
>> Great, well first of all, thank you very much for choosing our session to come and listen to. It's one 
that we feel is extremely important. Right up there with transition planning out of school, and life after 
high school is life for the rest of one's life, and that's really what this presentation focuses on. It focuses 
on not only the financial planning side of things. We'll on estate planning. We'll touch high level on 
government benefits. But my goal in this presentation is not to make everybody in here an expert in 
special-needs planning, can't do that in an hour or so, but it's really to share with you some of the 
common planning mistakes that we see parents make, a lot of the misinformation that's out there, and 
for those of you that are parents specifically, is to motivate you to take an active role in the planning for 
your loved one. And anybody in here that's a professional, it's to kind of arm you with some information 
to bring back to the families that you serve, because you can see as you navigate special-needs planning, 
there's a lot that goes into this. There's acronym after acronym families need to understand that gets 
more confusing into the benefit side of things. So just a couple of housekeeping things, everybody 
should either have a white folder with information in it or our team brochure with our contact 
information and evaluation form. If anybody needs one, just raise your hand and my partner, Lori, will 
get it to you. In there with the evaluation form, just to let you know, we are located in Montgomery 
County outside of Philadelphia. But we do work with clients all across the country, let alone the state of 
Pennsylvania, so a lot of financial-planning and estate-planning concepts are not beholden to the county 
that one lives it. It's a lot of federal-benefits planning, and the financial-planning concepts are applicable 
no matter where one might live, and we are always available as a resource. Our first meetings are 
complimentary. Families can always talk to us at no charge, and it's really their opportunity to get to 
know us and what we do, and for us to see if there's any way that we can help them. I am a big fan of 
audience participation too, so if you do have any questions during this, feel free to raise your hand, but 
I'm going to try to leave as much time as possible afterwards for any questions that anybody might have. 
Just a quick show of hands, so we understand who's in our audience today, how many people in here 
are a parent of an individual with a disability? Good. How about a professional serving individuals that 
have disabilities? Great. All right. So both of you have an extremely important purpose in here. Those of 
you that are coming as parents, what we've typically found in these presentations is two type of people 
will come to this presentation. The first is the parent that hasn't done anything, which is okay. That 
means you don't need to fix anything. You're coming with a clean slate to understand where to begin 
this extremely important journey down the financial-and-legal-planning path. The second family that 
would come is somebody that's done a level of planning. You might have certain legal documents in 
place. Most people today have some level of investments or financial advisors, and maybe you're 
seeking, you know, clarification that everything you're doing or have done is done the right way. Either 
way, again, there's a lot that goes into this type of planning. There is no cookie-cutter model. If you've 
been looking for the manual to navigate financial and estate planning, they don't have one, and for good 
reason. You look around this room. Every single person in here has a different situation. There's not a 
one size fits all, but I think the key to all of this, and one of the, I guess, major points of our presentation, 
is you need to surround yourself by the right team. You know, your child is going to be the center of this, 
the focus. That doesn't mean we can forget about the other siblings, the other siblings that are probably 
going to have very important roles in that individual's life. The advisors that we surround ourselves by, 
not only from a financial standpoint, but our legal advisors ... before I pick on legal advisors too much, is 
anybody in here an attorney? No? Anybody married to one? There we go, one. Not all attorneys are 
created equal. That's nothing against those that have chosen a different path to focus their practice on. 
But when you look at the legal side of special needs planning, it's so unique. It's such a niche. It's such a 
sophisticated area of planning. You can't use an attorney that's going to try to dabble in this. You want 
to work with somebody that's doing this every day, that it's a focal point, if not all, of what they do. And 
you want to see, "Hey, are they involved in special needs organizations. Do they volunteer? Do they give 
back charitably?" It's not just somebody doing this to make a living, it's that they're passionate about it. 



They're passionate about the families and the individuals that they serve. And that can trickle down all 
the way to, you know, your tax advisors. If anybody in this room has had any major medical expenses in 
their past, you can understand why tax planning is more unique and it involves more than just a tax 
preparer. It's really somebody that's going to be proactive with the advice that they give. So, the 
information in front of you, you can see the members of my team. A really quick background on me, I've 
been doing this, financial planning ... I'm in my 13th year. For the past almost 10, my practice has been 
dedicated and focused on financial, tax and estate planning for families just like you. It's looking at how 
all of the important decisions financially, how we invest, where we invest, insurance-planning decisions, 
how it's all a little bit different because you have a loved one in your life that has a disability. I am a 
certified financial planner. What that means for all of you that's been following Department of Labor 
legislation is we are a fiduciary in every capacity with our clients, not just from an investment or wealth 
management standpoint. It means in every interaction in insurance advice, which is something key with 
the advisors that you work with. You want to make sure that they at all times are putting your best 
interests ahead of theirs or their company's. I also have a designation, which is a Chartered Special 
Needs Consultant. It's the only financial designation really dedicated to special needs. But, this is what I 
do. I do it every single day, three to four times a day. These are the same conversations I have with 
families just like you. The good thing is though there's not just me out there. There's other resources, 
and I have always looked at it as if it's not with me that you do your financial planning, hopefully you do 
it with somebody like me, that has the same kind of credentials, the same background, the same 
expertise. So if it's somebody logistically you want to work closer, I could probably connect you to 
somebody that might be more nearby if you don't, you know, don't want to choose to work with us if 
we're over by Philadelphia. So, that being said, as we go through this presentation, the evaluation form 
in front of you, as you look at that, there's, over the past 9 years that I've been doing these 
presentations, these are some of the common concerns, the things that keep parents up at night on 
there. So if you look at that evaluation form, feel free to go through it. Check some of those boxes off 
that, you know, resonate with you as concerns, and, you know, things that, you know, are, you know, a 
worry to you or a frustration to you when it comes to benefits planning. That evaluation form has one 
question on it that, you know, we'll ask you to complete as we collect these from you after the end, 
myself or Lori, is, do you want to be contacted for an initial consultation? Like I said, there's no cost for 
our consultations. There's no obligation to it. If you circle yes, all that means is that we will reach out to 
you, and if we don't reach you, we'll leave you a message and you'll call us back because you told us you 
wanted us to reach out to you. And then, we can have a phone conversation to see, "Hey, what are you 
looking for, where are you at, and is there anything that we can have some synergy here to see if we can 
help?" If you circle no, we won't reach out to you. We won't call you. We'll send you an e-mail thanking 
you for coming, but like I said, we're always here as a resource. So moving on from that, important 
things that we've found, quality of life and lifetime care, that's extremely in an ever changing 
government benefits arena. Right? Having peace of mind as a parent that, that long time down the road 
when you pass away, that things will still be okay for your child, that they will have the care that you've 
been providing them or the life that you've been providing them so far. Protecting and maximizing 
government benefits, I think that's key to everybody in here. Who has found the process of navigating 
benefits easy? Not one. Who has found it frustrating and confusing? Who thinks benefits will be the 
same in 10 years that they are today? Who thinks they'll be the same in 10 months that they are today? 
That's another thing. We're aiming for a moving target. Right? I mean, what's there today is not a 
guarantee of what's going to be there in the future, and that's across the board from SSI, Social Security, 
waiver funding, Medicare and Medicaid, all the benefits that are provided by governmental funding. 
They are subject to change. For those of you that are planning, is anybody in here lucky enough to be 
retired? Who wants to some day? Keep your hands up. Who feels that their child is going to be relying 
on them to some extent in retirement? So I have considered that, or I call that, if you're married, it's a 



