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Julian Gray Associates is proud to present the Western Pennsylvania Healthcare 
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I recently had the great pleasure of meeting Amy 
Brooks, an amazing young lady who grew up in a 
house full of love, laughter, strong faith 
and…determination. 

Amy was born with an extremely rare condition called 
Tetraphocomelia. She was born without her arms or 
legs. There are only about 150 known cases in the 
entire world. Most children born with this condition 
usually die shortly after birth. Amy survived, only to be 
left in the hospital by her birth parents. A foster family 
was called upon to care for her. “Her rejection at birth 
was our gain for life,” said her foster mother, Janet 
Brooks.  Janet and her husband Richard fell in love 
with Amy and ended up adopting Amy by the time she 
was two years old.  

Mr. and Mrs. Brooks were foster parents in Allegheny 
County for 25 years, taking care of numerous children 
during that time, most with severe conditions that 
required endless doctors visits and specialized care. 
Growing up, Mrs. Brooks always wanted to be a 
nurse, and loved children, but she couldn’t afford time 
and financial commitment for schooling.  She felt that 
taking care of foster children was “her calling”.  

They cared for Amy and tried to raise her as normally 
as all of their other children. “My parents never treated 
me differently than my other siblings.” It is clear that 
Amy learned her determination and faith from her 
parents. Amy finds her own way of doing every-day 
tasks.  “I do everything that everybody else does, I just 
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do it differently”.  She puts on her make-up each 
day, makes her bed and is able to send emails 
and text messages. As an avid Penguin’s fan she 
attends many games and has been a season 
ticket holder for several years. Amy always 
attended public schools and graduated in 2000 
with honors.  

Currently, Amy is focusing on her passion for art. 
Since she was in middle school, she has had an 
interest for drawing. She also creates 3-D pictures 
by cutting out and layering images within a picture, 
a technique called paper-tole.  By holding a tool in 
her mouth, or between her chin and shoulder, Amy 
is able to create her artwork. You can see a 
sampling of Amy’s pieces at 
waddlesworks.webs.com, a website that she 
created.  She gave the page this title because she 
“waddles when she walks”. 

Continued on the bottom of page 3…. 

Client Spotlight   
 By Erinn Sentner-Mule’ 

