of the MOLSTs 
created by Mrs. Zornow, stating that “it could not 
identify any statutory authority or immediate basis for 
such directives.”6 The Court appointed Carole Zornow 
and Catholic Family Services as co-guardians, and the 
Court turned to the Family Health Care Decisions Act7 
(FHCDA) as the controlling statute in regard to sur-
rogate health care decision-making for Mrs. Zornow.8 
That done, Judge Polito determined that Mrs. Zor-
now’s wishes had to be “those of her Roman Catholic 
religious belief.”9 Therefore she was “obligated by her 
religious beliefs to continue to receive artifi cially ad-
ministered food and water….”10

The Court set aside Mrs. Zornow’s wishes by stat-
ing that the MOLSTs lacked legislative authority. This 
is clearly wrong. 

Contrary to the fi nding in Zornow, legislative au-
thority for the MOLST is found in N.Y. Pub. Health 
Law § 2994-dd(6).11 Codifi cation of the MOLST goes 
back to 2005 when subdivision 13 was added to section 
2977 of the Public Health Law pursuant to Chapter 734 
of the Laws of 2005. Subdivision 13 authorized a pilot 
project in Monroe and Onondaga counties to allow for 
the use of “alternative forms” for issuing nonhospital 
orders not to resuscitate. Although the generic term 
“alternative forms” was used in place of the word 
MOLST, the legislative history clearly indicates that 
subdivision 13 was passed specifi cally to authorize the 
use of the MOLST.12 

In 2006, subdivision 13 pursuant to Chapter 325 of 
the Laws of 2006 was amended to expand the authority 
of the MOLST to allow “alternative forms” to be used 
to issue nonhospital “do not intubate orders” as well as 
do not resuscitate orders. Again, the legislative history 
indicates that “alternative forms” means the MOLST.13 

In 2008, the Legislature again amended subdivision 
13 pursuant to Chapter 325 of the Laws of 2006 to al-
low for the statewide use of alternative forms. Legisla-
tive history again includes a description of “alternate 
forms” as the MOLST.14 

In 2010, subdivision 13 was recodifi ed verbatim as 
N.Y. Pub. Health Law § 2994-dd(6) as part of the FHC-
DA. Also in 2010, the New York State Department of 
Health approved a revised version of the MOLST form 
and issued the form as a Department form.15

Conclusion
Mrs. Zornow executed two MOLSTs. These docu-

ments clearly stated Mrs. Zornow did not wish the 
administration of artifi cial nutrition and hydration and 

Sometimes the same old 
song keeps repeating and 
repeating. I am having that 
problem, although I am not 
remembering that same old 
melody; instead I am think-
ing of the case I discussed 
in my last column, Matter of 
Zornow.1 I fi nd this case very 
troubling. After contemplat-
ing the Zornow case and 
completing my last column, 
I spoke with Dr. Patricia 
A. Bomba, a tireless advocate for Medical Orders for 
Life Sustaining Treatment (MOLST). Dr. Bomba was 
also distressed with the outcome of the c ase and was 
especially concerned because in rendering his opin-
ion, Judge William P. Polito summarily dismissed the 
MOLST for lack of statutory authority. An examination 
of the Public Health Law, however, tells another story.

The facts of the case are interesting. Joan Zornow, 
a 93-year-old nursing home resident, suffered from 
advanced Alzheimer’s disease. Mrs. Zornow never ex-
ecuted a health care proxy and a dispute arose among 
her seven children concerning a directive to withhold 
food and water. Two successive MOLSTs were executed 
by Mrs. Zornow indicating that artifi cial nutrition 
and hydration were not to be initiated and that Mrs. 
Zornow was not to be hospitalized unless she suf-
fered from pain or severe symptoms which could not 
otherwise be controlled.2 There was a dispute among 
family members about Mrs. Zornow’s care and these 
directions. On the one hand, Douglas Zornow, one 
of her seven children, contended that his mother had 
verbally instructed him and other siblings that she did 
not want artifi cial nutrition and hydration if she were 
unable to orally ingest food and water.3 On the other 
hand, Carole Zornow, one of her daughters, stated that 
her mother indicated to her that she wanted to receive 
artifi cial nutrition and hydration. According to Carole 
Zornow, her mother repeated this directive to her nurse 
who then recorded the direction in the nursing facility’s 
health care records.4 The dispute precipitated a guard-
ianship proceeding in which Carole Zornow sought the 
power to make end of life health care decisions for her 
mother. 

The Court held that the statements made by Doug-
las Zornow and his siblings about Joan Zornow’s 
wishes “did not comply with the clear and convincing 
standards required by the Court of Appeals”5 because 
the Court found the wishes to be too vague and too 
general in nature. Judge William P. Polito, the presiding 

Advance Directive News: A Melody Requiring Refl ection
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that she did not want to be readmitted to a hospital. 
For Judge Polito to dismiss and disregard not one but 
two MOLSTs because the Court “could not identify 
any statutory authority or immediate basis for such 
directives”16 is hard to understand. Judge Polito’s sub-
stituted end-of-life Catholic doctrine for the previously 
expressed wishes of Mrs. Zornow is not resting well 
with me, so the melody just goes on and on.
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change, highlights the lack of sustainability of New 
York’s current housing model. Coming at a time when 
New York is under a spotlight because of allegations of 
abuse in State homes, and misuse of Medicaid funds, 
these trends have created a concatenation of factors 
that represent an opportunity and occasion for funda-
mental change.6 

Recent History
This year will mark the fortieth anniversary of a 

suit by parents of children at the state-operated Wil-
lowbrook School on Staten Island in New York. The 
case ARC v. Rockefeller (later Carey), stirred public 
outrage because of the conditions exposed by a then 
young TV reporter, Geraldo Rivera. Almost forty years 
later, we can still read reports in The New York Times cit-
ing abuse of adults in state-operated group homes.7 In 
some ways not much has changed, but in fact we are in 
a vastly different world.

Willowbrook was one of several catalysts that 
sparked the deinstitutionalization movement. Institu-
tions which had been established in the late 18th cen-
tury as well-intentioned models of “Moral Treatment,” 
and later of the “Mental Hygiene”8 movement of the 
late 19th century, had degenerated into “snake pits”9 
of appalling squalor and overcrowding by the 1960s. 
Similar outrages had been exposed in other states. As a 
result, since the 1950s and increasingly under the Ken-
nedy administration, the Federal government had been 
taking a more active role in requiring and incentivizing 
states to improve conditions for people with disabilities 
including those with I/DD living in institutions. Feder-
al funding and concomitant regulation increased with 
the introduction of Medicaid. While social pressure 
certainly led to fundamental changes in public percep-
tion, funding incentives changed much of the design 
of systems and the nature and size of state-operated or 
certifi ed facilities. 

Certifi ed Congregate Care and Other Housing
By 1972, non-profi t agencies, (also known as “vol-

untaries” in state parlance), were providing day and 
residential support to people with I/DD, funded by 
parent fees.10 In the post-Willowbrook era, the state 
contracted with such agencies to assist in housing peo-
ple moving out of institutions and included funding 
for the people they were already serving.11 Gradually, a 
system of “certifi ed” housing evolved, run by non-prof-
it “voluntary” agencies as well as the State, and funded 
primarily and now almost exclusively through Medic-
aid and Social Security Administration sourced fund-
ing.12 Certifi ed “group homes” were required to abide 

What Crisis?
In the 1930s, the average 

life expectancy for a person 
with what we now refer to 
as an Intellectual and Devel-
opmental Disability (I/DD) 
was 20 years. Today, people 
with I/DD are living almost 
as long as the typical popu-
lation.1 Changes in medical 
knowledge have led to a 
reduction in some sources of 
I/DD, as well as increases in other types of diagnoses. 
For example, brain damage caused by phenylketon-
uria has been almost eliminated in the western world 
due to the testing of newborns, introduced in 1963. 
Whereas autism, on the other hand, fi rst described in 
1943 but not in the Diagnostic Statistical Manual (DSM) 
until 1974, is now diagnosed in roughly 1 out of 110 
children.2

New York’s institutional and “group home” con-
gregate care systems are among the most expensive in 
the nation. The annual cost of an institutional bed in 
New York in 2009 was $1,237 per diem—at the time 
there were 1,492 people in such settings for an annual 
cost of $1.85 billion.3 The cost of the least supervised 
(24/7) certifi ed settings in New York begins at $348 per 
day.4 Long-term care is labor intensive, requiring most-
ly part-time limited skill labor. Demand for people to 
work in the fi eld is increasing as the general population 
ages. However, the supply of people prepared to do the 
work for the pay offered is limited.5

Beginning in 1975, children with disabilities be-
came entitled to a “free and appropriate” education 
under PL 94-142. The path to inclusion has been slow. 
Thirty-six years later, there is now a generation of 
young adults with disabilities graduating from high 
school who are expected to be included in society. They 
want to work in jobs, not programs, and live in homes, 
not group homes. The housing options offered by the 
state are simultaneously unappealing and, because of 
current fi scal nervousness, unavailable. 

The transformation of disability issues into civil 
rights issues is a process that has been under way for 
many years. It has changed public perceptions of peo-
ple with disabilities generally, as well as those with I/
DD. Many families no longer feel as stigmatized or iso-
lated as in the past and they are prepared to advocate 
and lobby as citizens rather than as supplicants.

Taken altogether, this combination of demographic 
pressure, high costs, labor constraints and cultural 
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list for people seeking a placement in a group home is 
more than 4,000, most of whom are the adult sons and 
daughters of parents who are themselves aging.24 At 
the same time, it is not clear that the settings the wait 
list is rationing are even desired by or appropriate for 
those who are waiting.

In an authoritative work on the history of services 
in New York State, entitled From Snake Pits to Cash 
Cows,25 Paul J. Castellani, Ph.D., cites the fundamental 
“cleavages” that run through the history of the Mental 
Disability community—“Institution versus community, 
upstate versus downstate, Democrat versus Republi-
can, mental retardation versus DD, operation versus 
advocacy, along with racial, ethnic and class issues.”26 
One could add the generational gap between the fami-
lies that saw the downside of deinstitutionalization, 
and whose primary focus is safety and security, in 
contrast to the more entitled younger generation who 
view risk differently. All of these cleavages help explain 
why the move from a system built on mini-institutions 
is fi nding it hard to adapt to an integrated world. Still, 
the most diffi cult obstacle is a combination of funding 
and culture. 

Voluntaries are paid a signifi cant amount per bed 
to run certifi ed settings. Given a higher resident-to-staff 
ratio, the residents become more compliant. The resi-
dents then become more integrated into other services 
the voluntary provides, thereby increasing the revenue 
of the voluntary. Removing an individual from that 
vertically integrated model signifi cantly alters the prof-
itability.27 Fixed costs remain the same while revenue 
declines. Agencies have come to depend on the oper-
ating surpluses certifi ed residences provide and are 
incentivized to restrict the movement of residents out 
of such settings. Some of them have acquired substan-
tial real estate portfolios that they would be obliged to 
convert to other non-profi t usage or surrender.28 At the 
same time, a substantial accumulated body of regula-
tion that is institutionally derived limits fl exibility for 
the voluntary providing certifi ed residential facilities, 
and makes small scale operations almost impossible 
to operate. While history, in addition to fi nancial and 
regulatory incentives, are all aligned to perpetuate an 
institutional bias, best practice, consumer preference, 
demographics, fi nancial constraints and labor con-
straints argue for reformation. Pressures both within 
and outside the system have been building for many 
years and now we are on the verge of historic change.

Time for a Change
The legal support for changes in the housing sys-

tem is derived from the case of Olmstead v. L.C. and 
E.W. In 1999, Justice Ruth Bader Ginsburg, delivering 
the opinion of the Supreme Court, wrote:

States are required to place persons 
with mental disabilities in community 
settings rather than in institutions 

by specifi c regulations, and in exchange were funded 
at a higher rate than non-certifi ed settings.13 Parent fees 
were no longer required and for-profi t companies were 
excluded from providing services.14 

“Group homes” often encountered community 
opposition when fi rst planned. Some opposition arose 
from outright prejudice, others were concerned about 
abuse. Many worried that non-profi t housing would be 
left for the community to subsidize once it was taken 
off the local tax rolls.15 In 1978, New York State passed 
the Padavan Law, allowing the state’s zoning laws to 
override local laws.16 As a result of Padavan, the fi nal 
decision as to where to locate a certifi ed home remains 
in the hands of the Commissioner of the Offi ce of Peo-
ple with Developmental Disabilities (OPWDD).17 

There are four primary categories of certifi ed hous-
ing in New York State:18

1. Institution: The most segregated setting is a 
large institution, which has more than 16 beds 
(and up to 100-plus beds). These are the vestiges 
of the 1,000-plus bed institutions that formed 
the primary settings for long term care until the 
1970s. Approximately 4% of the 64,000 people 
housed in “out of home” placements in New 
York are in either state institutions or nursing 
facilities;19

2. ICF: People with high level needs but who are 
not institutionalized are housed in Intermedi-
ate Care Facilities (ICFs).20 State operated ICFs 
average 10 beds and house some 29% of the 
population, with a further 4% housed in private 
institutions;21

3. IRA: Less restrictive but still 24/7 are “Super-
vised” Individualized Residential Alternatives 
(IRAs). “Supported” IRAs operate with less 
than 24/7 support and are typically houses with 
less than six beds. These house some 26% of the 
population, and;22

4. Supported Living: Funding is provided to peo-
ple living with their parents, their own families, 
with other unrelated people, or on their own. 
This funding supports some 37% of the housed 
population. While these settings receive state 
and federal funding support, they are generally 
not “certifi ed.”23

The structure of housing that evolved to replace 
institutions has served New York well in the forty 
years since Willowbrook. However, for the reasons 
cited above, it is no longer sustainable. Through the 
years, we have learned that people with I/DD have an 
improved quality of life, at a lower cost, in smaller set-
tings than the ICF-MR model. Nevertheless, the system 
we have created locks them in. Simultaneously, the 
high cost of certifi ed settings limits availability of beds 
and locks out people in need. Statewide, the waiting 
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surance and improvement. In October 2009, New York 
introduced its 1915 Waiver,36 which provided for con-
sumer choice through a funding mechanism referred 
to as “Consolidated Supports and Services” (CSS). This 
was eagerly anticipated by consumers, but provider 
agencies have been slow to adopt and the state slow to 
fund.

New York State is currently planning a 1115 waiver, 
(i.e., it will ask CMS to “waive” section 1115 of the So-
cial Security Act). The OPWDD prospectus for the 1115 
waiver is very clear that CDS are at the core of how ser-
vices will be shaped for the future: 

A transformed long term care delivery 
system that places person centered 
planning, individual responsibility 
and self determination at the forefront 
[which will] enhance care and indi-
vidual satisfaction and lower Medicaid 
costs.37

[That will] “prioritize services that adapt to the indi-
vidual rather than asking individuals to adapt to the 
service” [and that] “fi nancial support will be directed 
to individuals not to programs or institutions.”38

Once funding is attached to and directed by the 
persons with I/DD, or their family or advocate, they 
are free to purchase housing and support resources 
as they see fi t. They might choose to live in one of the 
existing congregate settings, but they can also choose 
to stay in their family home with support, live with 
friends, or live alone.39 They can choose who works for 
them, and what resources they obtain from the public 
or private sector. The fundamental change is that they 
now have choice of where, with whom and how to live 
as independently as they are capable of living.40 In-
stead of a rationed system of congregate care, they can 
access the same housing and labor market as everyone 
else.41

In addition to the changing legal, regulatory and 
fi scal environment, the labor force is changing. Public 
outrage at the apparent toleration by the civil service 
union in New York of abusive behavior by its members 
has led to challenges to the hold that union employees 
have on the lives of the people they “support,” espe-
cially those in more isolated settings.42 The National 
Alliance for Direct Support Professionals43 has created 
a credentialing system and is collaborating with self 
advocacy organizations, including the Self Advocacy 
Association of New York State, to provide professional 
education, and to create a career path for people who 
support those with I/DD. These efforts and resources 
such as the College of Direct Support,44 which seeks to 
provide a career path and accreditation simultaneously, 
address the impending labor shortage and the prob-
lems created by lack of skills and training in the current 
labor force.45

when the State’s treatment profession-
als have determined that community 
placement is appropriate, the transfer 
from institutional care to a less restric-
tive setting is not opposed by the af-
fected individual, and the placement 
can be reasonably accommodated, tak-
ing into account the resources available 
to the State and the needs of others 
with mental disabilities.29

Olmstead created a legal foundation for people who 
wished to live in non-institutional settings and sparked 
the creation of New York’s “Most Integrated Setting 
Coordination Committee” (MISCC), which is com-
prised primarily of seven state agencies.30 

Preparing people for work and adult life is impor-
tant. Since the passage of PL 108-446, the Individuals 
with Disabilities Education Act of 2004, states have 
been required to ensure that schools provide transition 
services. In New York State, these services are set out as 
part of the State Performance Plan (SPP). The relevant 
items in the SPP are Indicators 13 and 14, which require 
signifi cant effort be devoted to supporting transition 
services that “further education, employment, and in-
dependent living.”31 While not specifi c about housing, 
any worthwhile transition should address where a per-
son will live and whether he or she will need support. 
Unfortunately, school district compliance is spotty and 
penalties for noncompliance are light.32

While not requiring states to provide services, the 
“Money Follows the Person” (MFP) program (estab-
lished in the Defi cit Reduction Act of 2005) provides 
states with funds to move residents from institutions 
into the community, and to “backfi ll” the resulting 
empty nursing home bed, keeping the nursing home 
fi nancially whole.33 In New York State, the program 
initially only applied to people with Traumatic Brain 
Injury (TBI) who wanted to leave nursing homes.34 
Progress has been slowed by resistance from the nurs-
ing home industry, nursing home unions, and complex 
regulations governing the process.35 The MFP may pick 
up some further impetus as the fi scal constraints of 
long term care begin to bite even further.