three-person retirement. Right? It's you, your spouse, and your child. What are the ongoing support 
needs they are going to require as you are embarking upon that second half of your life in retirement? 
So we have to build these expenses into a retirement income plan. What support ... If it's a rental 
subsidy, if it's providing extra, you know, medical care, whatever it might be, we have to factor that in 
when it comes to our retirement planning. Who has more than one heir? Who wants to leave things 
equitably to all of your children? There's no right answer to that or wrong answer. You're going to look 
at your other heirs and you're going to say, "Well, maybe we paid for things for them that our child with 
special needs did not, an expense they didn't incur." So equal does not mean fair. But at the same time, 
your other heirs are going to probably provide these important care-giving roles in your child's life. We 
don't want to completely disinherit them if we can avoid it, but if we can, in a perfect world, is to 
provide things equitably for everybody in the most tax-efficient way, which leads me to the last thing, 
minimizing the impact of Uncle Sam. Whether we know it or not, Uncle Sam does not care if your child 
has a disability. There are actually circumstances that Uncle Sam is going to tax your loved one with a 
disability at a higher rate than what he might do to your neurotypical children, and it's important to 
understand where that occurs to have some sort of contingency plan against it. So mistakes that we've 
seen, and again, mistakes come from misinformation or from procrastination, or from, you know, simply 
just working with the wrong team of advisors, and that's the biggest thing, the lack of coordination. 
You've got financial people, legal people, tax people, insurance people, benefits advisors, supports 
coordinators. You've got all these people, but they don't talk. The financial person has never spoken to 
the attorney. Your financial advisor doesn't even know who your supports coordinator is. These are 
things that are important to make sure that this holistic planning is done. And again, if those advisors 
aren't experts in special-needs planning, they can leave many gaps that could exist. It's the lack of 
planning. I'm sure you've seen the old adage. People spend more time planning vacation than they do 
their finances. It's true. It's scary, but it is true. That's why we don't have lines waiting outside our offices 
on Monday mornings for people to come in and talk to us. Just like the attorneys, they don't. Nobody 
wants to come and talk about dying, "When I'm no longer here," or, Gosh, am I going to have enough 
money to retire off of?" You know, these things are important, but people procrastinate. Procrastination 
comes from a couple different reasons. Young children, "My child is young. I'm not going anywhere 
anytime soon. I have time to do this." Well, yes, in a perfect world you're going to live as long as you 
possibly can, but we all know stuff can happen. So, no matter if they're younger, we need to get these 
things in place. I've always wished, and my partner, Lori, has said the same thing. I wish every IEP 
included estate and financial planning. Then we wouldn't have to do reactive planning when these kids 
are 18, 19, 21 or 22 to get things in place that should have been in place 15 years ago. I have a child 
that's higher functioning and younger. Doing special-needs planning is not a permanent sense that 
you're child's even going to need these benefits that we're setting out to protect. It's not a permanent 
sentence that they're going to be disabled. Think of the planning as like your worst case scenario. It's 
your backup plan if college and full-time employment and getting married and getting their own health 
coverage. If all these things that we're striving for and planning for and working with our children to 
accomplish, if they don't come to fruition, this it to protect that backup plan. So that's something that 
we find. A child that's higher functioning causes parents just to not do anything. Well, not doing 
anything is not a plan. So we still need to do financial and estate planning regardless if we have a child 
with special needs, but it's critical when it comes to the special-needs side of things. And then, again, 
there's time, time and other priorities. We are always going to have stuff on our plate. IEP season is 
what, a month away, right, for those of you that are September IEPs. And then, you're going to have 
something else that you're going to deal with. You're going to have ISP, right, as you start transaction 
planning. And then, you're going to have SSI and SSD and DAC and all these acronyms that you're going 
to try to become experts on. And you're going to have to want a vacation and do all these other things in 
your life. This has to be put up there as a priority, so ... I'm going to come back to this quiz in detail. It's a 