Amy Brooks with her parents Richard and Janet. 
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One of the most challenging responsibilities of a 
trustee of a special needs trust is balancing the 
benefits of purchasing a handicap-modified house 
for a beneficiary with the financial pressures of a 
steadily decreasing trust balance and steadily 
increasing household expenses. 
I am the trustee of a special needs trust 
established for an adult woman named Sasha. 
Although Sasha faces special challenges due to 
certain disabilities, she has achieved a level of 
independence as an adult. Sasha attends a daily 
work program and assists her family with 
household chores. Her residence has been 
modified to accommodate her needs, with an 
elevator to her bedroom and an open floor plan. 
Sasha’s biggest challenge is transferring from her 
wheelchair to a toilet. Accordingly, she needs help 
from an aide several hours each day when she is 
home alone without her mother’s assistance, 
which, of course, is a cash drain on the trust. 
The special needs trust I manage for Sasha owns 
the residence in which she and her mother live. 
The trust is funded with assets from litigation that 
settled eight years ago. Because the trust has 
distributed assets over time for Sasha’s benefit 
and special needs, trust funds are virtually 
depleted, with little left to pay for Sasha’s ongoing 
care. Unfortunately, there are no other assets 
available to help the family, as Sasha’s father 
recently passed away and her mother’s income 
alone is not enough to carry the costs of the home 
and the daily help from the aide. 
As trustee of Sasha’s trust, I am helping the family 
figure out their options. We have discussed 
downsizing, which would involve my selling the 
residence and purchasing a smaller, handicap-
modified home. As trustee, I know this plan may be 
very difficult if not impossible to achieve, due to the 
scarcity of accessible homes on the market. In 
addition, for this option to work, any new home’s 
purchase price would need to be significantly lower 
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than the sales price of the current residence. 
Even if we were to exchange the current 
residence for a less expensive home for Sasha, 
the family still would be faced with the challenge 
of having too little income to cover Sasha’s 
current needs. Accordingly, since the trust assets 
will continue to decline, I have concluded that the 
only solution to the family’s concerns is to sell the 
current residence and rent a handicap-modified 
home or apartment, if available. However, the 
family is somewhat resistant to this idea. 
I serve as trustee of 60 special needs trusts. Most 
of them own a home in which the trust beneficiary 
resides. Five of those trusts have liquid assets of 
less than $100,000 and steadily declining cash 
balances. In our office, we refer to these trusts as 
the “crisis trusts,” and Sasha’s trust falls into this 
category. Although Sasha’s mother is amenable 
to exploring the idea of moving and downsizing, 
the other families of these crisis trusts are not as 
flexible despite the fact that each of these houses 
requires repairs and no funds are available to pay 
the contractors. 
Trustees must weigh various factors, as well as 
short- and long-term goals, when faced with 
circumstances involving trusts and families that 
have insufficient funds to meet a beneficiary’s 
needs or maintain a residence. First, the trustee 
should know what income is available to the 
beneficiary and the family to meet expenses. This 
will involve determining whether the trust 
beneficiary is receiving Supplemental Security 
Income (SSI), a federal cash benefit. If so, the 
beneficiary has some income but any payment 
made by the trust for costs that are considered 
“shelter” to the beneficiary, like the payment of 
gas and electricity bills, must be reported to the 
Social Security Administration and will reduce the 
beneficiary’s monthly SSI benefit by up to a 
maximum of one-third of the Federal Benefit Rate 
(FBR). (The FBR is $721 in 2014.) Second, the 

Special Needs Trusts And Home Ownership:  
A Trustee’s Concerns 

Practitioners Page 

This installment was written by Special Needs Alliance member Evan J. Krame who focuses his practice on estate planning, probate, special needs 
planning and elder law. Evan is a past president of Shared Horizons, operating a pooled trust serving the Mid-Atlantic region. Evan also served as 
co-chair of the Estates, Trusts and Probate Section of the DC Bar. He has been honored as a Top Attorney and Best Lawyer in Washington and 
Maryland. Evan is a candidate for rabbinic ordination, seeking to blend his work in the law with pastoral care and spiritual direction skills. You may 
visit his website at Law Offices of Evan J. Krame. 
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trustee and family must determine who is able to pay the other carrying costs for any residence owned by 
the trust, above and beyond the monthly utilities. This may occur, for example, through the payment of rent 
by any other family members residing in the home owned by the trust. Third, the trustee must identify any 
additional costs incurred in meeting the beneficiary’s needs, other than maintaining a residence, including 
costs of transportation, caretaker services or equipment purchases. 
After estimating the expenses for the residence and the beneficiary’s needs, as well as identifying the 
available income and assets to meet these expenses, a trustee of a crisis trust with declining balances 
often is faced with impossible choices. For instance, do we repair an automobile or repair a broken 
window? Do we pay the heating bill when the family is unable to do so and thereby reduce the beneficiary’s 
SSI income that would have been available to purchase food for the month? If we pay for internet and 
cable, do we have funds left to purchase winter clothes? Because the stakes are so high when planning for 
a person with special needs, a dedicated trustee often agonizes over these tough administration decisions. 
However, the anguish a trustee may feel often pales in comparison to the dire consequences to the 
beneficiary and the family if a wrong decision is made. We simply cannot ignore the extreme pressure 
imposed on a trustee whose every decision may determine how long a special needs trust will last to serve 
the beneficiary’s needs. 
Given the various expenses associated with owning a residence and the often high costs resulting from 
meeting the needs of a person with disabilities, I am beginning to rethink the wisdom of investing special 
needs trust assets in the purchase and maintenance of a residence for the beneficiary and/or family. If there 
are suitable rental units available for an individual with special needs, I would encourage many beneficiaries 
to rent handicap-modified homes or apartments. Without sufficient housing options in the rental market, 
however, we repeatedly are persuaded to purchase a home and make modifications to suit the beneficiary’s 
needs. The downside of a trustee diving into a real estate investment is the often inevitable financial crisis 
of depleting the trust’s cash to carry the residence over time and being forced to sell the home in favor of a 
less accessible rental arrangement. The distress for both the trustee and the beneficiary is palpable when 
faced with a trust having a steadily declining balance and, unfortunately, choices that ultimately satisfy 
everyone involved simply may not exist. 