The principal funding source for long-term care 
in New York is Medicaid, and the State is subject to 
the policies set by the Center for Medicare & Medicaid 
Services (CMS). CMS has supported individualized 
housing for many years. CMS requires states that of-
fer Consumer Directed Services (CDS) to provide each 
consumer with: 1) person-centered planning where the 
consumer is not simply shown or assigned an agency’s 
product menu, but is able to plan his or her own fu-
ture (unimplemented in New York for the last twenty 
years); 2) an individualized budget (i.e. MFP); 3) in-
formation and assistance, including a support broker 
and fi nancial management services; and 4) quality as-
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Conclusion
Taken together, the federal and state laws that re-

quire a more integrated setting, the impetus from CMS 
to promote Consumer Directed Services, advances in 
technology, an enhanced workforce and signifi cant 
changes in public attitudes towards disability since the 
1990 passage of the Americans with Disabilities Act, all 
provide a setting for change. The dismal state of New 
York’s fi nances and the current abuse scandals which 
have led to signifi cant changes in management at OP-
WDD have provided the catalyst. We are at a point 
where we can move from a “planned economy” model 
wherein non-profi t corporations provide a restricted 
menu of costly yet indifferent services at the direction 
of a highly regulatory focused state agency, to a “free 
market” economy where people with I/DD purchase 
their services from providers who are competing for 
their business based on quality and service.
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What Is the Role of the Attorney in This Change? 
1. People with I/DD need support to enforce ex-

isting laws like Olmstead, the ADA, and IDEA. 
Attorneys can help prod the state to adhere to 
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Settings, Money Follows the Person, and Person 
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4. People with I/DD who seek to live indepen-
dently encounter a maze of programs, entitle-
ments and unforeseen hurdles to eligibility. 
Negotiating and maintaining coverage requires 
trained and independent support.
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4. The specifi c laws and/or regulations in support 
of the action; and

5. A recitation of the client’s right to an agency 
conference, the procedure for requesting such 
conference, an explanation of the time frame in 
which the client must request a hearing, and an 
explanation of how to request the hearing.3

The notice requirements are usually strictly construed 
by the Administrative Law Judge (ALJ). As a practi-
tioner you must carefully review the adequacy of the 
notice. Did the agency cite any regulation or statute 
as justifi cation for the intended action? If so, was the 
correct regulation cited? Did the notice provide any 
explanation whatsoever for the intended action? If 
the notice appears to be defi cient, this should be im-
mediately brought to the attention of the ALJ right at 
the commencement of the hearing. ALJs are required 
to conduct an on-the-record assessment of the notice, 
and “must determine whether to fi nd a notice void, 
require the social services district to provide additional 
information, or grant a recess or adjournment on the 
appellant’s behalf.”4 Very often you will fi nd in busy 
districts that notices lack the proper citations to the 
laws and regulations in support of the intended action 
and/or the notice is confusing in its explanation of the 
intended action. Please make sure that this argument is 
made on the record in case of appellate review. 

The timeliness of the notice must also be closely 
scrutinized. Make sure that the notice was mailed at 
least ten days before the date upon which the proposed 
action is to become effective.5 Again, in busy districts 
it is often a case that case examiners send out notices 
that take effect immediately, or within fi ve days of 
the intended action. In the case of a discontinuance of 
Medicaid benefi ts, any notice that does not provide at 
least ten days notice is defective and will result in the 
ALJ voiding the agency’s action and directing that the 
agency issue a new timely and adequate notice to the 
client.6

B. Request a Fair Hearing and, if Appropriate, Aid 
Continuing

The request for a Fair Hearing must be made 
within 60 days after the Social Services agency’s “De-
termination, Action, or Failure to Act About which you 
are complaining….”7 The notice itself will contain the 
date by which the client must request the Fair Hear-
ing. The request may be made by telephone or by mail 
to the number and address cited in the notice. Such a 
request can also be made via e-mail through the web-
site offered by the Offi ce of Temporary and Disability 

As former Chief Coun-
sel to the Monroe County 
Department of Human 
Services, I had many oppor-
tunities to both observe and 
advocate at Fair Hearings 
on behalf of the Department 
in cases which the Depart-
ment’s denial or discontinu-
ance of Medicaid benefi ts 
was at issue. During the 
course of my fi fteen years as 
counsel to the Department, 
I came across several instances (actually, more than 
several) that left me perplexed and bemused by both 
the appellant’s counsel’s performance during the Fair 
Hearing and the lack of preparation for the hearing it-
self. I came away from many of these hearings with the 
same thought—my opposing counsel had not treated 
the matter as seriously as he or she should have treated 
it. In these cases, the generally relaxed attitude of 
counsel toward the preparation and conduct of the Fair 
Hearing inevitably resulted in mistakes and errors of 
judgment that could have easily been prevented. Now 
that I have joined private practice and have an oppor-
tunity to represent and litigate on behalf of clients in 
need of Medicaid services, I would like to pass on some 
words of wisdom, if you will, as to how I believe one 
should prepare for and conduct oneself at an Adminis-
trative Fair Hearing.

A. Carefully Review the Notice Sent to Your Client
The regulations governing Fair Hearings are set 

forth in 18 N.Y. COMP. CODES R. & REGS. (NYCRR) Part 
358. All Medicaid applicants and recipients are entitled 
to written notice of any agency action which results 
in a denial or discontinuance of Medicaid benefi ts.1 A 
Medicaid applicant is entitled to adequate notice of any 
action taken in accepting or denying the application. 
Medicaid recipients are entitled to timely and adequate 
notice of any agency action to discontinue, suspend, re-
duce or restrict Medicaid benefi ts. Timely notice means 
a notice which is mailed at least ten days before the 
date upon which the proposed action is to become ef-
fective.2 “Adequate notice” means a notice that, among 
other things, sets forth the following: 

1. The action that the agency proposes to take or is 
taking, and the effect of such action; 

2. The effective date of the action (except in the 
case of a denial);

3. The specifi c reasons for the action; 

How to Prepare for and Win an Administrative
Fair Hearing
By Richard A. Marchese, Jr.
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Besides these exceptions, the right to examine both the 
case record and agency evidence packet should be ex-
ercised as a standard step in your preparation for the 
hearing.

D. Request an Agency Conference
18 NYCRR § 358-3.8 provides that a client may 

request an agency conference at “any reasonable time 
before the date of your Fair Hearing.” The agency must 
hold the conference when such is requested by the 
client.13 The agency must bring the necessary informa-
tion and documentation to the conference (including 
a telephone conference) to explain the reason for the 
agency’s determination and to provide a meaningful 
opportunity to resolve the problem.14

There seems to be a split of opinion on whether an 
agency conference is necessary and/or helpful. I have 
always been of the opinion that one should request a 
conference if only because it can be to your advantage 
to meet with the case examiner and perhaps the exam-
iner’s supervisor who will be presenting on behalf of 
the agency at the Fair Hearing. You may also be able 
to glean information ahead of the hearing that will be 
helpful to you in the presentation of your case. The best 
reason for holding an agency conference is that many 
times these conferences will result in a resolution of the 
issues, thus obviating the need for a Fair Hearing. Ob-
viously, there is a cost factor with both requesting and 
participating in a conference, but I look at it more as a 
discovery proceeding with an added benefi t that you 
get to “know your enemy” and perhaps convince the 
other side before the Fair Hearing that you are indeed 
correct.

E. Prepare Documents for Submission at the Fair 
Hearing

There is nothing that an ALJ likes more than hav-
ing the relevant laws, regulations and policy directives 
provided in a packet at the time of the Fair Hearing. It 
just makes the judge’s life a lot easier. Providing these 
citations saves the judge the time and effort needed to 
pull down the relevant regulations when he or she gets 
around to writing his/her decision, and also serves to 
clearly focus the judge on the issues at hand. If in your 
review of the case record you fi nd documents that are 
helpful to your client, by all means submit those as 
well. It is best to have all of these documents numbered 
sequentially (just as the agency does) for easy refer-
ence, not only at the Fair Hearing, but for reference by 
the ALJ when writing his or her decision.

If you have witnesses who are unable to come to 
the hearing and give testimony, consider drafting an 
affi davit for their signature and submission as part of 
your evidentiary presentation. ALJs will usually accept 
affi davits into evidence, and their submission will help 
fi ll out the record in the event of a subsequent Article 
78 proceeding (see section J below). 

Assistance.8 In cases in which the agency is required 
to issue timely notice because of a discontinuance of 
Medicaid benefi ts and/or services, if the client requests 
a Fair Hearing before the effective date of a proposed 
action as contained in the notice, the recipient will be 
entitled, in most instances, to aid continuing until the 
Fair Hearing decision is issued.9 Obviously, the provi-
sion of continued aid is critical to clients who have 
received notices indicating that their benefi ts will be 
discontinued or changed. Therefore, it is imperative 
that a client request a Fair Hearing before the deadline 
(i.e., the effective date of the notice) or else the client’s 
Medicaid case will be closed or modifi ed pursuant to 
the language indicated in the notice.

C. Review the Case Record and Evidence Packet 
of the Agency

As the representative of your client, you have the 
right to examine and receive copies of documents in 
your client’s case record, which you will need to pre-
pare for the Fair Hearing.10

 This examination of the case record may take place 
at any reasonable time before the date of the Fair Hear-
ing.11 Exercise this right. The packet of evidence that 
the agency will introduce at the hearing contains docu-
ments that support only the agency’s action or conten-
tion. The case record may very well be replete with doc-
uments, bank records, etc. that not only help to negate 
the agency’s argument, but that serve to prove your 
contention that the agency is in error. Furthermore, 
upon an oral written request, the agency must provide 
you, as representative, with copies of any documents in 
the case fi le that you request for the purposes of hear-
ing preparation. This must be done without charge to 
the client, and these documents must be provided by 
the agency at a reasonable date and time before the 
hearing, as long as the request is made fi ve or more 
business days before the date of the hearing.12 Litigat-
ing at an Administrative Fair Hearing on behalf of your 
client without looking at the case record is like walking 
into a darkened alley without a fl ashlight. 

The same right to examine the case record applies 
to the documents and records that the agency will sub-
mit into evidence at the Fair Hearing. In this respect, 
the regulations afford your client the ability to fully see 
all of the evidence that will be offered by the agency in 
support of his or her position, a right that does not ex-
ist for the agency with respect to any records that your 
client will submit. The due process rights to examine 
the case record and records that will be offered into 
evidence at the hearing are for the benefi t of your client 
and provide you with a distinct advantage when argu-
ing your position at the hearing. 

The only exceptions to the document discovery 
provisions cited above are records from Child Pro-
tective Services and fi les that are maintained by the 
County Attorney (or Welfare Attorney) for the agency. 
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contrary to the laws and policies of the state of New 
York.

The ALJs I know usually perk up if an attorney 
will be presenting on behalf of a client, as this is not 
the norm. Remember, ALJs hear all types of cases, from 
food stamps and housing denials, to calculations of 
cash grants. Most of these cases are rote applications 
of the regulations to the facts. The ALJs assume that if 
counsel is present, the case must be different and that 
important issues will be discussed. Don’t disappoint 
them with lackluster performance.

H. Make an Opening Statement
It does not have to be a soliloquy, but by all means 

prepare and give an opening statement at every Fair 
Hearing. This essentially lets the judge know what the 
issues are, what the evidence will show in support of 
your contention, and what laws and regulations apply. 
Look the judge in the eye and let the judge know why 
you are correct and that the agency is wrong. Remem-
ber that the ALJ has heard many cases before yours and 
will hear many afterward. It is your job to make sure 
that the ALJ remembers your case and will afford it the 
serious time and deliberation necessary to render a de-
cision in your favor.

I. Relate the Client’s Story
Personalize your client. How did he/she end up in 

this situation? What is your client’s background? What 
did he/she do for a living prior to his or her health 
diminishing? While such information may not be ger-
mane to the legal issue at hand, it is important for the 
ALJ to put the matter in dispute in context. Too often 
we as practitioners get caught up in this arcane area of 
Medicaid rules and regulations, and in our eagerness 
to make a legal point we neglect to paint a full picture 
of our client for the judge’s consideration. Relating the 
client’s story through testimony of the client, spouse, 
children, etc., will serve as an appropriate introduction 
to the legal issue in dispute, and will help the ALJ to 
get to know your client in a way that is normally not 
addressed in the myriad of hearings over which he/she 
presides.

J. Make a Complete Record for Article 78 
Purposes

This point is critical. Because the proceedings are 
tape recorded, it is important that everyone testifying 
speaks up and enunciates clearly, or else you run the 
risk of a transcript that comes back with the dreaded 
word “unintelligible” on it. Make sure that you “shoot 
all of your bullets” (i.e., produce all of your evidence 
and all of your arguments) and make sure everything 
gets on the record. The worst feeling when reviewing a 
transcript of a hearing for a possible Article 78 appeal 
is to fi nd that a certain document was never submitted, 
or that a critical policy directive was not brought to the 
attention of the ALJ. 

 Finally, conduct a search for prior Fair Hearing De-
cisions on point and submit these as well. The Western 
New York Law Center has a wonderful database of Fair 
Hearing decisions that is searchable by word (www.
wnylc.net). Also, the State Offi ce of Temporary and 
Disability Assistance has recently developed its own 
database of decisions going back to November 2010 
that is very extensive and also searchable by word.15 

F. Prepare Your Witnesses
This is the number one mistake that I have seen 

counsel make at Fair Hearings. Again, for reasons that I 
can only attribute to the fact that these are proceedings 
conducted with less formality than those in a court-
room, time and time again witnesses who were not 
prepared by their attorney blurted out information un-
favorable to their case or, even worse, failed to address 
issues that were vital to their position and which could 
have resulted in a favorable decision. Also, talk to your 
client about how to dress for the hearing. Appearing at 
the hearing in a fur coat with a large diamond ring will 
not help the client’s cause. Prepare your witness. If you 
do so, you will stand a much better chance of winning 
your case.

For example, if you will be asking for an increase 
in the community spouse minimum monthly main-
tenance allowance, citing “exceptional circumstances 
causing signifi cant fi nancial distress” (the “Gomprecht” 
standard16) as justifi cation for the increase, you must sit 
your client down well before the hearing and go over 
his/her testimony. Certain things that your client be-
lieves constitute fi nancial distress (i.e., not being able to 
dine out fi ve times a week) obviously will not help the 
client’s cause at the hearing, and such statements will 
inevitably be blurted out by your client if you have not 
spent the necessary time going over the facts of the case 
and the applicable legal standards. This means con-
ducting a mock cross examination prior to the hearing, 
and “playing the devil’s advocate” with your client. 

G. Treat the Matter as a Trial in a Court of Law
Yes, the rules of evidence are relaxed (hearsay is 

admissible). Yes, you are appearing in a conference 
room instead of a courtroom without a stenographer 
and without a bailiff. And yes, the ALJ has no robes to 
wear. However, this is still critical litigation and prob-
ably represents your one and only shot at convincing 
a tribunal that the agency has acted in error. A relaxed 
atmosphere does not mean you should relax yourself. 
Arrive on time, dress for court, and above all, give the 
ALJ the deference that he or she deserves—use phrases 
such as “may it please the court” and “your honor.” 
Sloppiness begets sloppiness. You cannot expect the 
ALJ to treat the matter with the seriousness it deserves 
if you are treating the case as a walk in the park. Let the 
ALJ know through your body language and through 
your words that this case is vitally important to your 
client and that the agency has acted incorrectly and 
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should also be made only in cases where it is readily 
apparent that the ALJ “got it wrong,” and where the 
agency was acting without any legal justifi cation or au-
thority in taking the action at issue. 

Conclusion
I hope that these pointers are helpful to you as an 

Elder Law practitioner, and that your next opportunity 
to litigate at a Fair Hearing will result in a positive re-
sult for your client.
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K. Submit a Memorandum of Law
The best practice is to always request at the end of 

the hearing an opportunity to submit a memorandum 
of law for the judge’s consideration. This will allow 
you an opportunity to digest what occurred at the hear-
ing and gives you the freedom of time to cogently get 
your arguments down on paper. I always submit my 
memos in letter form and make it brief (no more than 
three pages) and to the point. 

If for some reason you forget to cite a regulation or 
ADM favorable to your case, do not hesitate to include 
this in your memo, with a request that the judge please 
consider the cited law/policy directives in rendering a 
decision. 

L. Don’t Leave the Administrative Law Judge 
Hanging Out on a Limb

The seven words that every ALJ hates to hear are 
“this is a case of fi rst impression.” I have not met an 
ALJ yet who wants to be a hero and make trail blazing 
new law for the State of New York. Even if it is a new 
issue, let the judge know that the law is on your side 
and that any decision that he or she renders will have a 
sound legal basis in the laws of the state of New York. 
Believe me—the opportunity to make new law, which 
may excite you, will not excite the ALJ.