trick-question quiz, so don't worry about it if you didn't read it. On the legal side of things, special-needs 
planning has to consist of three main areas all working in unison together. Does it mean they have to be 
done all at the same time? Not necessarily, because it's going to be a lot to tackle at once, but they all 
need to be done. When you have all three done, and these plans are in place and constantly reviewed, I 
think then you can say, "I am done." And then, every couple of years, you take them out, dust them off 
and review them. The legal side of this is where most families are going to gravitate to. So disclosure, 
we're not attorneys. I cannot draft a legal document. I can't give legal advice. I've been doing this long 
enough to kind of know what to look for in the legal relationships and in the documents that these 
attorneys draft, but what we wanted to do is be that resource connector for our families for all the 
things that we don't do or we're not experts in. We want to have resources we can connect our families 
to. So it's finding the right attorneys to work with. There's two really good organizations out there where 
if, you know, we pretty much know everybody in the Philadelphia area, but if you're in other counties, 
the two resources that are places to go to find attorneys are ... One is the Special Needs Alliance, if you 
want to write that down. Special Needs Alliance is an attorney-only organization. It's an invitation-only 
organization for attorneys that have focused their practice on special-needs law. You can go on there 
and search by county. You can find out who's got your territory. The Academy of Special Needs Planners 
is a both financial-planner-with-certain-designations organization and attorney, and you can go on there 
and also seek out attorneys or financial planners that focus their practice on special-needs estate 
planning. If the attorney you work with isn't in those organizations, it doesn't necessarily mean he or she 
is not an expert, but these are two good places to start. So the legal planning is key, working with the 
right attorney. The financial planning with the assets, the stuff we have to work with, and then the 
government benefits and the care management, it ties everything together. So first on the legal side, 
everything you see up there, these aren't sophisticated documents. These are basic documents that an 
estate plan consists of. Every one of us in here that has a minor child owes it to that child to do and 
create an estate plan. Our minor children, if we died, I have a 3 1/2-year-old daughter and another one 
on the way in about a month in a half. If my wife and I had passed away yesterday, and we did not have 
a will, guess who gets to name the guardian for my daughter. Anybody want to guess? The state. Do you 
want the state deciding who's best suited to raise your child? No. We need a will, which is a simple way 
of who gets what and when, and who raises our minor children. We need that if we have a special-needs 
child or not. These powers of attorney, if we were incapacitated, if I couldn't tell a doctor to talk to my 
wife, a medical power of attorney allows them legally to talk to her and divulge any private HIPAA 
protected information. Same thing goes for financial power of attorney. If I'm incapacitated, and she 
needs to call about accounts that are mine, they won't talk to her unless this document is in place. Huge 
important documents that we owe to the people we care about. And then, trusts, there's hundreds of 
types of trusts all with different purposes. I'll talk about one specifically. But a trust is like a barrier 
around whatever we put inside of it. So if we die without these documents, without a will, like I said, the 
state gets to decide who raises our children. Guess what else the state gets to do. They get to decide 
who gets our assets. So in Pennsylvania, if you're married, most spouses think, "If my spouse dies, I get 
everything that's his or hers." Not in Pennsylvania, in Pennsylvania, your spouse is entitle to the first 
$30,000 of what was yours and then half of everything else. The other 50% of that half goes to your 
children. So we could accidentally disinherit our spouses. We don't want to do that. If you die without a 
will, which is called dying intestate, anything you own outright, that is not going to be a contractual 
obligation like a beneficiary, your spouse is entitled to the first $30,000 and then half of everything else. 
But most of the things that we might own with our spouses, like our home, you'll own it jointly. Jointly-
owned assets go right to the other person. Anything with a beneficiary like a life insurance or an IRA or a 
401(k), as long as the beneficiary is updated and correct, it'll go right to them by contract. It's everything 
else. But that doesn't mean that we can avoid getting a will just because we have those types of 
ownership things in place. That trust, like I said, it protects assets. It protects it against spending habits, 



