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An Interview with Betty Lehman of Lehman Disability Planning 

By Erik Raschke  

Most of my interview with Betty Lehman was conducted while she was walking on a tread-mill. 

During her exercise, she spoke constantly, with determination, and never once seemed short of 

breath. Her adult disabled son is in his late twenties, needs 24/7 care, but nonetheless leads an 

independent life. She is one of the only financial planners for disabled adults in the United States 

and, with the help of specialized lawyers and accountants, she has created a blueprint for 

disabled adults to have financial independence. 

Betty Lehman worked at the Colorado State Capitol for 20 years getting statutes passed 

that would help parents of disabled children.She served on the board of directors for dozens of 

organizations that supports disabled kids, was the chair of the division of Insurance Consumer 

Council, and chaired the Colorado Autism Commission. Now, she has her own company, 

Lehman Disability Planning 

I started off the conversation the story of Alan Grabe, a Colorado man with a lawn 

mowing service, who, one day, went in and shot his autistic son, then called the police on 

himself. Supposedly, his last words were, “I give up.” Lehman knew the story and, like me, 

recognized the hopelessness in Grabe’s last words.  

However, before our sympathies went too far, she concluded, “He was a nut and what he 

did was awful.” We knew though that there were plenty of fathers just like Grabe, men with low 

and taught mental capacities hovering on the brink, who no longer knew how to manage their 
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lives and raise their autistic child. Grabe’s case was interesting for many reasons. His defense 

was temporary insanity and he argued that the strains of his son’s autism had made him 

temporarily delusional. He was still given a life sentence, but his wife, who had forgiven her 

husband, screamed and wept as she was lead from the court. I asked Lehman what turned 

mothers and fathers like Grabe into murderers.  

Lehman: My company Lehman Disability Planning is about creating alternative strategies 

where parents move their relationship into being a mom and dad instead of a therapist and 

caregiver. It’s hard to get parents to relinquish control. Often, when you do give up control, 

everybody hoses things up so badly that it takes 10 times longer to fix everything. But it’s 

important to learn how to slowly transfer control to other people over time. I don't mean when a 

child is 11, but when they’re 25. If you have a plan when your child's 11-years old, by the time 

they're 22 or 24, you’re able to have a more normalized relationship. 

The other reason that’s important to shift control is because when your son is 22-years old, he's 

going to want to be with people his own age. Having to rely completely on your parents for all of 

your social needs isn’t desirable for the child either. I see parents that never figure out how to 

how to relinquish control. They never learn what's out there, and at some point it's difficult to 

plan for the future. As a result I see parents who are on the brink. Not that they would necessarily 

do something dramatic (like Grabe), but it creates, in my mind, an unnecessary sense of failure. 

It’s like the parable about the frog in the boiling water. You go past your capacity before you 

even notice that you're there.  
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Me: Often you’ll read a newspaper article where it says that you know murderous mother kills 

her 22-year old autistic son or daughter. She’s called a witch and they’re burned at the stake. But 

when you read what they went through and how much they had to handle, often as a single 

mother and sole caregiver, you realize that they’re isolated, exhausted, and financially ruined. 

Lehman: There’s a failure in both early intervention and in the education system to have any 

kind of forethought or foresight on behalf of the child or the family. The way it’s set up in 

America is that these kids are passed along, grade by grade, without authenticating their results. 

There are systems in place, for example, transition programs, but once a child turns 21 the 

parents realize that school was just biding their time. The parents ask, ‘well now what happens,’ 

and the school says, ‘it’s not our problem.’ In the end, there’s never been an authentic 

conversation about how the parent’s will transition their disabled child into adulthood.  

The life of a parent of a disabled child is so busy that parents never have a minute to ask, ‘what’s 

going to happen if I can't take care of my child. What would happen if I had cancer or a long 

term care event or couldn't work anymore?’ Therefore, in the end, parents don’t know where to 

turn or what to do or how to plan for adult benefits. These kinds of concerns are taboo subjects in 

America. We don't want to talk about it.  