M. Appellate Review of Adverse Decisions
In the event of an adverse decision, the client has 

four months in which to seek appellate review by way 
of an Article 78 proceeding.17 The respondent in such a 
proceeding will be both the local agency and the state 
of New York. The state will be represented by the New 
York State Attorney General’s offi ce, and will usually 
take the lead in the defense of the appeal. 

There is an interim step that a practitioner may 
wish to consider in the event of an adverse Fair Hear-
ing decision. Department regulations provide that: 
“The Commissioner (i.e. of the State Offi ce of Admin-
istrative Hearings) may review and issue fair hearing 
decisions for purposes of correcting any error found 
in such decision.”18 After such review, “The Commis-
sioner may correct any error of law or fact which is 
substantiated by the fair hearing record.” The trigger 
for this review process is informally known as a Re-
quest for Reconsideration. The request is made by letter 
to the Offi ce of Administrative Hearings on notice (of 
course) to the agency and counsel for the agency. Please 
note that during the pendency of this review the origi-
nal decision is still binding and must be complied with 
by the agency. Also, please note that such a request 
does not toll the time in which the client is to request 
an appeal of the decision via Article 78, unless the state 
so stipulates. 

It is my experience that such a request for recon-
sideration should be used judiciously. Such a request 



40 NYSBA  Elder and Special Needs Law Journal  |  Winter 2012  |  Vol. 22  |  No. 1        

permitted to retain funds that remain upon the death of 
the pooled trust participant.7

The Pennsylvania statute at issue established a 
number of requirements that are somewhat more re-
strictive than, and not contained in, the federal law. 
Briefl y, Section 1414 establishes the following addition-
al requirements:

(a) The “Special Needs” requirement which goes 
beyond the federal requirement that the ben-
efi ciary of such a pooled trust account be “dis-
abled” as defi ned by the Social Security Act and 
crafts a further requirement dealing with the 
individual’s condition and ability to otherwise 
pay for special needs;

(b) The “Age” requirement which limits the avail-
ability of pooled trusts to disabled individuals 
who are younger than 65 years of age;

(c) The “Expenditure Restrictions” adding a “rea-
sonable relationship to the needs of the benefi -
ciary” requirement to the sole benefi t require-
ment in federal law;

(d) The “Fifty Percent Payback” provision, in effect 
limiting the amount that can be retained by the 
nonprofi t upon the death of the benefi ciary to 
only one half of the remainder funds and direct-
ing the other half to be used to reimburse the 
state for Medicaid provided during the lifetime 
of the benefi ciary.

The District Court summarily dealt with the issue 
of the impact of Supremacy Clause,8 and determined 
that the various plaintiffs have standing and that the 
issues raised were ripe for decision. The plaintiffs con-
tended that Section 1414 was preempted by federal law 
on two separate counts, 1) as regards the entire statute 
based upon the “no-more-restrictive rule” established 
in the Social Security Act,9 and 2) as to certain provi-
sions as they confl ict with the “no-more-restrictive 
rule” and the specifi c trust counting rules enacted by 
Congress in the enabling legislation. On the other side, 
the state defendants contended that their statute was 
only in furtherance of their right to regulate trusts op-
erating within their state and that the federal law does 
not require states to recognize either self-settled or 
pooled trusts and that in any event, the federal law was 
not mandatory. While the court in Lewis acknowledged 
that there have been some contrary decisions which 
have held the federal law to be permissive rather than 
mandatory (including the dicta contained in the Second 

In the Fall 2011 edition 
of the NYSBA Elder and Spe-
cial Needs Law Journal, there 
was an article that discussed 
remainder funds and pooled 
trusts and contained the fol-
lowing statement:

It remains an open 
question as to what 
requirements a par-
ticular state may 
or may not impose 
in connection with 
the distribution of remainder funds in 
a pooled trust upon the death of the 
benefi ciary, the underlying issue be-
ing the applicability of the preemption 
doctrine which may be a subject for a 
future article in this series. Suffi ce it 
to say, some states will only approve 
a pooled trust to operate within the 
state provided the trust directs that all 
or a specifi ed portion of the remainder 
funds are used to reimburse that state 
for Medicaid paid on behalf of the de-
ceased benefi ciary.1

As if on cue, this past August, the United States 
District Court for the Eastern District of Pennsylvania 
has provided us with a decision in the case of Lewis v. 
Alexander,2 which reviews a Pennsylvania statute3 and 
gives guidance for state offi cials and elder law practi-
tioners on this issue. This case is relevant to New York 
practice as both New York and Pennsylvania are “1634” 
states. Essentially there are three major testing areas of 
criteria that an individual would need to satisfy in or-
der to be eligible for Medicaid, based on state criteria. 
New York, Pennsylvania and thirty other states and the 
District of Columbia are considered to be “1634” states, 
which are generally required to provide Medicaid to all 
Supplemental Security Income (SSI) recipients and also 
utilize a medically needy test for those not receiving 
SSI.4

Pooled trusts are a particular type of a supplemen-
tal needs trust and are specifi cally authorized by fed-
eral law.5 While the statutory requirements are similar 
to those governing fi rst party, self-settled supplemental 
needs trusts,6 there are signifi cant differences. In partic-
ular, pooled trusts need to be established and managed 
by non-profi t entities and the non-profi t entities are 

Pooled Trusts and the Preemption Doctrine
By Robert P. Mascali
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Circuit decision in Wong v. Doar10), Judge DuBois con-
cluded that in this case the federal law was mandatory. 
From that point, the court proceeded to an examination 
of the preemption doctrine. The court concluded that 
since certain provisions of the Pennsylvania statute 
established a more restrictive standard than Medicaid 
and SSI law, and were in direct confl ict with the fed-
eral statute that deals with pooled trusts, there was a 
preemption and those confl icting provisions were ren-
dered invalid.

Few areas in the law deal so clearly with the in-
tersection of federal and state laws and the concept of 
federalism as in the administration of the Medicaid 
program. Unlike Medicare, which is both established 
and administered by the federal government, Medicaid 
is a federally established program that is administered 
by the various states which can elect to administer their 
programs in different ways subject to certain require-
ments. In that regard, it has been said:

While Medicaid is a system of coop-
erative federalism, the [preemption] 
analysis applies; once the state volun-
tarily accepts the conditions imposed 
by Congress the Supremacy Clause 
obliges it to comply with the federal 
requirements.11 

As the efforts to reform the Medicaid system con-
tinue in New York State and elsewhere, it is necessary 
to keep this basic constitutional precept in mind. 
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6. See 42 U.S.C. § 1396p(d)(4)(A) (2010).
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Based Support Team (CBST) for placement in a state-
approved non-public school (NPS).8

In a case now referred to as simply “Jose P.,”9 it 
was affi rmed that the Board of Education must “‘take 
all actions reasonably necessary to accomplish timely 
evaluation and placement in appropriate programs 
of all children with handicapping conditions.’”10 A 
Nickerson Letter, named for Eugene P. Nickerson, 
who was appointed to hear the case in the United 
States District Court for the Eastern District of New 
York, must be issued to a student in New York City if 
the CSE fails to recommend a placement within thirty 
days of the CSE review meeting that established the 
student’s program for the upcoming school year.11 
Although a Nickerson Letter authorizes tuition fund-
ing for an NPS,12 it passes the burden onto the parent 
to fi rst and foremost to fi nd an appropriate school for 
the student, and then fi nd an appropriate school with 
an available seat. While this may be a viable solution in 
theory, practically it often poses more diffi culty to the 
parent than it is worth, especially when the Nickerson 
Letter is presented to a parent in August.

If the LEA, such as the New York City Department 
of Education (NYCDOE), denies a child’s right to 
FAPE, the parents’ recourse is to request an impartial 
hearing by fi ling a Request for Due Process.13 This 
administrative proceeding, held before an Impartial 
Hearing Offi cer (IHO), sets forth any and all violations 
alleged against the LEA,14 and requests certain relief 
for the student for the LEA’s failure to provide a FAPE.

It is important to remember that a child with a 
disability who has been parentally placed in a private 
school does not have an individual right to receive 
special education and related services that he or she 
would receive if enrolled in a public school.15 If, how-
ever, the parent is seeking tuition reimbursement from 
the LEA, the child with a disability shall continue to 
receive special education and related services that he or 
she would receive in the public school system. It is also 
important to note that the Supreme Court has held that 
“IDEA authorizes reimbursement for the cost of private 
special-education services when a school district fails 
to provide a FAPE and the private-school placement is 
appropriate, regardless of whether the child previously 
received special education or related services through 
the public school.”16

It is well settled that parents may be entitled to tu-
ition reimbursement despite the unilateral withdrawal 
of their child from the public school17 for failure of the 
public school to provide a FAPE. The factors a parent 
must prove in such a case, hereinafter referred to as the 

When the 2011-2012 
school year began, nearly 
500 students with disabili-
ties were without a kinder-
garten placement in New 
York City.1 This means that 
the Committee on Special 
Education (CSE) convened 
to develop an Individualized 
Education Program (IEP) for 
each of these students, and 
then failed to make a recom-
mendation for an appropri-
ate placement for September. 

Although kindergarten is not a mandatory school 
year for students in New York,2 many parents feel that 
in addition to the natural continuation of the preschool 
program, kindergarten is a necessary foundation for 
the transition to fi rst grade. In these tough economic 
times, parents are faced with a very diffi cult deci-
sion—send their son or daughter to a general education 
classroom, or place him or her in a private school. For 
a parent with a special needs child, the answer is very 
clear. The question simply becomes, who pays for the 
private school tuition?

Under federal and state regulations, a student with 
a disability is entitled to a free appropriate public edu-
cation (FAPE).3 The purpose of the Individuals With 
Disabilities Education Act (IDEA) is “to ensure that all 
children with disabilities have available to them a free 
appropriate public education that emphasizes special 
education and related services designed to meet their 
unique needs and prepare them for further education, 
employment, and independent living….”4

In general, the local educational agency (LEA) 
where the private school is located is responsible for 
equitable participation,5 and must spend an amount 
“equal to a proportionate amount of Federal funds 
made available” under the IDEA to meet its obliga-
tions to parentally placed private school children with 
disabilities.6 The same does not apply to students who 
have been parentally placed as a result of the LEA’s 
failure to provide FAPE in the public school.

A child’s IEP must be implemented on the fi rst day 
of the school year.7 Failure to do so is a denial of the 
student’s right to FAPE. Implementation of the IEP in-
cludes placement in an appropriate program designed 
to meet the student’s unique educational needs. 

In New York City, if it is determined that the public 
school cannot provide an appropriate educational en-
vironment, the CSE may defer the child to the Central 

Seeking Reimbursement for Private School Tuition
By Lauren I. Mechaly
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Conclusion
It is important for parents to know that their child’s 

right to a free appropriate public education should 
not be affected by the inability of the school district to 
provide an appropriate public school setting. Whether 
the school district has recommended an inappropriate 
placement, or has failed to recommend any placement, 
the parents of a special needs child should always re-
member that they are entitled to seek reimbursement 
for private school tuition. Most importantly, a parent 
should know his or her rights, and should seek the ad-
vice of counsel if those rights are being violated.
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“Burlington factors,” include 1) the public school place-
ment is inappropriate; 2) the private school placement 
is appropriate; and 3) the equities favor the parent.18 
There are two sources of funding available to parents 
who unilaterally place their child in a private school 
setting. 

The Supreme Court unanimously held that if a 
public school fails to provide an appropriate education 
to a student with a disability, and the student receives 
an appropriate education in a private placement, the 
parents are entitled to be reimbursed for the child’s ed-
ucation.19 Through this “Carter funding,” the Supreme 
Court has created the ability to unilaterally place a 
student in a private school, and to seek reimburse-
ment through the impartial hearing process. However, 
although this case presents the parent with the oppor-
tunity to seek reimbursement for tuition following a 
unilateral placement in a private school, this case does 
not provide for families who cannot afford to pay for 
private school tuition.

The Northern District in New York identifi ed that 
a confl ict arises between a student’s right to FAPE and 
the state’s approval process “when a parent does not 
have the fi nancial means to front the cost of a non-
approved private school. Without external support, the 
child would have no chance at what has already been 
determined to be his or her opportunity to receive an 
appropriate education.”20 The Court held that if the 
Burlington factors have been met, and if a parent can 
demonstrate that he or she is unable to afford unilat-
eral placement in a private school, “the public school 
must pay the cost of private placement immediately.”21 
Through this “Connors funding” the court created the 
ability for parents to unilaterally place a student in a 
private school and seek prospective payment.

During the pendency of the impartial hearing, the 
parent has the right to invoke a “stay-put,” meaning 
that the last agreed-upon IEP will be in place during 
the pendency of the proceeding.22 For the parents of the 
500 students in New York City without kindergarten 
placement, the confl ict arises whether to implement 
the child’s preschool IEP during the pendency of the 
proceeding, and place the child back in a preschool 
program, o r to withdraw the child from the public 
school system and unilaterally place him or her in a 
private school for the kindergarten year. In Burlington, 
the court recognized the confl ict parents face between 
maintaining their child in an inappropriate place-
ment and fi nding the funding for a private school. 
Accordingly, the court held that a unilateral withdraw-
al from school prior to an administrative hearing does 
not waive the child’s right to such an equitable remedy 
at the end of the review process.23 



44 NYSBA  Elder and Special Needs Law Journal  |  Winter 2012  |  Vol. 22  |  No. 1        

disabled individual, either inter vivos or testamentary. 
The funds are exempt for both Medicaid and SSI pur-
poses. By depositing their inheritance into an SNT, the 
money will not affect Medicaid or SSI eligibility. Con-
gress, in 1993, created an exception under the amend-
ments to the Omnibus Budget and Reconciliation Act1 
to specifi cally authorize the use of Supplemental Needs 
Trusts for the benefi t of individuals who are under the 
age of sixty-fi ve and disabled according to Social Se-
curity standards. Social Security defi nes disability as a 
mental or physical impairment expected to last at least 
12 months and prevents the person from engaging in 
substantial gainful activity.2

Another familiar instance revolves around a child 
with a disability who has recently turned eighteen, 
who lives at a school which provides specialized in-
struction catering to his needs, providing life and vo-
cational skills training. In addition, usually the parents 
and grandparents in this scenario have given the child 
money, and for explanatory purpose let’s say that he 
has accumulated over $100,000 in a Uniform Transfers 
to Minors Act (UTMA) account at a local bank. The 
UTMA gives the child a right to these assets. A trans-
fer under the UTMA “is irrevocable, and the custodial 
property is indefeasibly vested in the minor.”3 Accord-
ingly, the property belongs to the child, and the parent 
and/or custodian cannot prevent him from accessing 
same. 

In this case, the parents did not want their child 
to have access to the funds, now that he turned 18. 
They were concerned that their child, who is unable 
to understand simple math, could not manage these 
funds. We fi led an Article 81 Guardianship Petition for 
the parents to be appointed guardians of both person 
and property, and requested court approval to create 
and fund a fi rst-party/self-settled SNT with the child’s 
assets and to appoint the parents the Trustees thereto. 
Self-Settled Trusts are SNTs funded with a disabled 
benefi ciary’s own funds, or funds to which he is en-
titled such as a personal injury award or inheritance. 
Such trusts also must have a Medicaid payback provi-
sion. Upon the death of the disabled benefi ciary, all re-
maining trust principal and accumulated income must 
be paid back to Medicaid to reimburse Medicaid for 
all benefi ts paid to the disabled benefi ciary during his 
or her lifetime. Any funds left over may be paid to the 
named benefi ciary of the Trust. 

Many couples and indi-
viduals come to our offi ce 
for an estate planning con-
sultation. We review their 
estate plan and long-term 
care needs and ask about 
their age, health, fi nances, 
and family. Only later do 
they tell us about their adult 
disabled child. This article 
focuses on children with 
special needs who are over 
the age of 18, and, using a 
few case examples, provides an overview of Guardian-
ships and Supplemental Needs Trusts (SNTs) as plan-
ning tools for their parents.

The typical scenario is as follows: a couple in their 
mid-seventies with three children, one of whom is in 
his or her late forties with a disability limiting his or 
her capacity. Often, many people with disabilities who 
are currently this age have lived at home their entire 
lives, were in school until age twenty-one, and have not 
received any support services or job training. The par-
ents have not done any special needs or long-term care 
planning for their child. As part of the parents’ estate 
plan, we would discuss planning for their child both 
during their lifetime and upon their death, as she will 
need support services in place once her parents can no 
longer care for her, such as life skills training, a place to 
reside, and protection of assets.

We advise the parents to commence a Mental Hy-
giene Law Article 81 Guardianship proceeding so that 
they may be appointed the child’s guardian, both of 
person and property. This will grant them the legal 
authority to make medical and fi nancial decisions for 
their child. If the child is a Medicaid recipient and has 
surplus income, or if the child is not on Medicaid, but 
may be in the future, we request that the Court autho-
rize the creation and funding of a pooled income only 
trust. For example, the NYSARC, Inc. Community 
Trust II, for the deposit of the individual’s Medicaid 
surplus income.

In terms of estate planning for the parents, we rec-
ommend that their Last Wills contain a Supplemental 
Needs Trust (SNT) if they have a benefi ciary with a 
disability. An SNT is a Trust created for the benefi t of a 

Guardianships and Supplemental Needs Trusts (SNTs) 
as Planning Tools for Parents of Adult Disabled 
Children: A Case Study 
By Sara Meyers



NYSBA  Elder and Special Needs Law Journal  |  Winter 2012  |  Vol. 22  |  No. 1 45    

amount it had paid on behalf of the daughter. The court 
found that the testator had intended the principal to be 
used for the daughter during her lifetime.