so your child doesn't wake up on their 18th birthday with a blank checkbook to do whatever they want 
with or on their 28th birthday or 38th birthday or 48th. I've seen many people make bad decisions with 
money. A trust protects it. It gets spent the way you want it to. They get legal issues. They cannot be 
sued, and the assets can't be taken by the trust. Creditor issues, bankruptcy, can't go after the assets in 
trust. If your child is married and gets divorced, guess what. That divorcing spouse can't go after the 
assets you left them in trust. It's a very important legal document to keep the wealth that you've 
created in your family. There's spouses for children with special needs. There's trusts for more typical 
children. There's trusts for spouses, many different uses for these types of documents. All right. My 
teachers were always good with me in school. They said that if you're going take anything down as a 
note, this is good because it's going to be on the quiz. I'm not going to quiz you after this, but this next 
slide, for those of you that don't know this, is the most important slide from this entire presentation. So 
are you planning to leave over $2,000 to your loved one with special needs? Federal law says, if you 
leave over $2,000 to your loved one, he or she is automatically going to lose eligibility for most 
government benefits. Anybody hearing that for the first time? No. That $2,000 has not changed. So that 
is one of the biggest stumbling blocks for parents, because they say, "Well, if I'm trying to provide 
lifetime care for my child, and I can't leave over $2,000, the math does not make sense here." So let's 
first talk high level about government benefits. Look, we could have a whole hour about benefits, so I'm 
going to keep it simple. There's two main types. There's entitlement benefits, and there's eligibility-
based benefits, or needs-based benefits, very, very different. This $2,000 resource limit applies to 
eligibility-based benefits, which are Medicaid, MA, Medical Access, Medical Assistance, whatever you 
want to call it, and Supplemental Security Income, SSI. It is not Social Security. It's Supplemental Security 
Income. Waivers are also needs-based benefits. That's where my waiver conversation's going to stop. 
There's plenty of resources here today that could probably talk to you in more detail about that. But on 
the asset side and the Medicaid front, who has a child that's still in school that is not on Medicaid? So 
Medicaid in Pennsylvania, there is a loophole. Medicaid is typically a financially tested benefit based on 
parents' income or assets for a minor. In PA, we have this loophole. So a minor with a disability is eligible 
to actually have Medicaid benefits even if their parents are not below poverty level. We are the only 
state that has that. So anybody that has a child that's still in school that has a disability needs to be on 
Medicaid. Your moral or your political biases against it, feeling that you think other people need it more 
than you, I understand that and can sympathize with that, but you want to get your children on the 
benefit even if they don't use it, is to make sure that they're in that system. Medicaid, I believe, is the 
only way to get wraparound services, too, in school, so Medicaid is health care. It would be a secondary 
pay or behind your private health care, very important benefit. SSI, also financially tested, Supplemental 
Security Income is a monthly cash benefit. It's intended, emphasis added, to pay for food, shelter and 
utilities. When you have a minor, they look at the parents' income and assets. If you're not below 
poverty level, your child is going to be denied eligibility for SSI. That changes on their 18th birthday. On 
their 18th birthday, they no longer care what you make or what you have. It's solely, "Does that child 
have less than $2,000 in resources, and is that now-adult child considered disabled under Social 
Security's adult definition of disabled?" which is a very strict definition, unable to engage in substantial 
gainful activity, which is a fancy way of saying making roughly $1,000 a month and having disability 
expected to last longer than 12 months. Having autism does not mean you are disabled. Having Down 
syndrome does mean you are considered disabled in Social Security's law and in Social Security's eyes. 
So again, there's no one size fits all. If you have Asperger's or PDD-NOS does not mean that you are 
disabled. Doesn't mean you're not disabled either, so it's a process to do that. There are resources that 
were actually at this conference that can help you navigating that. So SSI is to put a roof over and feed 
and pay utility bills for our adults with disabilities. I know some of you in here know the number. But 
how much is SSI on a monthly basis in Pennsylvania today? You didn't sound excited about that number. 
It's $735 to feed, pay the rent and the utility bills.  



 
>> [INAUDIBLE] 
 
>> Federal. State subsidy is the extra $20 or $25 the state of Pennsylvania gives us. It doesn't go that far. 
Right? But is anybody in here that's going to be eligible to receive that benefit going to leave that money 
on the doorstep? No. If we have that $7 a month that we're eligible to receive, our goal is to maximize it. 
So how do we maximize that benefit really simply? If your child is living at home with you, you cannot 
give them rent-free occupancy. You either need to charge them rent or charge them room and board. If 
you do not, the government is going to come back in and say, "You are providing them in-kind support 
and maintenance, another lovely acronym, IKSM, and we are going to reduce your SSI automatically by 
one third, leaving that child in receipt of like $450 or $460 a month." So the key is if they are not 
working and earning income, and they are living under your roof, they should be getting the full amount 
of SSI. There are resources to help you appeal these determinations or help you out in the actual 
application process. So that's SSI. They are eligible to get it as long as they're disabled and as long as 
they don't accumulate more than $2,000 in resources. The entitlement world is much different. 
Entitlement means we get this because we have contributed to Social Security. So how might your child 
who's never worked and contributed collect or be entitled to collect off Social Security? It's off of yours. 
You know, the contributions you make every payroll to Social Security, those are benifitable for your 
child. Over 18 years old, if they have a disability onset earlier than their 22nd birthday, they are entitled 
to collect off your Social Security record for the rest of his or her life. That's an important age, 22. So 
how do they collect? The best way is when you retire and elect Social Security. It's not when you retire, 
it's when you actually elect your Social Security retirement benefit. They are entitled to 50% of what 
you're entitled to receive in addition to what you are going to receive, not taking away. So if you're 
going to getting $2,500 a month of Social Security at your full retirement age, 66 or 67 for most people 
in this room, your child will get $1,250. You'll get your 2,500, they'll get 1,250 as long as they are 
disabled and as long as Social Security is solvent. Right? So it's a big decision then. When do we elect 
Social Security? No parent, that is especially the higher wage earner, should ever elect early Social 
Security if they have a child with special needs, so that makes your retirement-planning decisions a little 
bit different. So they are entitled to get 50% when you retire, if you collect Social Security disability, 50% 
entitlement. Anyone that has a child with special needs that is disabled past their 22nd birthday should, 
in all cases, if it's possible, elect to defer their Social Security benefit until full retirement age, which is 
between 66 and 67. 
 
>> [INAUDIBLE] 
 
>>The question was autistic individuals are not considered disabled. Yes, by Social Security's definition 
that diagnosis does not deem they are automatically disabled. However, when they go to this interview 
for SSI, it's the Social Security representative determining if they are disabled at that point. So just 
because you have autism does not mean you're disabled. Down syndrome is different. You have Down 
syndrome, you are considered disabled under Social Security's law. So ... 
 
>> [INAUDIBLE] 
 
>> Yes. 
 
>> [INAUDIBLE]  
 



>>If a child is nonverbal, they might opt of not having a face-to-face interview, but that's where there's a 
whole slew of medical documentation you need to bring, past doctor records, psychologist, psychiatrist, 
whatever it might be. You bring more than you feel might be necessary. It's their job to sift through it 
and determine at that point. So Social Security, retirement and disability 50%, death close to 70%, and 
they will get that benefit for the rest of their life as long as they're disabled. It's the highest cash benefit 
they will ever get through the governmental systems today. The other benefits provide for services 
indirectly. So ... Question. 
 