"Reprinted with permission of the Special Needs Alliance” –www.specialneedsalliance.org." 
About The Voice Newsletter, the e-mail newsletter of The Special Needs Alliance: We hope you find this newsletter useful and informative, but it is not the same as legal counsel. A free news- 
letter is ultimately worth everything it costs you; you rely on it at your own risk. Good legal advice includes a review of all of the facts of your situation, including many that may at first blush seem to 
you not to matter. The plan it generates is sensitive to your goals and wishes while taking into account a whole panoply of laws, rules and practices, many not published. That is what The Special 
Needs Alliance is all about. Contact information for a member in your state may be obtained by calling toll-free (877) 572-8472, or by visiting the Special Needs Alliance online. 
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“Client Spotlight” – Continued from page 1 

Most recently Amy is an accomplished Author. Her book 
titled “Unseen Arms" published in December of 2013, is 
a glimpse of not only her family life growing up, but also 
a view of her sense of humor and positive outlook on 
life. Her story is truly inspirational. More information 
about her books can be found at amybrooks.org. 

I asked Amy if she is considering the use of prosthetic 
arms. She said “I can actually do things faster without 
them”. The weight of the prosthetic device makes it 
difficult for her to manage, not to mention the extreme 
expense. Amy prefers to find ways to do anything she 
wants in her own unique way. Her focus is how to adapt 
her surroundings so she can be self-sufficient.  

Amy has found a way to easily use a computer and 
phone and utilizes these tools to make a connection 
through social media. You can connect with her on 
Facebook or follow Amy on her Twitter at 
@waddlesworks with her motto “no arms, no legs, no 
problem!” 

Amy with service her dog, Logic 
and her recently published book, “Unseen Arms” 
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Julian Gray Associates 
One Thorn Run Center 
1187 Thorn Run Ext, Suite 400 
Moon Township, PA 15108 
412-269-9000 

The information you obtain in this newsletter is not, nor is it intended to be, legal advice. You should consult an attorney for advice regarding your individual situation. We 
invite you to contact us and welcome your calls, letters and electronic mail. Contacting us does not create an attorney-client relationship. Please do not send any 
confidential information to us until such time as an attorney-client relationship has been established. 

Julian Gray, CELA is the Western Pennsylvania representative of the Special 
Needs Alliance, a national, not for profit organization of attorneys dedicated to the 
practice of disability and public benefits law.  Membership is extended to attorneys 
by invitation-only. 

The attorneys at Julian Gray Associates regularly speak to audiences regarding Special Needs Planning. Contact our 
Education and Outreach Coordinator, Erinn Sentner-Mule’ at 412-833-4400 or erinn@grayelderlaw.com if you would 

like to make arrangements for a free program. 

March Is Developmental Disabilities 
Awareness Month 

Since 1987, March has been designated as Developmental Disabilities Awareness Month as 
declared by President Ronald Regan. The proclamation called for people to provide 
understanding, encouragement and opportunities to help persons with developmental disabilities 
to lead productive and fulfilling lives. According to a recent study by the CDC: 
• Developmental disabilities affect more than 7 million Americans 
• About one in six children in the U.S. had one or more developmental disabilities or delays in 

2006-2008 
Learn what steps you should take now by consulting with one of our Special Needs Planning 
Attorneys. 