It should also be noted that the funding of a Third 
Party SNT has Medicaid planning benefi ts for the 
Grantor of the Trust. The transfer of assets to the SNT is 
considered an exempt transfer by the transferor, and no 
period of ineligibility is created. 

We had a case recently that illustrates what can 
happen if estate planning is not done, or if a parent’s 
estate plan fails to take into consideration the needs 
of an adult disabled child: Mom died with a Last Will 
leaving all of her assets to her son, an adult with a 
disability who resides in a group home and receives 
SSI and Medicaid. If he were to receive the bequest 
outright, then he would lose his SSI and Medicaid. 
A Guardian Ad Litem was appointed for him in Sur-
rogate’s Court to represent him and his best interests. 
The court agreed to have the executor of the estate hold 
the son’s bequest pending a guardianship petition in 
Supreme Court, as well as the approval of a First Party 
SNT for the deposit of the inheritance. If the mother’s 
Last Will had a provision for a disabled child, his be-
quest would have gone into a Third Party SNT, with no 
payback provision and the Guardianship and the need 
for a First Party SNT would have been obviated.

Endnotes
1. See generally Pub. L. No. 103-66, 107 Stat. 312 (1993).

2. 42 U.S.C. § 423 (2006).

3. See Uniform Transfers to Minors Act (2005).

4. 94 Misc. 2d 952, affi rmed 75 A.D. 2d 531, 426 N.Y.S. 2d 1008.
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The SNT we drafted and submitted to the Court, 
and to the Department of Social Services (DSS) for ap-
proval, is a First Party/Self Settled SNT with a Medic-
aid payback provision. DSS must approve the SNT. In 
many jurisdictions, the Court will not sign the guard-
ianship judgment until it has received a letter from DSS 
approving the SNT. Additionally, the guardianship 
Judgment was tailored for fl exibility in terms of the 
Guardian of the Person. The guardians of the person, 
the parents, are to consult with their child in relation 
to decisions regarding their abode and medical needs. 
Also, to give their child some independence, the guard-
ians are to establish a checking account for their son or 
daughter, independent of the guardianship account, 
depositing $200 a month for their child to use at his or 
her discretion. This provides their child some autono-
my and helps him or her develop a sense of ownership 
and independence.

We also advised the parents not to deposit other 
monies into the UTMA account, which was re-titled to 
the name of the SNT. We also recommended that they 
create a Third Party SNT pursuant to EPTL 7-1.12 and 
deposit any gifts or monies that they or others wish 
to give to their child to an account in the name of the 
Third Party SNT. A Third Party SNT is a Trust created 
and funded by someone other than the disabled benefi -
ciary with funds that are not those of the disabled per-
son. The SNT can be “inter vivos” or “testamentary.” 
For inter vivos third-party SNTs, the creator can be a 
person or entity other than the benefi ciary’s spouse or 
a person with a legal obligation (a parent of a disabled 
child under the age of 18) to support the benefi ciary. A 
parent of a minor child can fund and create a testamen-
tary trust for the disabled benefi ciary. 

EPTL 7-1.12 codifi es In Re Escher,4 wherein the 
Bronx County Surrogate’s Court held that a testamen-
tary trust, established by the parents of a disabled 
child, allocating the principal solely for the benefi -
ciary’s “necessary support and maintenance” was 
protected from a State claim for reimbursement on the 
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poraneous written agreement showing the intention of 
repayment.

Medicaid: Spousal Income Allowance

Medicaid recipient appealed from fair hearing 
decision directing her to pay her excess income to 
the nursing home and not to her spouse.3

A nursing home resident and Medicaid recipient 
brought this Article 78 proceeding. She appealed from 
a fair hearing decision directing her excess income be 
paid to the facility and not to her spouse. Relying on 
Balzarini v. Suffolk County Dept. of Social Services,4 she 
argued that her spouse’s living expenses such as mort-
gage payments, real estate tax, credit card payments, 
and utility costs qualifi ed as exceptional circumstances 
resulting in signifi cant fi nancial distress pursuant to 
state and federal Medicaid law. Subsequent to the 
fi ling of the petition, Balzarini, was reversed. The Ap-
pellate Division held in the Article 78 proceeding that 
spousal living expenses were not exceptional circum-
stances. The appeal was denied based on the reversal in 
Balzarini.5

Article 81: Bond

Matter of Karen T.6

Kim T. was appointed guardian for her daugh-
ter and ordered to obtain a bond in the amount of 
$800,000. She petitioned to reduce the amount of the 
bond as the ward’s assets under a laddered settlement 
would not exceed $310,000 in the fi rst year. In addition, 
the bonding company would not issue a bond greater 
than the value of the ward’s assets.

The court lowered the bond amount to $310,000 
for one year, at which time the guardian would submit 
an accounting to determine the amount of the bond re-
quirements thereafter.

Article 81: Fees

Petitioner in a withdrawn Article 81 proceeding 
appealed from an order directing him to pay 
counsel fees. Granted.7

When this Article 81 proceeding was withdrawn, 
the court ordered petitioner to personally pay $825 to 
Mental Hygiene Legal Service for its fee as counsel to 
the AIP. The petitioner appealed.

The Second Department reversed. When an Article 
81 proceeding is withdrawn or dismissed the court 
may, in its discretion, order payment by the petitioner. 

Medicaid: Fraudulent 
Conveyance

Dept. of Social Services 
(DSS) objected to the 
accounting in the estate of 
a refusing spouse, claiming 
assets fraudulently 
conveyed were available 
for recovery. Granted in 
part.1 

DSS appealed from a 
dismissal of its objections 
to an accounting in the estate of a Medicaid recipient’s 
refusing spouse. The value of the estate was less than 
the claims of creditors, including DSS.

DSS argued that three conveyances made by the 
refusing spouse were fraudulent under Debtor Creditor 
Law and should be available to creditors. The spouse 
had purchased an annuity and received fair consider-
ation in return; gifted a camp to his children retaining a 
life estate; and gifted a car to his caregiver. 

The Third Department held that only the car was a 
fraudulent conveyance. It was the only gift made at a 
time when the value of the gift reduced decedent’s as-
sets to less than his total debts. The decision cites Debt-
or Creditor Law § 273, which states: “any conveyance 
made without fair consideration that renders a person 
insolvent at the time of the transfer is considered fraud-
ulent as to creditors without regard to intent.” DSS 
could recover, to the extent available, an amount equal 
to the excess resources available at the time of applica-
tion plus the excess income for each of the 39 months 
that decedent received medical assistance.

Medicaid: Uncompensated Transfers

Petitioner appealed from a Medicaid denial due to 
uncompensated transfers. Denied.2

Petitioner facility submitted a Medicaid application 
for its resident, Bernadette Jordan. The application was 
denied because the applicant had transferred assets 
from her revocable trust to her daughter. The facility 
appealed. The denial was upheld at a fair hearing. In 
the Article 78 proceeding, petitioner facility argued that 
the transfers were not gifts. The documented expenses 
were advanced by the daughter with the expectation 
of mother and daughter that the daughter would be 
reimbursed. 

The court held that the decision was rational and 
not arbitrary and capricious. On further appeal, the 
Second Department affi rmed, as there was no contem-

Recent New York Cases
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Article 81: Health Care Decisions

Petitioner sought appointment as Article 81 
personal needs guardian to override her mother’s 
MOLST and authorize artifi cial feeding. Granted.10

The petitioner, one of seven children of the Alleged 
Incapacitated Person (AIP), Joan Zornow, sought ap-
pointment as Article 81 guardian with the authority to 
make medical decisions for her mother with advanced 
Alzheimer’s disease. Joan Zornow had not executed a 
health care proxy but had executed several Medical Or-
ders on Life-Sustaining Treatments (MOLSTs), directing 
no artifi cial feeding and no hospitalization. The court 
appointed petitioner and her brother, Douglas Zornow, 
as temporary co-guardians. Douglas Zornow sup-
ported the directions in the MOLST and testifi ed to his 
mother’s wishes to forgo artifi cial feeding. His sister 
testifi ed to their mother’s expressed desire for artifi cial 
feeding. The court found the request for artifi cial feed-
ing to be clear and convincing evidence of the AIP’s 
wishes in her specifi c situation. 

The court appointed the petitioner and Catholic 
Family Services as co-guardians. As Joan Zornow was a 
Roman Catholic, the court extensively reviewed Roman 
Catholic beliefs regarding artifi cial feeding. It directed 
the guardians to follow the Roman Catholic position 
to provide artifi cial feeding with few exceptions and to 
disregard any directions in the MOLST to the contrary. 

Probate: Undue Infl uence v. Duress

Named executor and sole benefi ciary moved for 
summary judgment in action to set aside will. 
Denied on claim of duress. Granted for all other 
claims, including undue infl uence.11

Decedent left a $2.8 million estate. The surviving 
co-executor grandnephew, who was also the sole ben-
efi ciary, submitted the will for probate. The will named 
him as contingent benefi ciary but he became the sole 
benefi ciary due to the prior deaths of the decedent’s 
sisters. Four nieces and nephews contested the probate 
on several grounds, including undue infl uence and 
duress. The proponent moved for summary judgment. 
His sister testifi ed to the decedent’s fear and distrust of 
the proponent. In considering the motion, the court ex-
tensively reviewed the evolving legal issues of undue 
infl uence and duress.

The court denied summary judgment on the claim 
of duress but granted it for all other claims including 
undue infl uence. It held that there was insuffi cient evi-
dence to support undue infl uence but it remained an 
issue of fact as to whether the decedent felt threatened 
by the proponent to the extent that she was afraid to 
make changes to her will. 

In this case, the petitioner did not bring this proceeding 
in bad faith and was not held responsible for the fee.

17-A Fees

17-A guardians petitioned for fees. Denied.8

Parents of Jonathan EE were their son’s 17-A 
guardians for several years before they were replaced 
in 2009. They petitioned for guardianship fees. The Sur-
rogate’s Court, Broome County, awarded them $41,872 
to be paid from Jonathan EE’s supplemental needs 
trust. The trustee appealed. Petitioner parents cross 
appealed. 

The Appellate Division, Third Dep’t, reversed, 
dismissing the petition on the grounds that there is no 
statutory provision in Article 17-A of SCPA authorizing 
fees to a 17-A guardian. 

Article 81: Penalty Period

Article 81 guardian argued that a three-year look 
back should be applied to property transferred in 
2005. Denied. No gift was made.9

Mrs. Abrams deeded her house to a daughter, 
Marcia Abrams, in October, 2005 for no consideration, 
apparently for the purpose of protecting the property 
from Mrs. Abrams’ son. In a subsequent proceeding to 
appoint an Article 81 guardian, Marcia Abrams was ap-
pointed personal needs guardian, and another daugh-
ter, Dianne Roberts, was appointed property guardian. 
The parties entered into a stipulation to sell the house, 
pay off a reverse mortgage, and put the net proceeds 
into a trust account for the benefi t of Mrs. Abrams. 
When the uncertainty of ownership caused a problem 
with a potential sale, the court issued an order declar-
ing Marcia Abrams the owner, but additionally ordered 
that the net proceeds be held in trust for the benefi t of 
Mrs. Abrams.

Subsequently, Mrs. Abrams moved to New Jersey 
to be with her daughters. They hired an attorney to 
transfer the guardianship to New Jersey and to prepare 
a Medicaid application for Mrs. Abrams, who was then 
a nursing home resident. When fi ling her fi nal account 
in New York, Marcia Abrams sought the court’s confi r-
mation that the proceeds from the property were not 
part of the fi nal account as the property was owned by 
Marcia Abrams since 2005. 

The court held that the proceeds must be part of 
the accounting. The look back period, three years in 
2005, never commenced because a gift was never made. 
The court had previously ordered that the transfer to 
Marcia Abrams was to protect the asset from misman-
agement and waste and that the proceeds were to be 
held for Mrs. Abrams’ benefi t.
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his appointment but the court saw an actual confl ict in 
this case.
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Article 81: Attorney Fees

Attorney guardian sought legal fees for preparation 
of annual accounts. Denied.12

The court directed an attorney and Article 81 
guardian of the property for Soledad P. to stop taking 
attorney fees for her preparation of the annual accounts 
without court approval. In response the attorney/
guardian sought approval of her fees already taken and 
approval of an ongoing yearly fee to be taken without 
court approval.

The court denied the application, fi nding that the 
services for which the attorney sought fees were rou-
tine duties of a property guardian.

Article 81: Appointment

Brother petitioned for appointment as personal 
needs guardian where his children were remainder 
benefi ciaries of the AIP’s signifi cant trust. 
Independent guardian appointed.13

Until the summer of 2010, the AIP’s mother was 
her caregiver. Shortly after her mother’s death, the 
AIP’s brother left his Florida residence to stay tempo-
rarily in the AIP’s basement apartment and oversee 
her care needs. The AIP had signifi cant assets in a trust 
with her brother as trustee and his children as remain-
der benefi ciaries. Brother petitioned for appointment 
as Article 81 personal needs guardian. His plan was to 
place his sister in a nursing home and sell her house.

The evidence and court evaluator’s report detailed 
the AIP’s need for assistance and supported keeping 
her at home. A neighbor testifi ed that the brother was 
not fully addressing the AIP’s needs and that he was 
protecting the trust assets for his children. 

The court appointed an independent personal 
needs guardian. The AIP’s brother had an interest ad-
verse to that of his sister and if appointed could gain 
fi nancially to his sister’s detriment. The fact that his 
children were remaindermen did not, in itself, preclude 
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dress their reality, but also help them to deal with it. 
Such a program should address their challenges to help 
them to learn and develop, so that they may participate 
in the world as fully as possible. It is the challenges 
themselves that therefore must be assessed. 

This is a tricky business, but also not beyond our 
purview, as it can be done with those very same tests. 
We can even use those very same scores in doing this, 
using those scores as part of a larger interpretive and 
exploratory process. They become means to map out 
a terrain, showing the client’s high and low spots, 
strengths and weakness. However, that is just a fi rst 
step, as one must then try to discern why the terrain 
is shaped in the way that it is. The terrain of an indi-
vidual’s mental, emotional and social makeup is a very 
subtle thing. Additionally, one must account for his or 
her experiences up to that time as well. 

The task is, at the very least, daunting. It can be 
easily understood why educational systems fall back 
upon normed scores to place and position individuals. 
Thankfully we can examine our clients’ performances 
on those tests, item by item. In that we can start to see 
what may underlie their performance, test further, and 
then eventually fi nd what underlies that terrain. This 
is an ongoing process. For the individual’s subsequent 
program can be structured to test that terrain too. The 
initial key is to fi rst perform a decent assessment. With 
that, we can start to open the door for them.

B. The Process Approach to Testing: Exploring the 
Whole Terrain

Luckily, the modes for testing such as terrain have 
been explored, and have been shared for some time 
now, using the same tests that standardized scores are 
reported from. One of the primary approaches to this 
mode of testing is called the Process Approach.1 Via the 
Process Approach, one examines how the individual 
arrived at his or her answers on a test. In fact, on some 
tests, alternative means are provided for testing the 
same content. For example, if one cannot retrieve a 
name, one may be able to recognize it, thus testing for 
the blockage mentioned earlier. Regrettably though, 
an individual’s issues are often not that simple. In fact, 
the combination of two or three challenges can provide 
quite a knot to be untied. That is why testing across 
the whole terrain becomes so important. This is the 
cornerstone of neuropsychological testing, of which the 
Process Approach is a part. Obviously, on one hand, 
schooling in terms of brain functions can play an im-
portant part in the interpretive process. With head inju-

Tests and the 
Perceptions They Create

We’ve all experienced 
not quite being able to re-
member something. Wheth-
er it’s a word, fact, etc.—it’s 
on the tip of our tongue, but 
just won’t come out. 

We are lucky because 
there is a very good chance 
we’ll be able to retrieve 
that piece of information. 
Simply by doing something else, the lost information 
will probably pop out. But what about those that can’t 
remember, and are challenged by a bottleneck in that 
very same channel? We are able to “stay on top of” 
things because we can remember. But what happens to 
those that face such a challenge? Should it be assumed 
they don’t know, or that they are less intelligent?

I use this as a simple example to show how and 
why testing must be so much more that scoring “yay” 
or “nay” on a set of test items. As the above example 
demonstrates, what is the meaning of such a score, if 
it refl ects only that the right answer came out? Is it an 
honest assessment of the individual? If it is us, then we 
can show what we are able to retrieve, and how we are 
able to perform. But with those that face challenges, 
the same score may only indicate that that retrieval or 
performance is not forthcoming. But that score tells us 
nothing about why. If an individual requires a custom-
ized educational program that focuses on his or her 
needs, then an answer to why is needed.

For starters, it is also important to note how many 
such challenges may exist. There are broad categories, 
of course: problem solving, memory, attention, percep-
tion, language. But within each of these there are a 
multitude of possibilities. Secondly, it is important to 
remember what those scores on intelligence and edu-
cational tests actually refl ect: the norms for individuals 
the same age. In other words, just as we can perform 
well in relation to our peers and can score well on these 
tests, those with challenges don’t. But again, that is all 
that the scores are indicating—these individuals don’t 
perform well in comparison to others, in general.