>> [INAUDIBLE] 
 
>> All right. So the question was, "Can they collect Social Security and SSI?" Social Security offsets SSI 
dollar for dollar. So if SSI is $735 a month, if the individual is going to collect more than that in Social 
Security benefits, they don't get any SSI. If their Social Security benefit is less than the SSI amount, SSI 
fills that gap. So I don't think they are going to change that. You can't also double-dip in both your 
parents'. It's the higher of the two parents that you can collect off of.  
 
>>What if there was like a large age difference [INAUDIBLE] and say. the higher wage-earner is the 
younger one? 
 
>>So the question is Social Security, big age difference or wage difference between the two spouses. 
This is why there's no manual to this. If that's the case, there's different ways you can kind of play the 
Social Security system, where maybe the lower wage-earner elects their benefit first, kicks in their 
benefit and the Social Security, the 50% to the child, and then the higher wage-earner differs their 
benefit maybe to 66 or 67, potentially all the way to 70, to maximize the Social Security benefits that are 
there. So again, it's based on your unique situation when to elect those benefits. The good thing about 
Social Security is 2 years collecting it, you're not entitled to Medicare for your health care. So Social 
Security and Medicare are entitlements. They come together. SSI and Medicaid are eligibility benefits. 
They come together. Now, the other question we usually get is, "Well, if my child is on Medicare, do I 
need Medicaid?" I'm sure everybody in this room knows there's a lot Medicare does not cover where we 
need Medicaid to fill that gap, so you would still, even if your child is going to be on Social Security, 
which is not financially tested, we need to keep them financially eligible for Medicaid and Medicaid 
waiver services. All right. That's my benefits spiel. Really quickly on these resources that are countable, 
the list of what's not countable, much smaller list, so the individual can own their home as long as they 
live there. They can own an automobile used for transportation. They can own personal belongings, 
video games, musical equipment, things like that. They can have the new ABLE accounts up to a certain 
dollar limit. They can have PASS accounts used for job-training purposes, and they can have up to $2,000 
in accounts, but pretty much everything else is countable against them, so stocks, bonds, cash, money 
markets, CDs, savings, checking, IRAs, annuities, rental properties, collectible cars. Your Lamborghini, off 
the lot, is countable against them. These are things they can't own in their name, so the rule of thumb is, 
you have a younger child, don't give anybody their Social Security Number, your parents, their aunts, 
uncles, godparents. If you don't give them their Social Security Number, there's no way that somebody 
can accidentally open an account in their name. Savings bonds, UGMA accounts, we don't want any of 
these in your child's name. That does not mean you're not going to save for them. You're just going to 
save in places where it will not be countable against them. Johnny is your son with special needs. You 
create a Johnny account that's in your name and in your Social Security Number if you're going to be 
putting money away in their name. So the good news is, like I said, resources to help you navigate, so 
the three biggest mistakes, when people know this number, and they try to put a Band-Aid on this issue, 
is they'll disinherit the child, which usually comes along with a morally obligated gift, where I go back to 



Johnny, let's say his sister, Susie. Well, we won't leave anything to Johnny. We'll disinherit him, take him 
out of the will, and we're going to leave everything to his older sister, Susie. First, Susie, she'll take care 
of her younger brother. Right? Because that's what older sisters do. It's nothing against your other 
children. It's morally obligated, meaning there's no legal mechanism making sure Susie carries that out. 
If Susie gets sued, if Susie gets divorced, if Susie dies, all these risks out there, the money that was set 
aside for Johnny, it may never get used for him. So you don't want to be doing that type of planning. The 
other thing is well-intentioned family members that either choose not to listen to you when you try to 
communicate to them what they need to do, which is common, or you haven't communicated to them 
at all that you have certain ways that you can set money aside for them that won't jeopardize their 
benefits. Hey, look, you have a long-lost uncle that leaves your child $100,000. It's not the end of the 
world, but if we could communicate to that uncle a way to do it in a better way, to leave it to a certain 
legal document where it won't ever jeopardize him, it's a better way of doing things. So I'd like to build 
the suspense on this slide. These special-needs trusts, this is the most important legal document that 
anybody with a child with special needs needs to create, not fund. The creation of this special-needs 
trust is the important part of this. The creation means that this trust is here proactively, if I were to die 
tomorrow, that this trust could receive everything that I want to go to my child with special needs, and it 
will not jeopardize their government-benefit eligibility. The key, though, is differentiating. I'll keep it 
simple. There's two main types of special-needs trusts with a very bad difference. The type that 
everybody is going to create proactively and fund with your dollars or other family members' or friends' 
dollars, anybody's money besides the individual with the disability, are called these third-party special-
needs trusts, or supplemental-needs trusts. I promise you, if you go Google special-needs trusts, you're 
going to read articles that are going to confuse you. That's why you have to know this differentiary talk, 
what makes them different. The third-party special-needs trusts, funded by anybody else, this trust can 
have an unlimited amount of assets, unlimited. Millions of dollars can go into this trust. It can be used 
for anything, to an extent, that will supplement but not supplant government benefits. However, that is 
a key term that has to be on all third-party special-needs trusts, supplement but not supplant or replace 
government benefits. But let's say your child is living on their own and collecting SSI, and we want them 
to have rent to pay for where they are going to live. Where are they going to live off of $700 a month 
that's going to pay rent? Is it going to be in an area where you want them to live? Probably not, so if that 
trust or anybody provides for something the government is supposed to be paying for, such as rent, the 
government is going to reduce SSI automatically by a third. However, if that rental subsidy that this trust 
could pay for puts them in a better place to live, wouldn't we all want that for our child? So you want 
that trust to be strict where it needs to be strict, flexible where it needs to be flexible, so you want that 
trust to be able to provide for these things. If they reduce a government benefit, however, not eliminate 
one, and it puts your child in a better situation, we want to have that available, so a third-party special-
needs trust can be pretty much used for anything for your child with special needs, entertainment-
related, going on trips, video games, clothing, anything for them. When your individual with special 
needs later passes away, the money that's left in that trust goes back to whoever you want it to go to, 
family members, charity. There is no required reimbursement to the state of Pennsylvania. Question?  
 