Me: People who give up or find sub-optimal solutions are vilified.  
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Lehman: People can’t imagine what our lives are like. There’s the whole evangelical, ‘God 

wouldn’t have given you more than you could bear.’ People are secretive about their stamina (or 

lack thereof). They feel that it’s shameful to confess that their sacrifice is too overwhelming. 

They aren’t good people if they can’t bear up under this kind of stress. And for women in 

particular. They’ve often given up their careers so they have no retirement funds or social 

security and are completely dependent, at least financially, on their husband. There's a lot of 

unspoken pressure on the people who are the main caregivers. They’ve lost themselves to a life 

of sacrifice. Yes, it can be a joyful sacrifice, but it doesn't lessen the responsibility or the 

pressure. In fact, it results in what could have been a perfectly healthy person having a mental 

health crisis. The biggest support they can have is knowing that it has an end date. Parents need 

to know that they don't have to die or kill somebody to get out of the situation. 

Me: From your work, how many parents do you feel are on the brink? 

Lehman: All of them. I mean, one of the saving graces might be for example if you're a young 

parent and your parents are still healthy and alive and physically fine and willing to step in. It 

also depends on the nature of your child's disability. If your child is, for example, sweet natured 

and sleeps through the night, that's far less stressful than the child who hits you and never sleeps 

through the night. The amount of caregiving that a particular child needs is related to what 

happens to a parent's psyche. If a parent who is a full-time caregiver gets the flu, they’re just 

screwed. They can’t stop caregiving just because they’re sick. It creates a very frightening sense 

of security. And also in America we don't say, “Oh do you need some time off?” For those 
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parents who don't have financial resources - and a lot of Americans don’t, in fact they don't even 

have a month's worth of savings - they work under duress, live under duress. There may be other 

siblings who are experiencing their own mental health crisis. Those siblings don't get enough 

attention because the child on the spectrum requires so much from all the family. And these 

siblings are children living a life of sacrifice too. It's a recipe for stress.  

Also, there’s the stigma of mental health, the stigma around autism and behavioral issues, and the 

way we're supposed to look to other parents. People expect us to always be cheerful and loving 

with our disabled kids. It’s very trying.  

Me: How did you explain this to people when you were raising money for autism? 

Lehman: I’d say that it’s not just about one person in the family, it’s about the entire family. It’s 

about everyone looking forward to having a productive fulfilling life. If all the resources for the 

family go into one person, it creates an imbalance. So families need to have external resources 

that they can rely on so that they can be the kind of parents that they really want to be. If it at all 

runs off of one person, like the mom who has to be the nurse, educator, caregiver, chauffeur, then 

she sacrifices her career, her own interest, or her recreational or social mental, physical health 

needs for everyone. That isn’t why she had a baby. 

I feel very blessed my parents had basically a no whining policy. They never allowed me to 

forward that I was a victim of anything. They said ‘you fix it, you fix it’ and that was helpful 
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because now I say, ‘O.K. what do I need to do.’ But I also said, ‘I'm not going to do this forever.’ 

I was an older mom and I was a single mom. I have to earn enough money for retirement. I have 

to take care of myself physically. I'm not going to do my son any good if we’re paupers and we 

can't afford a place to live. I don't expect everybody to share my values or my perspective, but, in 

my presentations, I talk about how important it is to have a planned future. Especially for your 

child. I mean, they don't want to live with you until you're old and dying. That’s not a healthy for 

them either. 

Me: There is a family here in the Netherlands, the Momma’s. They’ve been very clear that their 

autistic son in his fifties would never make it in an institution. He’s been living with them his 

whole life and is far too sensitive to sounds and other people. They’ve said publicly that if they 

can’t find quality care for him, then once they’re gone, he wants to be euthanized.  

Lehman: We have codependent relationships with our children when they're little by necessity. 