A. The Importance of Individual Testing for 
Designing a Program 

We may have the responsibility to design a pro-
gram for these individuals, which must not only ad-

The Proper Purpose of Assessments in the IEP Process: 
It’s a Lot More Than Reporting a Score
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2. Examination of a Single Test Item

Before we start feeling too phenomenally intimi-
dated by all this, let’s drop back and look at a single 
test item to see how we may tackle it. Part of what 
is so interesting about the standardized tests is how 
many systems may come into play within one test item. 
This is obviously the case, given the description a few 
paragraphs back of how multiple systems must be co-
ordinated for processing a single piece of information, 
much less our having to respond to it. There is seldom 
an item that is a solely “verbal” or solely “perceptual.” 
Like anything else, an item will be made of parts. A 
test with a set of such items may be similar. But caution 
must be taken here too, for new processes may be add-
ed on with later items, so that they are “harder.” For 
example, with an arithmetic problem, there’s a qualita-
tive difference between addition of single digits versus 
addition of double digits, the addition of two numbers 
and the addition of three or more numbers, etc. There-
fore, our basic unit must be the single test item, noting 
exactly what the task demands are for each item.

Within a single such item one can see how an as-
sessment can account for the above. A single item, with 
its multiple processes, is like a microcosm of the larger 
whole, with the larger whole operating by the same 
principles. A single item is made of parts, so examine 
how those parts are dealt with and you will be able to 
see how the whole operates. 

Take a standard arithmetic word problem. “If Mary 
has 6 tomatoes and sells 3….” You’ve already solved 
it, without my even having completed the statement. 
Interesting, eh? You did it in your head, mentally. And 
you did it automatically. I didn’t need to tell you to do 
it. Six minus three equals three. You used memorized 
“math facts.” Still, a child counting on his or her fi ngers 
could solve it. There is a strong linguistic component 
too. How did you and the child arrive at subtraction? A 
linguistic convention indicated by the word “sells” tells 
us this, plus the concepts behind “If Mary has…,” so 
that we’re looking for some alteration in that amount. 

That is an example of just a small piece of the men-
tal terrain that is your life, that you don’t even think 
about. Yet the child must build a terrain like that which 
you now stand on. However, our judgments of a child 
and their performance are not always so lenient. Even 
if transferred to paper, written down and solved, these 
are clearly mental manipulations. But what if a child 
can’t do it without writing it down? Is he or she unable 
to perform the mental manipulation? Hardly, especially 
if he or she did all the steps of translating and trans-
ferring the problem, performing the calculation, and 
arriving at the solution. No, rather, that child may be 
burdened by some other aspect of short term retention, 
of not being able to hold on to the information and per-
form the mental manipulation at the same time. Now 
we are starting to get at something. 

ries and conditions leading to insults of the brain, one 
can see specifi c impairments in function and in the per-
formances that result from localized damage. However, 
the parts of the brain are not organized in isolation of 
each other. Instead, the brain normally performs its 
functions via connections made between multiple areas 
of the brain, so that multiple processes can occur simul-
taneously. When you hear something, there is an order 
and partitioning to processing what you hear. Multiple 
systems, including cognitive, mnemonic, linguistic and 
perceptual, may be brought to bear on the processing 
of a single piece of information. An additional full set 
of processes may in turn be brought to bear on one’s 
reaction to it, which can include a response, motoric or 
linguistic, and/or seeking further information, thus in-
volving perceptual, attentional or linguistic processes. 

If a brain insult occurs to one of the areas respon-
sible for a part of one of these processes, then an iso-
lated impairment may be seen, which will be visible 
when testing these individuals. In fact, they can be very 
similar to our “tip of the tongue” example, with all else 
functioning normally. The rest of their language and 
thinking may be in place, with their not being able to 
perform that one piece. It’s as if that piece just dropped 
out. Or, depending on the injury, there may be multiple 
such pieces. Or worse, there may be qualitatively dif-
ferent complexes. Still, there can be an identifi able, “lo-
calized” sense to what processes are missing.

1. Neurological Challenges of Children 

However, with the neurological challenges that 
children face, the situation is different. The subtle con-
tributions of development are so strong that isolatable 
functions and performances are less likely, especially 
in terms of how we know those functions in our fully-
developed, “adult” terms. Kids are still putting the 
pieces together. Even the functions that naming or re-
membering serve can be different for a child than they 
are for an adult. This is so because t development is the 
core focus of children’s lives. For example, it is not just 
that piece that is lost when trying to retrieve a piece of 
information, but access to structures of knowledge and 
ways of knowing, which a child is actively building, for 
which he or she needs those “pieces of information.” 
By comparison, we have already “built” our knowl-
edge bases, so we only need the information in the mo-
ment. And for the child, each of the sub-systems, e.g., 
attentional, perceptual, linguistic, and motoric, play a 
part in development that must be coordinated with the 
others. If one of them does not play its part, a broader 
set of issues may arise. These are like the complexes I 
mentioned for adults above, but their ramifi cations go 
even further. For they affect the ground that is being 
built by the child, through their development. With 
kids, one is assessing a dynamic terrain, and having to 
judge occurrences yet to come. 
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because the child got to perform the task motorically. 
So you look at tests that require the manipulation, jux-
taposition and selection of visually presented materi-
als without motor manipulation—quite a mouthful, 
but you know the tests, and what is done with them. 
Or maybe it’s the retention of linguistic information, 
which must then be manipulated, that is giving the 
child a hard time. So you look to see if they can handle 
other types of verbal materials that require inferences 
and prediction. Or is there something in the word/
arithmetic problems themselves? Or is the problem in 
the character of number, and how the child relates to 
that? 

In this way, all the single items are like atoms, 
bouncing off of each other. The sets they come from 
may have similarities and differences within them. 
So you can see whether the atoms do or don’t bond 
to make molecules. One watches their behaviors, and 
performs tests to see how they behave. And in this way 
one can come to know a child’s terrain—by closely 
examining it with these special tools, tools that one be-
comes familiar with, and with which one is able to see 
the nuances of an individual. 

Finally, with a view of the child, one must then 
approach the dynamic of his or her development. As 
noted, a child’s purpose and place with all of this is 
very different from ours. Children are testing and try-
ing things. They are learning and coming to be. But as 
we are viewing them, there is another point we should 
remember. We have values that we bring to this picture, 
much like the judgments I mentioned above. But is it 
the child we see, or our judgments? For we see a low 
score in mental arithmetic, or his need to use paper to 
solve the problem, but is that the end of the world? Our 
view says something is wrong. But have we looked 
at its meaning for the child and, most importantly, 
for his or her development? For, what is the effect of 
something being declared “wrong”? With that, and our 
normative scoring systems, we become as much of an 
“effect” upon development as anything else! 

I express the idea in this way to suggest what our 
role is at this point, as we head toward setting out a 
program for the child—one that hopefully relates to 
his or her educational needs. So let’s say we fi nd that 
there’s a mix, right there at the point where the linguis-
tic aspect of the problems meets the arithmetic itself. 
To overcome this impasse, the child has to write down 
the problem. We fi nd that this enables him or her to 
make the transition. Hypothetically, what if the other 
children aren’t allowed to do that, and there is a very 
stringent rule at the child’s school about this? Should 
our child be allowed to? Will he/she be given an unfair 
advantage thereby? Or do we look at our child as a de-
velopmental whole, as a child who could well use that 
aid, to open and ease his or her way in the world?

Whereas this single item is probably not making 
you feel comfortable with this world of assessment 
yet, let me expand to show you where it fi ts. What if 
that single item, just the mental arithmetic problem 
alone, with its answer scored as “right” or “wrong,” 
is all the information gotten from the testing? Then 
all that underlies there is missed. For those of us who 
can “pop out” our answer, this is not a problem. For a 
child that is struggling with some aspect of this, it is a 
problem. Luckily, in this case, it is likely that our child 
will be given a sheet of written problems to solve too. 
But if he or she does well with those, then it may be 
said “good with calculations, but not good with mental 
manipulations.” Even worse, that mental arithmetic 
score may be entered into an overall verbal score for 
the child, as they are “word” problems, thus lowering 
that score too. Of course, any test worth its salt and the 
testers who administer them will note the signifi cant 
difference of this test from others within that “verbal” 
domain. But in the process of getting those scores re-
ported, and meeting the demands for the classifi cation 
and placement decisions for all students, are these dif-
ferences really noted?

C. Comparing Single Items Across Tests

So we stop for a moment, and start with our single 
item again. If we at least have it as a snapshot of the 
student, that may give us an honest starting point, be-
fore all else is swept under the rug. While our single 
item is still no less intimidating, it at least gives us 
something: something real.

The trick for using it, though, is in using it in com-
bination with other test items—across tests—but doing 
so in terms of those parts I illustrated. If two test items 
on different tests, share two parts, but differ on a third 
part, and the child’s performance is different on these 
two items, then what? This is why so many tests are 
administered during neuropsychological testing. Only 
in this way can you get a true picture of this child’s ter-
rain, for his or her particular strengths and weaknesses. 
For example, that very subtle diffi culty in retaining and 
comparing information when problem solving mental-
ly may show up elsewhere. Of course, with experience 
you know what tests those may be, so you use them. 
As now you are looking at the terrain itself, and testing 
it. The scores are secondary. Though you calculate them 
too, so that when writing about your fi ndings you can 
say “the child fell below the norms on X,” but then 
with your comparison of items you can say “but here 
appears to be the reason why.” It is the combination 
of elements within particular tasks that you are now 
looking at, or more precisely, that you are looking at 
to see how the child responds. A similar task with just 
perceptual combinations may not give the child a prob-
lem. But that may be because the perceptual problem is 
seen, and can be solved by using mental manipulations 
of visually present materials, such as in puzzles. Or, 
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can come into play. Work with those parts should al-
ways continue. Even if it is never complete, ways may 
be found for the child to compensate, just as we would 
think about our brain-injured person who has “lost” 
something. Yes, in the case of our child, it requires 
looking into the future, which is harder than noting 
something that was there and is suddenly gone. But we 
are looking at how they may grow, not weighed down 
by that part that they didn’t have, and by fi nding a way 
to live and work with it. Again, it is those parts that we 
can “see” in our tests.

In this way, an IEP should be sculpted to meet a 
child’s needs. And that should be an ongoing process 
over the years, tracking progress in the identifi ed areas, 
and noting changes as they are needed. Of course, the 
challenges that may need to be faced, for and by any 
specifi c child, may be far more than portrayed above 
as well. The above picture was drawn to show a single 
thread. In actuality, a combination of linguistic, atten-
tional, perceptual and motoric problems can result in 
a rather complex terrain. The challenge for us, as well 
as the child, is the same. Identify the problem, and deal 
with it. Scores and classifi cations mean nothing if they 
simply “place” a child. That placement must be for the 
child’s identifi ed needs. And the educational program 
for that child, including placement and support ser-
vices, must be for the same purpose. So the proper use 
of an assessment will be to tell us what those needs are. 
It is only at that point that the work then begins, i.e., 
that which needs to be done to best facilitate and assure 
appropriate, measurable educational growth, lead-
ing to the achievement of the student’s independent 
functioning.2
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Now obviously, I’m being a bit simplistic with 
this example, but it’s to make a point. To bring that 
point home, we are only talking about a single, eas-
ily imagined aid and solution, for a problem that does 
not appear that severe, and a solution that few would 
object to. But what if the linguistic gap is much larger? 
For example, our child has been found to have a real 
diffi culty dealing with abstractions, exactly of the type 
found in word problems. Our testing led us down a 
path that showed those aspects to be malfunctioning. 
Now what are our responsibilities, and how can they 
be met? What compensations will be allowed? Will the 
child be allowed to use a calculator, even though he/
she can perform the operations suffi ciently without 
one? But what if this aids the child’s linguistic chal-
lenge in this case, which can be tested and shown? 
Here we are starting to cross over a line, out of the land 
of our familiar, conventional knowledge and judg-
ments. Here we are moving into that land above, the 
terrain of the brain systems themselves. And this is the 
child’s brain, the one that child needs to build his or 
her mental world with.

This is still only scratching the surface. We may 
be helping to get the child by, but greater educational 
questions may need to be addressed as well. What 
“compensations” may be needed if a part is not fully 
functioning, or potentially even “missing”? In terms 
of the IEP process, can the child receive an appropriate 
education if these challenges are not adequately identi-
fi ed and the necessary compensatory strategies not pro-
vided? Again, with the brain-injured adult, that piece 
might be taken out, and a function lost. It is noted, and 
it is seen. Of course, such an occurrence, in and of itself, 
may seem devastating, and means for compensating 
for the loss may be sought. With the child, though, the 
distinct “piece” is not as visible, because it has not as 
yet contributed to the whole. And the child may pres-
ent as being “of this character or that,” and may even 
seem fi ne. For example, in our world where “I’m not 
good at math” is heard all the time, it may be easy to 
pass the problem by.

However, we have identifi ed a problem. We have 
looked further than the initial “word problem” and the 
situation with arithmetic. We are not satisfi ed with the 
global test score that simply suggests that the child is a 
bit “slow,” if that is where this is leading. There is a rea-
son why they child is not performing well, and on a set 
of very specifi c types of problems. So before the labels 
can be made to stick, what can be done? If the child 
has talents and strengths, those should be accentuated. 
How can they be given a better balance, as that is what 
we would feel, and hopefully seek for the brain-injured 
adult above. So why not for our child too? Even if those 
stronger parts are not of an accelerated type, they must 
be supported and enabled to fl ourish, rather than the 
“whole” simply receiving a label. This is where the 
parts that have been identifi ed by our initial test items 
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There are several Social Security Disability benefi t 
programs. Individuals may receive SSI or SSDI or a 
combination of both benefi ts. 

Recipients of these benefi ts are often concerned 
that SSI or SSDI monetary benefi ts will be reduced or 
even cancelled if the recipient gets a job. Benefi ciaries 
are also worried that health care coverage (Medicare 
and/or Medicaid) associated with these benefi ts will 
be jeopardized if they return to the work force and if 
they go back to work and are unable to sustain employ-
ment, must they apply for benefi ts again. Because of 
the many concerns benefi ciaries have regarding the 
possible loss of benefi ts, many do not attempt to look 
for work. In part, because of these concerns, the SSA 
developed the “Ticket to Work” program.

A. What Is the Ticket to Work Program?
The Ticket to Work program is a free and voluntary 

program developed to assist SSI and SSDI benefi ciaries 
who live with a disability return to work or increase 
work hours if they are already employed. 

Most individuals with disabilities ages 18 through 
64 who receive SSDI and/or SSI may participate in the 
program. The program was developed to assist SSI/
SSDI benefi ciaries improve their earning potential, 
retain eligibility for benefi ts if a job does not work out 
and provide benefi ciaries with supports and resources 
necessary for the benefi ciary to be successful.2

B. How Does the Ticket to Work Program Work?
A referral is made to a WIPA project benefi ts coun-

selor. The benefi ts counselor assists the benefi ciary in 
fi nding an Employment Network (EN) and “assigns a 
ticket.” The benefi ciary works with the EN to explore 
work options.3 To get started, benefi ciaries should call 
the Ticket to Work Help Line at 866-968-7842 or 866-
833-2967 (TTY). Also, benefi ciaries may visit www.
socialsecurity.gov/work to fi nd a WIPA. It is important 
to note that while an individual is utilizing the Ticket 
to Work program, Continuing Disability Reviews are 
exempted as long as the individual is demonstrating 
progress towards work goals.4 

EN teams may help individuals prepare resumes 
and develop interview skills, explore employment ac-
commodations and provide referrals to other resources. 
The Employment Networks may also help with em-
ployment leads and develop an employment plan.5 

Individuals may also use a “Ticket” to access Vo-
cational Rehabilitation services (VR). A VR counselor 
assists the benefi ciary in developing employment goals 
and implementing a plan.6

Now forty years old, 
Jack has suffered from se-
vere seizures since he was 
eleven years old. He is on a 
variety of different anti-sei-
zure medications. The com-
bination of drugs leaves him 
tired and, at times, unable 
to concentrate. He worked 
for various companies over 
the years, earning enough 
to qualify for Social Security 
Disability (SSDI) benefi ts 
and as a result, he was able to utilize Medicare to cover 
his health care costs. However, he could not maintain 
his employment because he suffered from seizures on a 
regular basis.

For the last year, Jack’s new team of physicians has 
been able to control his seizures and Jack has now been 
seizure free for more than nine months. Jack wanted to 
return to the work force but he feared that if he were 
to accept a job, he would lose his SSDI and access to 
health care benefi ts. Jack contacted the local Social 
Security Administration (SSA) offi ce and spoke to a 
worker who suggested that Jack apply for the “Ticket 
to Work” program. 

The purpose of the Ticket to Work program is to 
expand the universe of service providers available to 
individuals who are entitled to Social Security ben-
efi ts based on disability or eligible for Supplemental 
Security Income (SSI) benefi ts based on disability or 
blindness in obtaining the services necessary to fi nd, 
enter and retain employment. Expanded employment 
opportunities for these individuals also will increase 
the likelihood that these individuals will reduce their 
dependency on Social Security and Supplemental Secu-
rity Income (SSI) cash benefi ts.1

This program will help Jack develop work skills 
and return to work without an immediate loss of 
benefi ts. The SSA worker referred Jack to a Work In-
centives Planning and Assistance Project (“WIPA”). 
WIPA projects are SSA-approved organizations that 
help SSA benefi ciaries explore work opportunities. 
The WIPA staff discusses the Ticket to Work program 
and work incentives and how the programs will affect 
Social Security benefi ts. The staff works with benefi cia-
ries to fi nd proper resources and information to help 
achieve employment goals. The WIPA projects also host 
work incentive seminar events (WISE). The best part 
about WIPA is that the services are generally free to 
benefi ciaries. 