>> I have a question. With a special-needs trust, is it strictly monetary, money in there, or can it be 
[INAUDIBLE]  
 
>> So the question is, what could a trust own? It can own pretty much anything, investment accounts, 
real estate. It can own pretty much anything that's out there. However, we don't want it to be just a pile 
of money sitting there. We want it to be able to generate income, so you have property in there only 
that's not rented.  
 



>> [INAUDIBLE]  
 
>> The question is, could you put a business? You could. You probably wouldn't want to, but that's why, 
when we get into equalizing the estate, there's certain assets that work better for our special-needs 
trust and other assets that work better for our other heirs from a tax-planning standpoint.  
 
>> So essentially, potentially, in your estate, in your plan, you could have special-needs trusts in the 
inside of the trusts, as well.  
 
>> Yeah, you would want a special-needs trust definitively and then other trusts for your other heirs. 
Correct. So third-party trusts, no government reimbursement, the difference between that and a first-
party, or self-settled, special-needs trust and what is technically considered a special-needs trust is a 
first-party special-needs trust can still be pretty much used for anything for the benefit of that 
individual, but the DHS has more supervision over that. They're going to want accounting. They're going 
to see how you're spending that money because the kicker to this is, if your loved one with special 
needs dies, there's a mandatory Medicaid reimbursement from dollar one of any Medicaid benefits that 
were ever expended on your loved one from those trust assets. It's more of a reactive special-needs 
trust in most cases where let's say your child is in their 20s, collecting SSI and on Medicaid, and 
somebody accidentally leaves them an inheritance. This is where we would have to put those dollars for 
them to continue their eligibility for Medicaid and SSI when it's a substantial dollar amount, you know, 
five figures and higher, but to continue the benefit eligibility. If we have to create one of these trusts, 
guess which money we spend first. The first-party special-needs-trust money. They also are a result of, 
like, medical malpractice, personal injury, lawsuits. That's the type of trusts that has to be funded for 
those types of trusts. But hopefully, nobody in this room has to ever create one. You'll have your third-
party trust there for other family members to fund. You would fund it when you pass away, and the 
money is there and never subject to a repayment to the government. I can't stress proactivity enough. 
We would cost our family, our heirs, hundreds of thousands of dollars in what could be legacy dollars if 
we don't do it proactively. So when should it be funded? As long as you are here as the parent, you're 
going to do everything financially that that trust has the capability of doing. You're going to provide your 
child lifetime care. You're going to give them quality of life financially. The trust really needs to be 
funded last primary caregiver passes away. It's the most opportunistic time to fund it. You know, if you 
get into your 80s, and you're still alive, some gifting strategies could come around where it could make 
sense from a tax standpoint to start gifting your assets away, but most families, they worry about ... 
First, they quantify what their child might need. They get into high six figures, seven figures of, "Gosh, if I 
died yesterday, I have a 15-year-old, and I need to provide for them for the next 80 years. Maybe, it's $1 
million. Well, I don't have $1 million sitting in a bank account, so I don't know where to start." Well, you 
don't need that million dollars to fund that trust right now. You just need the legal document to receive 
it when you pass away. Does that make sense? So the legal document is the framework there to provide 
the protection that we need.  
 
>> [INAUDIBLE]  
 
>> The one you're going to create proactively and you're going to fund is going to be a third-party. 
Because why would you put money into a trust with a pay-back on it if you're not forced to? All right. So 
back to this one, another tough question that we have to answer is, if we die, who continues care-giving 
for our child? It's a hard answer to come up with. You might not even have a person in your life that you 
think would be, you know, best suited to continue doing that. The other thing is, even if you appoint 
somebody, how do you know they're going to follow a path that you want them to go down? So one 



thing we definitely need to do, once our child hits 18, we need to make a decision about one of these 
two things? Do we have our child sign over us as agent via a power of attorney, or do we go through 
guardianship? Guardianship is not your sole answer. The one thing you want to avoid is going through a 
guardianship-happy attorney that says, "Hey, you have a child with 18 that has special needs. You need 
guardianship." No. Guardianship should be your last resort. A power of attorney, as long as they have 
the capacity to enter that contract, should be your first option. If the attorneys deem them mentally 
incompetent and incapacitated, and they can't sign that contract, guardianship is your only other option, 
but we need this to have the legal right to talk to medical practitioners. I mean, most medical 
practitioners are going to talk to you as parents anyway, but this is the checks and balances that we 
need. But how do you know somebody is going to provide that care-giving the way you want? There is a 
document that everybody in here can create, and the good thing is it doesn't cost anything. It's called a 
memorandum of intent or a letter of intent, letter of memorandum. This is where you spell out what 
you envision, your hopes and dreams for your child for the rest of his or her life. You know, look, you 
have everything up here. There's silly little things like pant size, shirt size, what fabric they might not 
like. What's their routine? How to do they go to bed? How do they like their bread cut? All the way to 
religion, marriage, work situations, living situations. Where do I envision them to be 20, 30 years from 
now if I'm not here? So I've seen some short, some thick. The key is that you have something to give to 
everybody that's going to touch your loved one's life. We have a template, kind of a how-to, to begin 
start this, should you want that template. All right. So now back to what we consider the most fun part 
of this. This is the financial and the tax planning. Right? Everybody is excited for tax planning early on in 
the morning. Like I said in the beginning, Uncle Sam doesn't care, you know, that you're going to leave 
money to somebody that has a disability. He's going to tax them no matter what, just like he would 
either you or I, sometimes to a worse extent. So the funding strategy, the question was, how can we 
fund it? You can fund a special-needs trust with any of this on here. Everybody in this room has different 
amounts of this stuff, though, but the key is, from a tax-planning standpoint, understanding how each 
one of these is going to be taxed. Does anybody in this room know what the Pennsylvania inheritance 
tax is, linearly from a parent to a child or a grandparent to a grandchild?  
 