However, to be completely dependent upon the parents who are going to pre-decease you, that’s 

a natural outcome of a codependent life, and that’s not healthy. You see it with husbands and 

wives that have been married for fifty years. One of them dies and the other wants to die too. 

I’ve been in senior living homes and seen widows moping around. They don't want to engage in 

any way. Half of their being is gone. If you're a 50-year old disabled man and you have always 

lived with your parents, then they are the only people you have ever turned to for care. Of 

course, when they’re gone, you’re bereft.  
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My work is to start that separation earlier in life so that your disabled child has other people that 

they can depend on and, as a consequence, other relationships. It’s not solely running off of you. 

Another part is that when mothers or fathers think about dying, what stabs them in the heart is 

leaving their child behind. It’s not as much about their own mortality, as imagining their child’s 

life without them. So the kindest thing that a parent can do is start planning for an independent 

life from your child as soon as they possibly can so that when you die your child will miss you 

and love you and always remember you, but won’t be dependent on you.  

Listen, quality of life is more than living in a assisted living place. Quality of life is beyond 

where you live. It's showing that you had are making a contribution to your community. Often 

times there's no public funding for that. That’s why I work with financial advisor coordinated 

comprehensive plan you know that includes how am I going to create a quality of life fund for 

my child. 

Me: Your work must be highly individualized. How do you convince clients broadly? 

Lehman: I’m actually changing how I'm doing it this year. It’s going to take me about a year to 

to implement a new strategy. Nobody’s ever done this before. It’s been a grind, but thankfully, 

it’s starting to take off within the community. Parents understand that they need to have a plan in 

place. They understand that if they die or if they have a long-term care event, the state or the 

federal government isn’t going to support their loved ones. With good planning, if their disabled 

adult is on Medicaid, they will also have money to buy a birthday present for a friend or two or 
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go to a baseball game or have a new phone or computer. Those are the things that medicaid 

won’t pay for. It seems as if there’s this minor shift in the systems that are starting to understand 

that everybody's better off if there’s a trust established and there's funding that goes into that trust 

and that people will be less expensive over their lifetimes if they have access to some fund. 

Me: The trust funds work alongside with the Medicaid? Don’t they take your benefits if you 

have money? 

Lehman: If you get a lawyer who doesn’t do Supplemental Needs Trust, if they put the wrong 

language in there, it actually backfires. You actually need to have a certain kind of a attorney 

who does this work all the time. There are also certain kinds of financial advisors who 

understand what Medicaid is and what you're trying to do with it and what you’re trying to 

achieve. There’s a new breed of specialists called Chartered Special Needs Consultants, but even 

those guys don’t really understand how to create a full strategy. They don’t live our lives. They 

don’t really understand how public benefits really work. 

I have a disabled child so I understand how public benefits work and how to maximize the 

funding attached to those benefits. I also understand the need for life insurance or other kinds of 

transference of risk, like long-time care insurance or disability insurance. The trust work needs to 

be done by a specific kind of attorney, a financial person, and a disability person who is also a 

parent of a disabled adult.  
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The financial person I work with has a child with fetal alcohol syndrome that she adopted from 

the Ukraine. Fetal alcohol syndrome can be really trying as trying as autism is. It’s a hidden 

disability like autism. Several of the attorneys I work with understand purposeful planning. It's 

not just about, ‘here’s your trust document,’ it's about the design of the trust. What do you want 

your future to look like and where are you going with this. It’s a complex process, but it doesn't 

take that long to do, it doesn't cost that much, and often I help people access more benefits than 

they ever dreamed were out there. I can pay for my costs over and over. I mean many times over. 

I’ve connected families with resources that are paying out at $100,000 a year so $1,000 for my 

time is peanuts compared to what I'm able to connect them with. People say, ’who knew I could 

develop a strategy and look forward to you the rest of my life.’ And that goes back to why people 

kill their children, because they have nothing to look forward to. And that’s the loss of Hope and 

it's the hopelessness of their situation that creates these drastic outcomes. 