Ticket to Work—Support Services for People Who Live 
With a Disability and Want to Work
By Adrienne Arkontaky
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from age 25 to 64 must earn less than the qualifying 
amount set by the SSA.14

Individuals participating in the Ticket to Work pro-
gram may also establish an Individual Development 
Account (IDA). An IDA is a savings program where 
the benefi ciary saves part of his or her income for a 
home, higher education or a business. Savings may be 
matched up to $2.00 for every $1.00 saved. There is a 
maximum allowable savings of $4,000 allowed. The 
funds are not counted as an asset for both federal and 
state programs.15

As evident in this article, the Ticket to Work pro-
gram is designed to get people working without fear of 
loss of benefi ts. It has assisted many SSI and SSDI ben-
efi ciaries to enhance their lives, earn more income, gain 
independence, explore new careers and achieve a better 
quality of life. 

For more information on this and other programs 
offered by the SSA, call the Ticket to Work Help Line at 
866-968-7842 or visit the SSA website at www. SSA.gov.
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Established under Part C Title 1 of the Develop-
mental Disabilities Assistance and Bill of Rights Act, 
the Protection and Advocacy Benefi ciaries of Social 
Security (PABSS) services are located throughout the 
United States and are free to all SSDI and SSI benefi cia-
ries and anyone who receives Medicare and/or Medic-
aid based on a disability.7 PABSS assists advocating for 
employment accommodations and vocational services, 
provides information to benefi ciaries regarding ben-
efi ts and even helps with any overpayment issues. 

The Ticket to Work program also establishes “work 
incentives.” Work incentives provide benefi ciaries with 
a safety net so that benefi ciaries can receive job train-
ing, improve work skills, pursue an education, and 
explore different jobs or careers.8 

C. Examples of Work Incentives
The Trial Work Period (TWP) is available for SSDI 

benefi ciaries only. This incentive allows the benefi ciary 
to explore work options for at least nine months. Dur-
ing the trial period, the benefi ciary will continue to 
receive full SSDI benefi ts as long as the recipient con-
tinues to have a disabling impairment and reports the 
work activity. There is no limit on how much income 
the benefi ciary earns during this time.9

The Extended Period of Eligibility (EPE) for only 
SSDI benefi ciaries allows benefi ciaries to re-qualify 
for SSDI benefi ts without a new application, disabil-
ity determination, or waiting period. This provides a 
sense of security to recipients doing well in their work 
positions.10

An Earned Income Exclusion (EIE) for only SSI 
recipients provides that less than half of the earnings 
are counted by Social Security as earned income, which 
may allow some working SSI recipients to continue to 
receive an SSI check while working.11

The Ticket to Work program also provides for an 
Expedited Reinstatement (EXP) of benefi ts. Under this 
incentive, if benefi ts are stopped because of the recipi-
ent’s earning level, the benefi ciary can request to have 
the benefi ts reinstated without the need to complete 
a new application. The benefi ciary can also receive 
temporary benefi ts for up to six months. The Expe-
dited Reinstatement is available to both SSDI and SSI 
recipients.12

The program also provides protection from medi-
cal Continuing Disability Reviews (CDR) for both SSDI 
and SSI recipients. The benefi ciary will not have to 
undergo a medical Continuing Disability Review while 
participating in the Ticket to Work program.13

In addition to the above incentives, there are 
earned income tax credits available (EITC). These tax 
benefi ts are special tax benefi ts for working individu-
als with limited income. The EITC is not counted as 
income in most benefi t programs. Eligible individuals 
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SUMMARY OF RECOMMENDATIONS

1. Timing and Capacity -- Mandatory enrollment should not begin until other systemic
concerns described below are addressed, and then solely with new applicants -- over 1,000
persons per month in NYC alone, which would provide an opportunity to work out and test the
new systems. Enrollment of current personal care and other program recipients should not
begin until at least six months later, after the State, in consultation with stakeholders, has
monitored the impact of mandatory enrollment upon new applicants and adjusted the
capitation rates and other systems as necessary.

2. Adequate Information Must be Provided to Consumers for Informed Choice in
Enrollment, and the Network of Community Partners Must be Educated About the Sweeping
Changes.

3. Increased Consumer Protections & State Oversight Are Needed to Ensure Compliance
with Olmstead.

A. MLTC Plans must be at risk for nursing home costs as well as community-based
services costs, and must not be permitted to dis-enroll members whom they determine
require nursing home placement. Plans must incorporate risk adjustments or other
mechanisms that incentivize community-based services.

B. Plans must be given uniform standards for determining medical necessity that are
consistent with established policy and precedent. Mandatory enrollment must be
postponed at least until the State has tested, revised, solicited input from consumers and
other stakeholders, and conducted the necessary training for a new Uniform
Assessment Tool that will be used by MLTC plans.

C. When a plan determines that community-based services are not appropriate and that
nursing home placement is necessary, the plan must give notice of such proposed
placement both to the consumer, with appeal rights, and to an outside review entity,
such as an independent living center, who will be funded to ascertain whether the
member voluntarily agrees to placement based on an informed choice, and whether
community-based services could be provided.

D. More robust state oversight is needed, including expansion of Quality Assurance
Reporting Requirements (QARR) to include additional metrics applicable to members
who need long-term care.

E. The State must ensure that an MLTC member has the due process right to continue
receiving services unchanged, as “aid continuing” pending a hearing, before an
MLTC plan reduces or terminates services that were previously authorized by the plan
or by the prior-approval procedure for the services that the individual previously
received before mandatory MLTC enrollment.
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F. DOH must create, in partnership with consumers and their advocates, an Americans
with Disabilities Act Compliance Appendix to the contract, and monitor its
implementation as a step towards disability literacy.

4. Access to Special Program Services -- Long-Term Home Health Program (LTHHP) and
Consumer-Directed Personal Assistance Program (CDPAP ) recipients should be excluded
from mandatory managed long term care. LTHHP recipients are already enrolled in a 1915(c)
waiver with cost neutrality requirements and care management, and stand to lose spousal
impoverishment protections as well as waiver services. CDPAP recipients and applicants also
should be exempted until the State develops adequate requirements to preserve the CDPAP
model as developed in New York State.

5. A new point of entry that is accessible for NYC residents with disabilities seeking
community-based long-term care services to apply for and renew Medicaid is not yet
developed, tested or publicized, threatening to disrupt care and deny access. It is critical that
mandatory enrollment not commence until procedures are established to ensure that no vital
Medicaid home care will be discontinued during temporary lapses in Medicaid pending
resolution of renewal errors, and to ensure that Medicaid applications and requests for home
care services are processed expeditiously in ways that reasonably accommodate the disabilities
of the applicants.
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DETAILED RECOMMENDATIONS

1. TIMING AND CAPACITY

The State’s recent Draft Enrollment Plan proposes to implement mandatory MLTC much more
rapidly than originally proposed. Beginning April 2012, all new applicants for personal care in
NYC -- about 1170 per month1 -- will be required to enroll in a Managed Long Term Care plan,
and within only six months – instead of the original 36 months -- all 45,000 current personal care
recipients 2 -- will be enrolled in MLTC. The transfer of current personal care recipients alone
will increase by 150 percent the number now voluntarily enrolled in MLTC -- 29,000 in NYC.
Similarly, the State does not specify the numbers of individuals to be enrolled in the second
phase, when the draft plan proposes to enroll all CHHA recipients, Long Term Home Health
Plan (1915 waiver) recipients, adult day health care and private duty nursing recipients in NYC
during only two months—November and December 2012. We estimate that these enrollees will
number at least 40,000 – 60,000 in New York City alone.3

The rushed enrollment challenges not only the plans’ capacity to absorb large numbers of
enrollees, but also their ability to serve enrollees with more extensive needs for home care and

1 NYC HRA Home Care Services Program, “Screen, Intake & Pending (SIP) Unit CASA by CASA
REPORT” (average 1170 applications filed per month for the six months ending January 2010, of which
about 250 new cases per month approved for service)(provided in April 2010 to Selfhelp Community
Services, Inc. in response to Freedom of Information request.)

2 An average of 50,410 people received personal care in NYC per month in the First Quarter 2010. NYS
Dept. of Health, Medicaid Quarterly Reports of Beneficiaries, Expenditures, and Units of Service by
Category of Service by Aid Category by Region, posted at
http://www.health.ny.gov/nysdoh/medstat/quarterly/aid/quarterly.htm; scroll to 2010 – First Quarter,
direct link at http://www.health.ny.gov/nysdoh/medstat/quarterly/aid/2010/q1/docs/2010_q1_aid.xls.
(Note that the number receiving personal care services for First Quarter 2010 has been reduced by about
5,000 to reflect the number of mainstream Medicaid managed care recipients whose personal care
services were newly carved into their managed care benefit package on August 1, 2011.)

3 This is based, in part, on an estimated 49,989 people receive long-term CHHA services in NYC. (This is
69% of the 59,405 people receiving CHHA services per month in NYC in Q1 2010, excluding 31%
estimated by the United Hospital Fund to be short-term users). See NYS DOH Medicaid Quarterly
Reports, supra, n 2; and Alene Hokenstad et al., An Overview of Medicaid Long-Term Care Programs in New
York (United Hospital Fund 2009)(p. 9), posted at http://www.uhfnyc.org/publications/880507. In
addition to the CHHA recipients, in Calendar Year 2008 the following numbers of NYC residents
received other long-term care services: Long Term Home Health Care Program --16,289; Adult Day
Health Care --10,524; Assisted Living Program -- 1,932.; private duty nursing – unknown. NYS DOH,
Interim Report Home Health Care Reimbursement Work Group (Dec. 2009)(Table 2-A: NYS Medicaid
Recipient Counts for Long Term Care Services – NYC)(posted at
http://www.health.ny.gov/facilities/long_term_care/reimbursement/docs/hcrw_interim_report.pdf). The
total potential non-personal care enrollees, then, are 69,734. Even a reduction by 30% to eliminate any
duplication and short-term usage still leaves 50,000 people to enroll in two months.
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other services. We question the State’s claim that the current voluntary MLTC plans are
equipped to serve the influx of new members because they already serve members with a “high
level of impairment.” The State admits that the current population served by MLTC “…is less
impaired than the nursing home population,” yet it fails to compare the MLTC population to
the Medicaid personal care population about to be enrolled en masse. According to the United
Hospital Fund, “…two-thirds of New York City’s personal care beneficiaries had comparable
levels of need [to nursing home residents] on key indicators, such as functional and cognitive
status, as indicated by resource utilization group (“RUG”) scores….”4 Moreover, we firmly
believe that in the last six years of voluntary MLTC enrollment, many of the MLTC plans have
“cherry-picked” a lower need population, in effect siphoning off people from the low end of the
bell curve of personal care and CHHA recipients, and thereby leaving a higher-acuity
population in the personal care and CHHA programs.

The personal care services provided to the New York City residents who will be mandated to
enroll in MLTC plans were authorized under a tightly regulated prior authorization
procedure that strictly limits services to those that are medically necessary under state law –
any reduction by the MLTC plans threatens their health and safety. These strict utilization
controls, which entail an onerous multi-assessment regime conducted by the local Medicaid
offices (the Human Resources Administration, or “HRA,” in New York City) and subject to
review by the State when consumers request administrative hearings, already ensure that only
“medically necessary” services are provided. This strict prior approval mechanism prevents
any excessive usage that might occur in other “fee for service” systems. A sense of the rigor of
this process—and the vulnerability of this high-need population—can be gleaned from
sampling the thousands of hearing decisions issued by the State, finding that HRA denied
adequate services. See, e.g., Hearing No. 5874576L decision dated Oct. 14, 2011.5 Therefore, any
reduction by MLTC plans in the personal care services that have been determined to be
medically necessary is potentially life-threatening. Over 40 percent of personal care recipients
have been receiving personal care services for at least seven years due to long-term chronic
conditions.6 Therefore, any reduction by MLTC plans in the personal care services that have
been determined to be medically necessary is potentially life-threatening.

4 Alene Hokenstad et al., An Overview of Medicaid Long-Term Care Programs in New York (United Hospital
Fund 2009), posted at http://www.uhfnyc.org/publications/880507; see also S. Samis & M. Birnbaum,
Medicaid Personal Care in New York City: Service Use and Spending Patterns (United Hospital Fund 2010),
posted at http://www.uhfnyc.org/publications/880720 (Over 70 percent of New York City personal care
recipients in a 2003 cohort had at least one chronic disease, and over half had multiple chronic diseases,
with one in four recipients having a mental health diagnosis.)

5 Decision posted online at http://www.otda.ny.gov/fair%20hearing%20images/2011-
10/Redacted_5874576L.pdf.

6 S. Samis & M. Birnbaum, Medicaid Personal Care in New York City: Service Use and Spending Patterns
(United Hospital Fund 2010), supra, at pp. iii-iv, 6-8.
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The capacity of these MLTC plans to receive and serve an influx of at least 85,000 new members
in--many of whom have higher level needs—is not clear, especially not on the implementation
timeline proposed. The risk-adjusted capitation rates that have been calculated for plans
currently are based on the acuity of their current voluntary enrollees – the State has not
projected whether the acuity of the anticipated increased enrollment will require adjustment of
these rates – without adequate rates or risk adjustments such as outlier payments or stop-loss
mechanisms, both plans and consumers are at risk.

In the summer of 2011, some MLTC plans in New York City were backlogged in processing
the influx of a few thousand clients transitioned from fee-for-service CHHA care resulting
from reimbursement cuts enacted by the State that became effective in April 1, 2011.
Considering the delays in absorbing this relatively small influx of new members, we are fearful
of the delays to come when tens of thousands of new members are enrolled. The State should
obtain from the MLTC plans the information that is needed to assess the respective plans’
capacity to process and initiate service on cases referred since April 1, 2011, and to meet the
enrollment demand under the mandatory transition timeline.

RECOMMENDATION: Mandatory enrollment should begin solely with new applicants --
over 1,000 persons per month in NYC alone, which would provide an opportunity to work out
and test the new systems. Enrollment of current personal care and other program recipients
should not begin until at least six months later, after the State, in consultation with
stakeholders, has monitored the impact of mandatory enrollment upon new applicants and
adjusted the capitation rates and other systems as necessary.

2. ADEQUATE INFORMATION MUST BE PROVIDED TO CONSUMERS FOR
INFORMED CHOICE IN ENROLLMENT, AND THE NETWORK OF COMMUNITY
PARTNERS MUST BE EDUCATED ABOUT THE SWEEPING CHANGES.

With mandatory enrollment slated to begin in only three months, to date there are no stated
plans for informing consumers of their choices, or for educating the huge network of
community-based social services and health care providers who assist consumers in accessing
Medicaid home care services. Nor is it clear how auto-assignment will work where the existing
plans have very different capacities and different specialties (e.g. Guildnet specializes in
visually impaired, while Independence Care Systems specialized in physical disabilities.)

The State claims that consumers will receive a description of the types of plans available to
make an informed choice. However, the State has not circulated drafts of this information for
input from stakeholders, including consumers. Information provided to consumers about their
choices must include information about the track record of each plan in authorizing services.
Consumers need to know the information set forth in Exhibit A (a copy attached hereto) – now
available only through Freedom of Information requests. This includes the percentage of
members receiving 700+ hours per month (meaning continuous 24-hour care, i.e. 168 hours/
week) and other ranges of hours. Exhibit A shows that four MLTC plans in NYC ranged from
0.2% to 8% in the number of members provided 700+ hours per month. For someone who had
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been receiving that amount of personal care services for years through the NYC personal care
program, this is certainly crucial information in selecting a plan. Similarly, consumers have the
right to know the percentage of the capitation rate spent on nursing home care, home care,
durable medical equipment, and transportation (See Exhibit A.)

Additionally, statewide consumer and professional education and training are needed;
consumer advocacy organizations should be funded to provide such training to the myriad
grassroots neighborhood-based organizations that provide services to the aging and
disabled.

3. LACK OF CONSUMER PROTECTIONS & STATE OVERSIGHT TO ENSURE
COMPLIANCE WITH OLMSTEAD

We have the following critical concerns, all of which raise serious implications under the
Americans with Disabilities Act (ADA) as interpreted in Olmstead v. L.C., 527 U.S. 581 (1999).
Terms and conditions of the waiver must incorporate these elements:

A. MLTC plans must be at risk for nursing home costs as well as community-based
services costs, and must not be permitted to dis-enroll members whom they
determine require nursing home placement. Risk adjustments or other mechanisms
must be incorporated into the capitation rates and contracts that incentivize community-
based services and offset incentives for nursing home placement for high-need
individuals who are “outliers” in terms of need.