>> Four-point-five percent? 
 
>> We got a 4.5 percent. How many people are in agreement with that? That's correct. You die. From 
dollar one, your children will pay a 4 1/2 percent Pennsylvania inheritance tax on everything that you 
own with the exception of life insurance. Our state does not count life insurance for the inheritance tax. 
There is no exemption. When we get to the federal estate tax, there is a almost $5 1/2-million federal-
estate-tax exemption, and if you're married, you get to combine that with your spouse to shelter the 
first $11 million of what you own from federal estate tax. It's the highest it's ever been. When I started 
in 2015, it was, I believe, 1 million or 1 1/2 million, and it's gone up every year. It disappeared for 11 
months in 2010, and then it came back at 3 1/2 million and has increased since then. It doesn't matter, 
though, what it is today. It matters the year that we die what the estate law is, so the federal 
government, they count everything, but they exempt the first $11 million if you're married. Our state 
doesn't count everything, but they don't give you an exemption. Does anybody know what the 
Pennsylvania inheritance tax is sideways, sibling to sibling? 
 
>> Twelve?  
 
>> Twelve, so if you have a sibling wanting to fund the special-needs trust for a sibling, the state is going 
to come in and take 12 percent of it first, and for everybody else, it's a 15-percent Pennsylvania 
inheritance tax, so if you have aunts or uncles or friends or godparents that are going to leave things to 



your child's special-needs trust at death, if it's not life insurance, Pennsylvania comes in and takes 15 
percent of it first, and that is due within 9 months. That could change. You know, look, we've got deficits 
out the wazoo that are growing by the minute, so lower taxes don't necessarily fix these deficit issues. 
Beneficiary designations, I'd mentioned early, contractual things where we can list somebody as your 
beneficiary, this is where I see a lot of financial advisors miss the boat. You need to update every life 
insurance, IRA, 401(k), pension annuity, anybody where you can specifically name a recipient of those 
funds. You need to update it to reflect the legal documents. If not, those contractual obligations, they 
bypass your wills and your trusts, so making sure your beneficiaries are set up correctly is important. 
Look, life insurance, investment planning, it all has to be looked at differently. You've got a three-person 
retirement. You know, children that don't have special needs, your legacy is almost an option. Yeah, I 
could leave my kids a legacy, or I don't have to. I can just worry about me. With special-needs planning, 
it's not really a question of, do you want to? It's, how much do you have to leave behind? And the tricky 
thing is navigating retirement. Investing is not rocket science. As long as you don't do something silly like 
panic out of the market or chase ridiculously small companies or chase returns when the market is up 
for 9 years in a row, today, 9 years in a row, as long as you don't do anything silly, you'll be able to 
accumulate a sizable amount of money. The problem is spending it. And how do you spend it in a way 
that you don't run the risk of running out of money? Because you can't afford to do that if you have a 
child with a disability. You need to have enough money to live off of for the rest of your life, provide 
everything you need to spend money on, everything you want to spend money on, the support 
expenses for your child and leave them enough to continue that for the rest of their life when you die. 
That changes everything. It changes the dynamic of, number one, where do we invest? What kind of 
allocation do we choose? You know, if you have a child with special needs that's 15, you've got an 80-
year investment horizon, yours and theirs. You shouldn't own a single bond in your portfolio, and bonds, 
right now, probably riskier than stocks, so there's some scrutiny on how investment advisors that don't 
get special-needs planning are giving portfolio advice. You have life insurance. If you have term, it's 
going to run out before you die, and we need to fund a trust when we die. Does that really fulfill that 
purpose? It doesn't, so you got to look at these things a little bit differently and understand that, hey, 
maybe, my neighbors that don't have children with special needs, they don't do these things, but they're 
not me. They're not my situation. What the financial media is telling us, they don't know I have a child 
with special needs. So should I be following their advice or getting advice from somebody who knows 
what they're doing? The one thing that I want to point out, the worst asset that you could leave behind 
to any of your heirs, including the special-needs trust, any pretax retirement account, this would be your 
pretax 401(k)s, traditional IRAs, money that you are deferring income taxes on today to pay income 
taxes later. Does anybody know what the acronym IRD stands for? Who has an IRA? Okay, good. So this 
is one different letter, IRD, income in respect of a decedent. Google it when you go home. IRD is the 
embedded income tax that you are going to pass on to your kids when you die that's going to come from 
all of your pretax qualified retirement accounts. And does anybody in this room, if you're a gambling 
person, would you put money on income-tax rates being lower in the future? Probably not, so we're 
deferring all these income taxes for us in retirement to potentially a higher rate, and we're passing them 
on to our kids at a huge unknown income-tax liability. And this IRD tax is a catch-22 for our children. If 
our children want to enjoy and spend the money they will get from our retirement accounts, they have 
to claim it and pay income taxes on it. So I'll give you an example. You've got three kids. You've got 1 1/2 
million in a 401(k), and they all get $1/2 million. The child, financially, they're okay. They'll take the 
$500,000, and the IRS, you know, today, they'll allow them to take very small amounts of it out every 
year, but they'll add that small amount each year they're required to take out on the top of the rest of 
their earned income. So if they're successful, say they're making $1/4 million a year, and then they have 
to take out another 50,000, what income-tax rate are they going to pay on that 50,000? It could be 25, 
30 percent. Child B, not very good with money, say they're in their 30s. They've got young kids, they've 