Me: Many care-givers say that planning for your disabled child is a taboo subject, not only in 

society, but in the government. If it’s so necessary, why don't you think there's more people that 

do what you do? 

Lehman: I'm just a natural-born planner. I was a CPA before I had my son so I have a financial 

background. I believe in the transference of risk. I did my son's trust when he was 3 years old. 

Now, he’s 29. The other thing is that I worked out at the Colorado State Capitol for 20 years 

working on getting statutes passed. I served on the board of directors for organizations that 

supports our kids. I was the chair of the division of Insurance Consumer Council. I chaired the 
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Colorado Autism Commission. Part of the reason that I'm good at what I do is that I don't care 

about people’s comfort. I care about their children's lives. I don’t mind letting the discomfort 

about an unplanned future sink in. 

In developmental disabilities they’ve begun moving into what they call, “person centeredness.” 

It’s a myth. How disingenuous is it when you tell a person with intellectual disabilities that they 

should dream of all the things they want to be and do and where they want to live? Then you 

give them $750 a month to live on? 

The state is afraid of someone like me because, after talking with me, parents are going to wake 

up and go, ‘wait a minute, you mean my kid is only going to have to live on $750 a month and 

that's all there ever going to have in terms of income?’ It’s crazy. Eighty-eight percent of people 

with Autism can't be employed and yet, the state doesn’t want their parents to wake up. They 

don’t won’t them to ask for more. But the truth is, if you don’t have money to live on, you don’t 

have a quality of life. 

Me: Do you think there’s a myth that people who believe in it is going to be good for their 

children once they are gone?  

Lehman: No. A lot of parents don’t think about the future because it’s too scary. When I say to 

them, ‘What will happen to your children if something happens to you?’ they respond, ‘That 

simply can’t happen.’   
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Me: What percentage of parents that you've come across that are in denial about their disabled 

child’s future. 

Lehman: I’m fighting an enormous myth. I can't get in front of enough people to be able to tell 

who is really interested or if they're protected from intention because it disempowers them. 

Impotency, though, is exactly where the school and state wants them. The state wants to keep the 

power and have the parents looking to them for what comes next. What am I supposed to do 

rather than the parents being empowered and saying, ‘this is how we want to live our lives and 

here’s how you (the government) fit in.’ 

 A lot of disabled adults live a sub-poverty lifestyle, unless their parents have left money. It’s 

horrible. My son is in a day program and there's adults there who were put institutions as kids. 

Now, they’re 48 years old they don't have any teeth and they dress in rags. It's horrifying. 

Me: When large institutions were closed in the sixties and seventies, the idea was that people 

with disabilities were being freed from cruel and restrictive environments. However, the state 

never replaced the institutions with anything substantial and that’s why there are so many 

homeless disabled adults. How do you feel about institutions? Would reopening them help? 

Lehman:  We closed institutions based on our values. But we didn’t do anything practical to 

provide an alternative. We’re still engaged in values-based thinking without considering what 
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would practically create good health outcomes, safety outcomes, outcomes that promote well-

being. Disabled adults can get Section-8 housing, but they take their entire $750 a month for the 

rent. The real issue is that there’s nothing left over to go to the game baseball game unless you 

get put in a van and taken there by the home or some charity. You’re self-determination is taken 

away. If you must go into the kind of caregiving situation where your $750 bucks is what you get 

to live on, your quality of life beyond that is at the mercy of the institution. You need money in 

order to have things that you want. You need money in your life to have things that are desirable, 

at least beyond eating and sleeping. It doesn't have to be that you have a lot of money or that you 

need to plan that whatever monies would be left are able to be administered through a trust. 

There’s all kinds of strategies. 

Me: There are farms in South Florida that are in your trying out different methods of taking in 

children are autistic children working with them and making them. 