Currently, MLTC plans may dis-enroll a member on the basis that he or she requires
long-term nursing home placement; this creates an incentive to place higher-cost
members into nursing homes rather than to provide adequate community-based
services to prevent institutionalization. Moreover, for the small number of recipients for
whom nursing home care is less costly than community-based care – roughly two
percent of the current personal care population -- there are no mechanisms to counter
the financial incentive for the MLTC plans to institutionalize them, in violation of
Olmstead and the ADA. There are about 1,200 people in NYC who now receive
continuous 24-hour services (2 – 12-hour shifts/day), out of about 50,000 personal care
recipients. In addition, an unknown but presumably small number of the 59,000 home
health recipients receive 24-hour care because they need round-the-clock assistance with
toileting, ambulation, turning and positioning and other (activities of daily living
(“ADLs”) because of dementia, stroke, multiple sclerosis, or other severe chronic
conditions. The State has proposed no mechanism to counter the incentive created by capitation
for the plans to institutionalize these individuals, despite its articulation of the need for such
mechanisms in “care coordination principles.”7 Under the current “voluntary” MLTC
system, some MLTC plans already have informed prospective members that they have a

7 See http://www.health.ny.gov/health_care/medicaid/redesign/docs/2011-11-
15_care_coord_model_guidelines.pdf at p. 8 (providing no explanation for how rates will “incentivize
community-based services.)



62 NYSBA  Elder and Special Needs Law Journal  |  Winter 2012  |  Vol. 22  |  No. 1        

8 f

limited number of “slots” for 24-hour care. The State has not responded to our requests
to consider risk adjustments such as stop-loss mechanisms or outlier payments to ensure
access to community-based care.

B. Plans must be given uniform standards for determining medical necessity that are
consistent with established policy and precedent. Mandatory enrollment must be
postponed at least until the State has tested, revised, solicited input from consumers and
other stakeholders about, and conducted the necessary training for a new Uniform
Assessment Tool that will be used by MLTC plans.

Unlike much of the primary and acute medical care authorized under traditional
managed care plans, the authorization of long-term care, particularly home care
services, must take into account myriad factors that are not solely medical – e.g. the
individual’s available social network of informal caregivers, his or her housing situation,
the logistics needed for basic housekeeping, shopping, and other tasks. Mandatory
enrollment must be postponed at least until the State has tested, revised, and solicited
consumers’ and other stakeholders’ input about, a new Uniform Assessment Tool that
will be used by MLTC plans.8 The State has said this tool will not be ready for
implementation until October 2012. Until then, MLTC plans may simply make up their
own rules and guidelines, which will result in inconsistent and arbitrary determinations.

In addition to a uniform assessment tool, the standards used to assess the amount of
services necessary must comply with standards set by regulation, litigation and
administrative precedent in New York State over decades. In just one example, the
MLTC model contract requires involuntary dis-enrollment by the plan when a consumer
is hospitalized for 45 days or longer.9 This requirement potentially violates several
court decisions and settlements which have been incorporated into State directives.10

Similarly, state regulations restrict the use of “task-based assessment” for people
determined to have 24-hour a day needs (18 NYCRR 505.14(b)(5)(v)), and a State
directive prohibits the denial of personal care services needed to assist a consumer to
safely perform basic activities of daily living –a policy that is vital to protect people who
have dementia. See NYS Dep’t of Health GIS 03 MA/003,
http://www.health.state.ny.us/health_care/medicaid/publications/docs/gis/03ma003.pdf.
The fair hearing decision example provided on page 5 above cites this directive in
reversing the City’s denial of personal care services. The same clear authority must
control when MLTC plans determine eligibility and need for services.

C. When a plan determines that community-based services are not appropriate and that
nursing home placement is necessary, the plan must give notice of such proposed
placement, with appeal rights, both to the consumer and to an outside review entity,

8 The State also must conduct training in order to effectively implement such a uniform assessment tool.
9 See www.nyhealth.gov/health_care/managed_care/mltc/pdf/mltc_contract.pdf at p. 14, par. D.4(c) (2007).
10 Granato v. Dowling, 74 F.3d 406 (2d Cir. 1996), Burland v. DeBuono, NYS Dept. of Health Local
Comm’r. Mem. 99-OCC-LCM-2 (4/20/99); Catanzano v. Dowling, supra, App. II to 18 NYCRR 505.23.
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such as an independent living center, who will be funded to ascertain whether the
member voluntarily agrees to placement based on an informed choice, and whether
community-based services could be provided to maintain the individual in the
community.

There are insufficient procedural and oversight mechanisms to prevent MLTC plans
from utilizing excessive nursing home services instead of community-based care. Even
now, with a lower-acuity voluntary enrollment population, some MLTC plans spend as
much as 11.4% of their capitation on nursing home care.11 We question how and why
the State currently permits such high usage of nursing home service, and we are
extremely concerned that this usage will only increase when the pool of consumers
entering MLTC programs expands to include those now receiving high hours of
personal care or CHHA services. The MLTC model contract gives MLTC plans total
discretion in determining when to utilize nursing home services that are included in the
capitation rate. The State has not proposed any safeguards to ensure access to
community-based care.12 In addition to possible risk adjustments as described above,
the SDOH should also implement mandatory reporting requirements, so that an external
review entity must first review—and approve—any proposed placement in a nursing
home, for services other than short-term rehabilitation services.

D. More robust state oversight is needed, including expansion of Quality Assurance
Reporting Requirements (QARR) to include additional metrics applicable to members
who need long-term care.

The State must do more pro-active monitoring than simply obtaining reports from
MLTC plans on the numbers of grievances or hearings filed, or conducting consumer
satisfaction surveys. The vast majority of consumers, who by definition are elderly
and/or disabled, many with mental illness, will not utilize the grievance and hearing
systems. As the court found in Mayer v. Wing, 992 F. Supp. 902 (S.D.N.Y. 1996):

…Although some Medicaid recipients are able to successfully challenge
reductions at fair hearings, such hearings are not enough to assure Plaintiffs due
process… ‘The administrative appeal process is not a substitute for proper prior
procedures at the agency level. Whatever its value in individual cases, the
administrative appeal process may not regularly be used as a vehicle to conduct
a requisite inquiry which the agency continually fails to institute’….

11 See Personal Care Aid Utilization Comparison in MLTC Plans in NYC, page 2 (Based on MLTC Cost
Reports filed with State DOH for 2009 Q4)(Two-page summary attached as Exhibit A.) Note that this
data was obtained in a Freedom of Information request, and is not readily available to consumers.

12 See www.nyhealth.gov/health_care/managed_care/mltc/pdf/mltc_contract.pdf at p. 14, par. D.4(c).
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992 F. Supp. at 912. Initially, for the at least 85,000 people currently receiving services
that are being transferred to MLTC plans, the State must require MLTC plans to report
every decision to reduce services from the amount previously authorized under the
regulated prior approval system, and every decision to terminate community-based
services. The State must then arrange for an independent oversight entity to review
such cases to ensure that MLTC plans are not improperly denying services and/or
placing people in institutions. Additionally, the State must sample, randomly,
approvals and denials for other services – i.e. motorized wheelchairs and other durable
medical equipment, transportation for medical care, dental care and eye care, and other
services covered in the package. Oversight is also needed to ensure timely
authorizations for services.

Quality Assurance Reporting Requirements (“QARR”) reporting data must be expanded
to include additional metrics that are applicable to members who need long-term care
(e.g. ability to perform activities of daily living, prevalence of decubitus conditions,
usage of incontinence pads as opposed to assisting with toileting, incidence of falls and
other accidents, temporary and permanent nursing home placement.)

E. The State must ensure that a MLTC member has the due process right to continue
receiving services unchanged, as “aid continuing” pending a hearing, before an
MLTC plan reduces or terminates services that were previously authorized by the plan
or by the prior-approval procedure for the services that the individual previously
received before mandatory MLTC enrollment, regardless of when any authorization
period for such services expires.

The proposed procedures deny Medicaid beneficiaries due process protections of
advance notice and a hearing before any adverse changes by the MLTC plan in the long-
term-care services plan.13 Reduction or termination of Medicaid services must comply
with the rights established in Goldberg v. Kelly, 397 U.S. 254 (1970), including advance
notice and a right to a pre-termination hearing before any change in services is
implemented. In this context, this means that before an MLTC plan can change a
service plan previously authorized by the former utilization review system, the MLTC
plan must provide advance notice and the individual must have a right to a pre-
termination hearing, with Aid Paid Pending (known as “aid continuing” in NYS)
pending the hearing. The State has indicated that now it is interpreting the federal
Medicaid managed care regulations at 42 CFR §438.420(b)(4) to mean that the MLTC
plan must only continue the enrollee’s benefits if the original period covered by the
original authorization has not expired. The end result for this fragile population is that
the MLTC plan may reduce hours sharply or even terminate services altogether after the
standard six-month authorization period expires, with no advance notice and no right

13 Exemplifying the lack of consumer input in the development of the MLTC system, the State Medicaid
Redesign Team Subcommittee on Managed Long Term Care designated a Workgroup charged with
developing and recommending Fair Hearing and Due Process procedures. The State convened this
Workgroup to meet only one time, precluding it from adequately addressing these key issues.
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for the consumer to receive aid pending a hearing, even for an individual who was
found by the NYS Department of Health after an administrative hearing to need 24-
hour/day care.

The State incorrectly relies on this federal regulation, promulgated almost a decade ago,
which was written for short-term primary and acute medical services, where the
individual would have no expectation that services would continue once that medical
condition has been treated. At the time, Medicaid-managed care benefit packages did
not include long-term home care services. Since an individual’s chronic conditions rarely
will improve, the need for ongoing long-term home care services likely will continue for
an indefinite time period. Indeed, the average period of receiving Medicaid personal
care services in NYC was found to be 4.75 years in December 2008, with over 40 percent
of personal care recipients receiving personal care services for at least seven years.14

Failure to accord consumers the right to aid continuing pending a hearing on proposed
adverse changes in their service plan would violate due process, as interpreted in Mayer
v. Wing, supra (holding due process prohibits arbitrary reductions in Medicaid personal
care services previously approved, even where beneficiary receives advance notice with
the right to receive services unchanged as aid-continuing pending a pre-reduction
hearing.)

Even if the MLTC plans are not required to pay for services during the “aid continuing”
period pending the hearing, the State cannot be absolved of its constitutional duty to
provide due process, and must establish a mechanism to pay the MLTC plans or the
providers directly to provide services pending the hearing. As is true with fee-for-
service Medicaid, the beneficiary may be liable to repay the cost of services provided
pending the hearing if the proposed reduction is upheld by the hearing decision.

F. DOH must create, in partnership with consumers and their advocates, an Americans
with Disabilities Act Compliance Appendix to the contract, and monitor its
implementation as a step towards disability literacy.

With its emphasis on interdisciplinary care coordination and avoidance of inappropriate
reliance on institutional settings, MLTC presents some opportunities to improve the care
of people with disabilities. However, MLTC will only achieve this promise if it attends to
the disability literacy of MLTC plans. Disability literacy for MLTC plans may be defined
as the capacity to understand, communicate, and partner with people with disabilities
with demonstrated understanding of their perspectives and beliefs concerning health
behavior. An example would be recognition of the preference for self-direction and
informed choice. Lack of training on disability literacy issues and problem-solving to

14 S. Samis & M. Birnbaum, Medicaid Personal Care in New York City: Service Use and Spending Patterns
(United Hospital Fund 2010), supra, at pp. iii-iv, 6-8.
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remove barriers for health plan administrators, staff and care practitioners creates a very
significant barrier to effective health care.

Disability literacy is critical to the success of the MLTC program. New York State
recently has observed that people with disabilities requiring significant assistance have a
lower health quality of life, engage in behaviors such as smoking that present health risks
and engage in fewer health promoting activities such as exercise. They experience
chronic conditions at a higher rate than people without disabilities.15 They also
experience health disparities and face significant problems accessing health services. For
example, adults who are deaf report poor health with greater frequency than people who
are not deaf, lack interpreters in health settings and fail to receive health information and
instructions from practitioners. Adults with developmental disabilities are at higher risk
of obesity, cardiovascular disease and hypertension than people without developmental
disabilities. They encounter problems working with providers who do not give them
enough time to undress, communicate or understand instructions.16

Managed long-term care can fulfill its promise of coordinating care and avoiding
expensive and overly restrictive institutional placement, only if it addresses disability
literacy issues.

An Americans with Disabilities Act Compliance Appendix to the contract would make
provision for eradication of physical, communications-related, programmatic and
attitudinal barriers. For example, MLTC Plans must be required to have and/or develop
an experience and knowledge base to serve people with significant disabilities. Among
issues to be considered are:

A. the physical accessibility of administrative and provider facilities;
B. willingness and capacity to provide written materials in alternate, accessible

formats;
C. expertise in assessing needs for adaptive equipment and environmental

modifications, including wheelchair fitting and seating and home modifications,
with policies and practices for approval of durable medical equipment and
transportation that are consistent with applicable laws and promote independent
living;

D. understanding of, and the capacity to address, the housing and social service needs
of participants;

E. a proven and documented commitment to maintaining people in the most
integrated setting;

F. policies that facilitate the provision of reasonable accommodations to people with
disabilities; and

15 New York State Department of Health, Disability and Health Program, “Chartbook on Disability in
New York State, 2007, Results from the Behavioral Risk Factor Surveillance System.” 2008.
16 National Council on Disabilities, “The Current State of Health Care for People with Disabilities,” 2009.
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G. provision of opportunities for plan participants to participate, in a significant
manner, in the development of plan policies and practices.

4. ACCESS TO SPECIAL PROGRAM SERVICES:

A. Long-Term Home Health Plan (“LTHHP” 1915(c) waiver)

This 1915(c) waiver was renewed on Sept. 1, 2010 with new quality assurance and
service package enhancements, along with new data collection and analysis
requirements. See NYS DOH, 11 OLTC-ADM-1, Long Term Home Health Care Program
Waiver Renewal (April 26, 2011)
http://www.health.ny.gov/health_care/medicaid/publications/docs/adm/11oltcadm-
1.pdf. The State has announced that MLTC plans will provide state plan services only.
Thus LTHHP participants forced to enroll in MLTC will lose valuable waiver services.
Additionally, married participants would lose spousal impoverishment protections
approved in this waiver that are not available in MLTC programs.

RECOMMENDATION: Participants in this waiver should be excluded from
mandatory managed long term care, since this 1915(c) waiver already has cost neutrality
requirements and care management.

B. Consumer Directed Personal Assistance Program (“CDPAP”) Services

The State law authorizing DOH to submit this waiver expansion request requires MLTC
plans “to offer and cover Consumer-Directed Personal Assistance (CDPAP) services for
eligible persons who elect such services pursuant to Soc. Serv. L. 365-f.” Part H, § 41-a.
This provision holds the promise that consumers will continue to have the guaranteed
option to self-manage their services through the CDPAP, as required by state law.
However, we have concerns about how this requirement will be implemented. There is
an inherent conflict in the notion of having a nurse manage a care plan for a consumer
who is directing his or her own care. The recent release of CDPAP regulations17

recognizes the unique self-management attribute of the model which is contradictory to
nurse management and supervision of the consumer’s care needs as delivered by
consumer employed and trained Personal Assistants.

Other potential conflicts are inherent in the question of who will determine whether the
consumer is self-directing or has a designated representative who is available and willing
to direct his or her care plan. The MLTC plan may have a conflict of interest in being the
decision maker on this issue. Consumers must receive notice of and the opportunity to
appeal denial of eligibility for CDPAP services at a fair hearing, as they do now. DOH
must consider the serious implications under the state and federal regulations discussed
above as to whether the entity that provides such notice is the MLTC plan, the LDSS or
another entity designated by DOH.

We also question whether MLTC plans will be required to contract with an independent
CDPAP provider, or whether they or their existing sub-contractors of home care services

17 NYCRR Title 18 Section 505.28 (g)(1).
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will be allowed to develop in-house CDPAP programs. In the case of the latter, we
would have serious concerns about the legal, regulatory, and values-based barriers that
may impede traditional agencies that provide home care--whether licensed home care
services agencies, CHHAs, or MLTC plans,--from fully embracing the idea of and
providing consumer-directed personal assistance services. A specific balance of
responsibility must be achieved between the consumer and the provider in order to
maintain both the consumer’s empowerment and to mitigate the provider’s exposure to
liability.

RECOMMENDATION: Until the State develops adequate requirements to preserve
the CDPAP model as developed in New York State, consumers enrolled in, or who
wish to apply for the CDPAP program, should be exempted from mandatory
enrollment in MLTC.

5. A NEW POINT OF ENTRY THAT IS ACCESSIBLE FOR NYC RESIDENTS WITH
DISABILITIES SEEKING COMMUNITY-BASED LONG-TERM CARE SERVICES TO
APPLY FOR AND RENEW MEDICAID IS NOT YET DEVELOPED, TESTED OR
PUBLICIZED, THREATENING TO DISRUPT CARE AND DENY ACCESS.

Mandatory MLTC fundamentally alters the 30-year old system and entry point for 1,170 NYC
residents to file Medicaid applications each month and 50,000 recipients to process annual
Medicaid renewals. For over 30 years, New York City’s Human Resources Administration
(HRA) has maintained between one and three “one-stop” offices in each borough called “CASA
offices,” (also known as “CASAs”) at which frail homebound seniors and people with
disabilities can both apply for Medicaid and initiate a request for personal care services, and
then annually renew eligibility for Medicaid.

These CASAs accommodate the disabilities of many applicants by having a caseworker visit the applicant
at home to complete the applications for both Medicaid and home care. By simultaneously processing
the dual applications for Medicaid and for personal care services, the CASA system is efficient
and can approve Medicaid and home care within 45 -60 days. The State has not yet specified
whether the CASAs will still accept and process the Medicaid applications through this system
oriented for homebound people. If not, applications will have to be filed through the other
Medicaid offices that serve all ages and populations. These offices do not have a reliable system
for promptly accommodating the needs of people whose disabilities make travel difficult. If
applicants are required to wait until Medicaid is approved—a period of at least 45 days—before
they can apply to an MLTC plan, then such a waiting period will delay delivery of services
significantly.