got bills, and they have visions of a bigger house. All right. Mom and Dad just left us $500,000. Well, I 
want to spend it. Well, how much do you think, of that $500,000, they actually get to spend? Because 
here's what happens. Five hundred thousand dollars goes on your 1040 as ordinary income on top of the 
rest of the ordinary income. You pay your income taxes on that 500,000-plus, so say 40 percent, so 
$200,000 is gone, year one, plus 4 1/2 percent because the state is still going to take their inheritance 
tax. That's a lot of money, money you worked hard to accumulate. If we don't understand that, and 
we're still pumping all this money away into our 401(k)s, maybe it, you know, causes us to revisit our 
investment strategy. So that's where Roths come into play. It's where taxable investments might be a 
better solution for ongoing savings than our 403(b)s or our IRAs or 401(k)s. What time is ... All right. 
Usually, by this point in the presentation, heads start spinning, so it's an information overload. Let's all 
kind of get to a summary, calculating how much your loved one needs. We have a special-needs 
calculator that we use with a lot of clients to try to, you know, extrapolate into the future how much 
you're going to need, which allows us to come back to how much we need to fund the trust with, so it's 
very helpful. The other thing you can think about is, if we're talking lifetime care for your child, what 
about yours? You have a major medical need that causes you to need care in your home or, god forbid, 
go to a nursing home. That could take away dollars we were going to set aside for a special-needs trust, 
so you need a plan to address it, one way or another. All right. So where do you start? Look at the 
attorney side of things. Understand, number one, is my attorney a specialist? When is the last time I 
heard from that attorney? Do you get updates or contact from them once a year saying, "Hey, these 
things have changed. This is how Social Security changed or SSI. I called to reach out. Do you need 
anything?" an offer for a complimentary review from your attorney. If you don't get that or if you're 
questioning, "Is my attorney really an expert in this?" it might be a good thing to get a second opinion. 
Take those documents into a new attorney that you find. Have them look at them. Make sure your Ts 
are crossed and Is are dotted. It's much easier to fix it now, while you're here. On the financial side of 
things, look, the market has gone up for 9 years, 9 years. Does anybody even remember 2008 anymore? 
Anybody know the market loss in 2008? Forty percent. The average equity mutual-fund investor was 
down 50. That's almost 10 years ago. Understanding, though, how am I positioned if something like that 
happened again? Am I subject to going down 50 percent again? Do I have time to recover again from 
that? So a re-evaluation of how you're invested is important and the types of accounts that you're in. 
Seek a second opinion of somebody that does all of what you're probably already doing, wealth 
management, insurance implementation, but does it for special needs, me or somebody like me, like I 
said. And again, second opinions do no harm other than the worst thing that comes out of it is you're 
fine, and things are okay. So where we can help, like I mentioned earlier, our meetings are 
complimentary, the first ones. It's our opportunity to give you at least a 30,000-foot analysis of where 
you're at compared to what you want as your goals to see if you're on track and to see if there's any 
gaps that exist, anything you could be doing more efficiently. If you need an attorney, be happy to 
provide you a list of a couple names of people. We'll have a conversation first. We try to match you up, 
personality-wise, the level of work that you need done, but if there's other resources, you need help 
with a Social Security or an SSI appeal.  There's resources for that. You need help navigating waivers. 
There's resources for that. You need a therapist, a doctor, a psychiatrist, whatever it might be. If we 
don't know somebody, we usually know somebody that does, so it's helpful to get you connected to 
other resources in the community, but I think the key to this is education. Understand what's available 
to you. You know, work with somebody that's giving you objective advice that's in your best interest, not 
in what they feel is theirs and, again, surround yourself with the right team of advisors. You guys are the 
expert in your child. You just need to communicate what your wishes are for these people that are 
advising you. And for anybody that's in compliance in the room, this is our legal and and tax disclosures. 
None of that was legal or tax advice. I will tell you in those presentations later in this conference on 
additional ways of funding for your child with special needs, so I'm not going to talk about it too in-



depth. There is a piece in our folders on this, on the Pennsylvania ABLE account. Anybody hear about 
this? If I could summarize it, a ABLE account is not a replacement for anything that I just talked about. 
It's a complement. It's a complement for some additional funding that you can put aside for your child. It 
will never replace a third-party special-needs trust. It can replace a self-settled or first-party special-
needs trust, but it's not a replacement for proper, holistic, comprehensive planning. You know, if you're 
trying to quantify the lifetime-care needs of your children, how much money do you think that is? Who 
thinks it's $10,000? Who thinks it may be $1 million? An ABLE account can be funded by $14,000 per 
year. How many years do you need to be alive to fund that to a point where it's adequate enough to 
cover lifetime-care needs? You can't, but for some additional earnings that that child is earning, put that 
in there. An inheritance less than $14,000, put that in there. If you already have an established third-
party special-needs trust that can be used for anything for your child, might want to put it in the special-
needs trust rather than put your own money into an ABLE account, so there's reasons behind that, but 
it's understanding how all these things work together, ABLE, special-needs trust, PASS accounts and 
other types of accounts that you set aside for your child. So I will end it on that. I really appreciate you 
guys coming and listening to me for an hour and 15 minutes. Just a quick show of hands before you 
need to leave, who learned at least one new thing today? Let other families know there's resources out 
there. For those of you that are close to us, we speak pretty regularly in the five-county area around 
Philadelphia, which is branching into the seven-county area of Lancaster and Lehigh Valley, so we will be 
providing these educational workshops pretty regularly, come September. But I want to thank you. If 
you have your evaluation form, feel free to pass it to the end, or Laurie or myself will collect it from you 
before you leave. So I'll be here for questions and answers, or come up to us afterwards, if you like. So 
thank you, guys. 