Lehman:  The problem with ma and pa autism farms is that you’ve removed the eyes and ears of 

the community. You have put that child in the least safe environment possible because the only 

people that that child is ever going to see are the people who are paid to be there. They may not 

be authentic friends. So for example, my son is nonverbal, but he's out in the community all the 

time and he's recognized all over Denver. Often times when I’m out with him, people will say 

hello and then ask me who I am. Here’s what happens when you have visibility in the 

community. If some stranger grabbed my kid and he's in the grocery store, the pharmacy, the 

library, or the Museum, they’ll let me know. He’s out, in those places, everyday. He's known and 
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visible. When you kick a person out of their community and you isolate them out on a ranch or a 

farm he becomes invisible. He’s less vulnerable if he’s allowed to be out in the community where 

he’s known. 

Me: Are there progressive communities or living situations for disabled adults? 

Lehman: There are quality communities that are being developed. Those communities cost 

$4,800 to $3,300 or some amount over well over the $750 the the state pays. Here’s the other 

thing. If you’re a wealthy family and you say, $3300 is not a problem for us, but then something 

happens to the dad who’s earning the money, gets struck by a car, and he's now not only 

incapacitated but he didn't have long-term care insurance, he’s going to suck down all the money 

now. Planning is both, ‘what you want to have happen, where you want to go, and how you like 

things to turn out.’ I’m not saying everyone needs to go out and create a trust, but you need a 

team of people that can step in if you become incapacitated. Its a new way of thinking about 

community. 

Me: What about Alan Grabe? He had a lawn-mowing service. Could he have afforded to create a 

financial trust for his son?  

Lehman: I don’t make a lot of money. I have life insurance. That's what's going to fund my son. 

I’ve also accessed certain benefits through the state that he is legitimately eligible to receive and 

I’ve leveraged those to my best benefit. That’s what I help other people do as well. The state has 
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a ‘scarce resources mind-set.’ What they don't realize is when you penny-pinch on people's 

needs, then their needs grow. If you provide to meet their needs in an authentic way, then people 

don't want for things. People on the spectrum or with mental disabilities are not very 

materialistic. They might have fantastical thinking like they want to drive a Ferrari when they 

can't even get a driver's license. But what they really need is enough food to eat and have proper 

medical care and people who are checking in with them to making sure that they are happy and 

satisfied. 

Me: And the parents that are ready to give up, like Alan Grabe… your plan would work for 

them.  

Lehman: Hopelessness is what happens to a person that causes them to kill their child. What I 

do is try to provide an antidote to hopelessness. I don't know what the school where Alan Grabe’s 

son was providing to his family. I don't know what the relationship problems, obviously. But 

could he have provided for his family? All he needed to do is essentially buy a life insurance 

policy that was affordable to him, then he could transfer the risk onto insurance products. That’s 

why those products exist.  

Me: Once again, you said that you haven’t come across anyone else doing this? 
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Lehman: No. No one. The Ark which is both the national and local organizations throughout the 

country. They established a future care on their website and they have attempted to do the kind of 

planning that that I do, but they don't coach. Instead they focus on value-based thinking. 

Me: I was born and raised in Colorado and I’d like to move back at some point, but I’ve read it is 

one of the worst place to have a disabled child.   

Lehman: It is if you don’t have access to the right resources. I created a lot of the statutes we 

have for private and public insurance. The waivers I worked on are generating over $200-million 

dollars annually in resources for people with disabilities in their family. I made a big change here 

and I’m benefiting from it. I'm able to navigate and make arrangements. I’ve been planning for 

my son for 26 years. He lives independently from me. He has his own place to live because I 

bought him a townhome. We live separately and the state pays. He requires 24/7 care. He’s 

getting a Medicaid waiver in the state so they pay for a supervisor to live with him. I visit him a 

couple times a week. He has a has two volunteer jobs, an immense quality of life. He's happy all 

the time pretty, unless he doesn't feel well. For somebody who was considered the highest level 

of need and one of the most disabled, he's having a pretty good life, and it's all because of 

planning. None of this was handed to me. I created it and now I help other people create the 

same kind of outcomes for their kids. 

https://futureplanning.thearc.org