Systems are not developed or ready to ensure continuity of home care when inevitable
bureaucratic glitches occur in routine renewals for Medicaid after April 1, 2012. Until now,
NYC HRA CASAs handled the routine Medicaid renewals for personal care recipients to
demonstrate continuing financial eligibility for Medicaid, accommodating their disabilities by
assisting them with collecting documents via home visits. Given the huge volume of Medicaid
renewals in NYC, errors commonly happen, with vulnerable clients experiencing lapses in
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Medicaid coverage due to renewal paperwork that was lost in the mail or was never processed.
The current NYC HRA policy ensures that vital personal care services are not disrupted during any
temporary lapse in Medicaid due to such renewal errors. HRA has exercised its contractual
authority with personal care providers to direct them to continue providing services while the
problem is being corrected. Under managed care, however, if the managed care plan does not
receive their monthly capitation payment because Medicaid eligibility erroneously has lapsed
due to a bureaucratic error, plans may and have been known to discontinue home care services,
leaving vulnerable seniors and people with disabilities at risk of severe harm.

RECOMMENDATION: It is critical that mandatory enrollment not commence until
procedures are established to ensure that no vital Medicaid home care will be discontinued
during temporary lapses in Medicaid pending resolution of renewal/ recertification errors, and
to ensure that Medicaid applications and requests for home care services are expeditiously
processed in ways that reasonably accommodate the disabilities of the applicants.

* * *

Thank you for the opportunity to voice these concerns. We would welcome the opportunity to
meet to discuss these issues.

Very truly yours,

Susan Dooha, Esq., Director
Center for Independence of the Disabled, NY
841 Broadway
New York, NY 10003
(212) 674-2300
sdooha@cidny.org

Roberta Mueller, Esq.
Co-Director, Disability Justice Program
New York Lawyers for the Public Interest
151 West 30th, 11th Floor
New York, NY 10001
(212) 336-9312
Rmueller@nylpi.org

Liliana Vaamonde, Esq.
Director, Health Law Unit
The Legal Aid Society
199 Water St. 3rd Fl.
New York, NY 10038
(212) 577-3394
lkvaamonde@legal-aid.org

Leslie Salzman, Esq.
Clinical Professor of Law & Director
Cardozo Bet Tzedek Legal Services Clinic
Cardozo Law School
55 Fifth Ave.
New York, NY 10003
(212) 790-0240
salzman@yu.edu

Jane Greengold Stevens, Esq.
Benjamin Taylor, Esq.
New York Legal Assistance Group
450 W. 33rd Street, 11th fl.
New York, NY 10001-2603
(212) 750-0700
jstevens@nylag.org

Nina Keilin, Esq.
130 West 42nd Street #1801
New York NY 10036
(212) 302-7760
ninakeilin@aol.com
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Cc: Richard Jensen, Center for Medicare & Medicaid Services - Division of State
Demonstrations & Waivers

Jason Helgerson, New York State Medicaid Director
Mark Kissinger, New York State Dep’t. of Health
Vallencia Lloyd, New York State Dep’t. of Health

Senator Kirst illibrand
Senator Charles Schumer
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EXHIBIT A

Personal Care Aid Utilization Comparison
in MLTC Plans in NYC

Based on MLTC Cost Reports filed with State DOH for 2009 Q4

Data obtained through Freedom of Information Request
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MEMORANDUM ON PROPOSED REGULATION ON MEDICAID ESTATE RECOVERY

Opinions expressed are those of the Section/Committee preparing this memorandum and do not 
represent those of the New York State Bar Association unless and until they have been adopted by its 

House of Delegates or Executive Committee. 

3.  See Uniform Transfers to Minors Act (2005).   

ELDER LAW SECTION 
REAL PROPERTY LAW SECTION 

TRUSTS AND ESTATES LAW SECTION 

Elder, RPLS, T&E - #6  January 6, 2012 

PROPOSED REGULATION ON MEDICAID ESTATE RECOVERY 

The Elder Law, Trusts and Estates and Real Property Sections express their appreciation 
to the New York State Department of Health and the Executive chamber for providing an 
open and collaborative process, and seeking input from the Sections regarding the 
proposed estate recovery regulation.

We support the change that the new definition of estate will only affect estates of persons 
dying on or after July 1, 2012. Additionally, changing the definition of an interest in 
property immediately prior to death from “includes” to “means” will go a long way to 
assist people in knowing in advance the consequences of their actions.  The changes 
provide fair warning, and, as was pointed out at our meeting, “time to take corrective 
action.”

However, we continue to have a number of concerns with the proposed regulation.  This 
memorandum will discuss six areas of concern: retroactive effect, life estates, spousal 
claims, retirement plans, annuities and liens.  We have not repeated our policy concerns 
or why we feel that many of these changes will actually cause an increase in Medicaid 
expenditures.  We have focused here instead on why we feel this proposed regulation is 
in conflict with the amended estate recovery legislation and other New York State laws.  
For our other concerns please refer to our prior correspondence. 

Retroactive Effect: 

We continue to be perplexed by the fact that the proposed regulation affects vested 
interests despite the clear language of the enabling legislation prohibiting this. The 
proposed regulation applies to Medicaid recipients who die on or after July 1, 2012, even 
if the enumerated transactions occurred prior to such date. This is in conflict with the 
enabling provision of the statute, 2011 NY Laws Ch. 59, Part H, § 111 (u), which states: 
“(u) this act shall not be construed to alter, change, affect, impair or defeat any rights, 
obligations, duties or interests accrued, incurred or conferred prior to the effective date of 
this act;….” 
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The import of § 111 (u) of the statute is to make it clear that any definition of “estate” 
established by the Department cannot impair interests in property that vested prior to 
April 1, 2011.  These vested interests would of necessity include remainder interests in 
real property which under the Estates, Powers and Trusts Law are vested, alienable and 
not subject to defeasance by any action of a life tenant.  See EPTL §§ 6-4.7, 6-5.1 and 6-
5.10.  In addition, retroactive effect of the regulation would constitute a taking in 
violation of the U.S. Constitution.  

Life Estates: 

The proposed regulation expands the definition of estate to include the value of a retained 
life estate immediately prior to death. Specifically, 18 NYCRR § 360-7.11 (a)(2)(ii) 
states:“(a)(2)(ii) a retained life estate, based on the actuarial life expectancy of the life 
tenant;” and 18 NYCRR § 360-7.11 (a)(3) states: "(a)(3) Retained life estate means: (i) a 
life estate created by a person or the person's spouse in property in which the person or 
spouse held any interest at the time the life estate was created; or (ii) a life estate created 
for the benefit of a person or the person's spouse in property in which the person or 
spouse held any interest within five years prior to the creation of the life estate." 

The proposed regulation conflicts with existing New York law, which provides for the 
indefeasible vesting of a remainder interest and will result in competing claims to 
property of a deceased Medicaid recipient.  In particular, see EPTL §§ 6-4.7 and 6-5.1.   

We have raised with you a couple of examples where there would be clear title problems 
if this proposed regulation went into effect.  In the first example, an elderly homeowner 
sells his house at a discount in exchange for retaining the right to live there for life.  The 
arms-length purchaser paid fair market value for the remainder interest in the property 
based on the IRS tables valuing a remainder interest.  Subsequently after the funds from 
the sale are exhausted, the life tenant goes on Medicaid for a couple of years before his 
death.  In the second example, a mother transfers her home to a child but retains a life 
estate; the child later sells his remainder interest to a third party.  Subsequently the life 
tenant goes on Medicaid before dying.  In both cases Medicaid’s claim would conflict 
with the rights of the remaindermen.  

Spousal Claims: 

The proposed regulation confuses estate recovery from a Medicaid recipient and from a 
legally responsible spouse of a Medicaid recipient.  Estate recovery under Social Services 
Law § 369, both before and after the amendment, applies to estate recovery from the 
estate of the Medicaid recipient.  As was recently pointed out by the Appellate Division 
2nd Department, these rules and exclusions do not apply to recoveries against the estate 
of a legally responsible relative, such as a spouse. Matter of Schneider, 70 A.D. 3d 842, 
894 N.Y. 2d 162 (2d Dep't 2010). In Schneider the Court pointed out, “Moreover the 
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limitation on recoveries from a Medicaid recipient's estate where the recipient is survived 
by a permanently disabled child (see 42 USC § 1396p [b] [2]; Social Services Law § 369 
[2] [b] [ii]; Matter of Andrews, 234 AD2d 692, 692-693, 650 NYS2d 470 [1996]; Matter
of Samuelson, 110 AD2d 187, 192-197, 493 NYS2d 784 [1985]; Matter of Burstein, 160 
Misc 2d 900, 901-902, 611 NYS2d 739 [1994]) is inapplicable here, where the DSS does 
not seek recovery from the estate of the institutionalized spouse for medical benefits that 
it furnished to her pursuant to Social Services Law § 366 (3); but, rather, seeks recovery 
from the estate of the community spouse (see Social Services Law § 369 [2] [b] [ii]).”

It could not be any clearer that the statute refers to "the individual's estate."  However, the 
proposed regulation when it discusses "Retained life estates" at § 360-7.11 (a)(3) refers to 
"a life estate created by a person or the person's spouse in property in which the person or 
spouse held any interest at the time the life estate was created;...."  The proposed 
regulation clearly indicates there would be a claim against a retained life estate by a 
spouse as part of estate recovery against the estate of a spouse.  Yet, there is no similar 
authority in the statute.

Retirement Plans: 

The proposed regulation at § 360-7.11 (a)(2)(viii) has added estate recovery against “the 
amount the person could have withdrawn from an individual retirement account or other 
retirement fund, taking into account any penalty for early withdrawal.”  The statute does 
not list retirement accounts, nor could it, since this is specifically prohibited by EPTL § 
13-3.2(a) which states: “(a) If a person is entitled to receive (1) payment in money, 
securities or other property under a pension, retirement, death benefit, stock bonus or 
profit-sharing plan, system or trust … the rights of persons so entitled or designated and 
the ownership of money, securities or other property thereby received shall not be 
impaired or defeated by any statute or rule of law governing the transfer of property by 
will, gift or intestacy.” [emphasis added] 

Three courts have applied EPTL § 13-3.2(a) to the claims of a decedent’s creditors.  New 
York County Surrogate Preminger interpreted section EPTL §13-3.2 as prohibiting 
creditors from reaching the proceeds of several types of retirement plans payable to a 
revocable trust as beneficiary. The Surrogate said: "The court infers that the Legislature 
intends that the assets enumerated in EPTL 13-3.2 are exempt from creditors' claims after 
death, as they are in life.” Matter of Gallet, 196 Misc. 2d 303 at 309, 765 N.Y.S.2d 157 at 
162 (Sur. Ct. N.Y. County 2003). Broome County Surrogate Peckham held that a IRC § 
403(b) retirement annuity should be exempt from claims of creditors after death, stating: 
“Either by statute or case law virtually every type of retirement plan is exempt from the 
claims of the decedent's creditors. Anti-alienation applies to Employee Retirement 
Income Security Act, 29 U.S.C.S. § 1001 et seq., plans (29 U.S.C.S. § 1056(b)), New 
York State employees' retirement plans (N.Y. Retire. & Soc. Sec. Law § 110), New York 
State teacher's retirement plans (N.Y. Educ. Law § 524), individual retirement accounts 
(N.Y. C.P.L.R. § 5205(c)), federal thrift savings plans, and life insurance and annuities 
(N.Y. Ins. Law § 3212).” Matter of King, 196 Misc. 2d 250 at 255, 764 N.Y.S.2d 519 at 
523 (Sur. Ct. Broome County 2003). 
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The Appellate Division, Third Department held in reliance on another provision in EPTL 
§ 13-3.2(a) that an annuity is not subject to the claims of creditors. Matter of Clotworthy,
294 A.D.2d 720, 742 N.Y.S.2d 168 (3rd Dept. 2002).  Since Clotworthy deals with a part 
of the EPTL provision dealing with annuities we will discuss it below.  

Furthermore the proposed regulation has not taken into consideration the tax 
consequences to the retirement plan’s intended beneficiary.  Since these are pretax funds, 
the beneficiary must pay income tax on the funds.  However under the regulation the 
funds will be claimed by the Medicaid Program.  You analogized this to Medicaid’s 
budgeting gross income. However, this is very different from that situation; the 
beneficiary here is not a Medicaid recipient, yet he is being taxed on funds he will never 
receive.  

Annuities:

Claims against annuities are affected by two of the points discussed previously.

 Sub provision (2) of EPTL § 13-3.2(a) would likewise prohibit recovery against certain 
annuities as proposed by the regulation at § 360-7.11 (a)(2)(vii).  EPTL § 13-3.2 (a) 
provides “If a person is entitled to receive … (2) money payable by an insurance 
company or a savings bank authorized to conduct the business of life insurance under an 
annuity or pure endowment contract or a policy of life, group life, industrial life or 
accident and health insurance, or if a contract made by such an insurer relating to the 
payment of proceeds or avails of such insurance designates a payee or beneficiary to 
receive such payment upon the death of the person making the designation or another, the 
rights of persons so entitled or designated and the ownership of money, securities or other 
property thereby received shall not be impaired or defeated by any statute or rule of law 
governing the transfer of property by will, gift or intestacy.” [emphasis added].  Again, 
the Third Department specifically held in reliance on this section that an annuity is not 
subject to the claims of creditors. Matter of Clotworthy, 294 A.D.2d 720, 742 N.Y.S.2d 
168 (3rd Dept. 2002). 

In discussing claims against an annuity in § 360-7.11 (a)(2)(vii) the proposed regulation 
includes an annuity purchased by or with the assets of a person’s spouse. But as we have 
pointed out Social Services Law § 369 applies only to the estate of the Medicaid 
recipient. Matter of Schneider, 70 A.D. 3d 842, 894 N.Y. 2d 162 (2d Dep't 2010). 

Liens

The proposed regulation § 360-7.11 (b)(2) states: “Liens shall be imposed on property 
and assets described in subparagraph (ii) of paragraph (1) of subdivision (a) of this 
section as soon as practicable after the person's death. Liens asserted against real 
property, including cooperative apartments, will be effective upon the filing of a notice of 
lien in the office of the clerk of the county in which such property is located.” 
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There is no statutory authorization to impose such liens.  No provision of Social Services 
Law §369, either as it existed before or after the amendment expanding the definition of 
an estate, authorizes the imposition of post-death liens on real property to secure such 
claims.  It is black letter law that a lien on real property may only be created by 
agreement (an equitable lien), or by statute.  Clearly the regulation does not deal with 
cases where there was an express or implied agreement of the parties to assign a property 
interest.  Indeed, as you have pointed out, some of these transfers may have historically 
occurred to avoid a lien or recovery.  Therefore the lien sought to be imposed must arise 
from statutory authority. However, no such authority exists.  

Subdivision 2 of §369 authorizes the imposition of pre-death liens on the property of 
Medicaid recipients in certain enumerated circumstances. For example, a pre-death lien 
may be imposed pursuant to a court judgment on account of Medicaid incorrectly paid, or 
a pre-death lien may be imposed on the recipient’s home if no one is residing in the 
home. Such pre-death liens are the only ones so authorized by statute. 

Review of the Medicaid recovery statutes of other States shows that other State 
legislatures have clearly given their Department of Social Services an enforcement 
mechanism to implement recoveries against life estates formerly held by deceased 
Medicaid recipients. The New York legislature chose not to do so. In the absence of 
legislative authority to impose a post death lien on real property, the State Department of 
Health may not create such authority by regulation. 

Conclusion:

We appreciate the opportunity to comment on the draft regulation and we appreciate 
some of the changes that you have made from the previous emergency regulation.  
However, we continue to be concerned, not only because of the many policy concerns 
and negative effects that we have enumerated in the past, but because it appears that the 
proposed regulation is as we have pointed out here in direct conflict with the amended 
statute and with various other New York laws.  Yet, when we have raised these issues, 
we have heard no explanation in response.

We look forward to your response, and our continuing dialogue. 

T. David Stapleton, Esq., Elder Law Section Chair 
Heather C. M. Rogers, Esq., Real Property Law Section Chair 
Elizabeth A. Hartnett, Esq., Trusts and Estates Law Section Chair 

Person who prepared the memo:  David Goldfarb, Esq. 
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an estate and gift tax overview.
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Why Join?
> Expand your client base 
> Benefi t from our marketing strategies
> Increase your bottom line

Overview of the Program
The New York State Bar Association Lawyer Referral and 
Information Service (LRIS) has been in existence since 1981. 
Our service provides referrals to attorneys like you in 44 
counties (check our website for a list of the eligible counties). 
Lawyers who are members of LRIS pay an annual fee of $75 
($125 for non-NYSBA members). Proof of malpractice 
insurance in the minimum amount of $100,000 is required of 
all participants. If you are retained by a referred client, you 
are required to pay LRIS a referral fee of 10% for any case fee 
of $500 or more. For additional information, visit www.
nysba.org/joinlr.

Sign me up
Download the LRIS application at www.nysba.org/joinlr
or call 1.800.342.3661 or e-mail lr@nysba.org to have an 
application sent to you.

Join the Lawyer Referral & Information Service


