Introduction to Excerpt from Testimony of Professor Robert Dinerstein

Professor Dinerstein testified by de bene esse deposition. We called him to
educate the Court about Supported Decision-Making: it's history, how it works and that
it is an accepted, less restrictive alternative to guardianship.

In this excerpt, Professor Dinerstein testifies about Supported Decision-Making
and how it can help people with intellectual and developmental disabilities make their
own decisions. He also testifies that people who are able to use Supported Decision-
Making are less likely to require a guardian to make decisions for them. Most
importantly, he reviews several decisions Jenny made (which were already in evidence)
and gives his opinion that they were examples of Jenny successfully using Supported
Decision-Making.



8 0. In your work, sir, have you become

9 familiar with a method or a system called
10 "supported decision-making"?
11 A. Yes, I have.
12 Q. What is it? How -does it work?
13 A. Well, really, it's a fancy name for

14 something that, you know, we kind of do all the

15 time, and that is it's that assistance that an
16 individual would need in order to make and
17 implement decisions, and that decision could be

18 more or less formal. It could be based on
19 individuals, but essentially a group of people or
20 entities that provide support to a person so that

21 he or she can make decisions that are right for
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him or her.

0. Is it fair to describe it as explaining
to people in language they can understand the
issues before them, so they can make decisions?

A. Absolutely. Life is not, you know, a
series of multiple-choice tests. When we need a
decision to be made, we sometimes have to be
creative in knowing how to reach the individual.

So, you know, 1if somebody spoke
Spanish, we wouldn't try to explain a decision
that needed to be made only in English, knowing
that they wouldn't understand us.

And it's really similar for people with
intellectual disabilities. You might need to use
plain language and particular kinds of examples to
get across the choice that needed to be made.

Q. So let's use a real-world example.

Let's say my car is making a funny noise, and I go
to the mechanic, because I don't know anything
about engines, and the mechanic starts throwing

terms at me like "twenty degrees tap dead center,"
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or "variable valves," and I say, "Explain it to me
like I'm a five-year-old." And the mechanic
breaks it down so I can decide whether to get my
car fixed or not.

Have I just engaged in supported
decision-making?

A. Well, in a sense you have. Again,

there are some elements here. You have to have
some basic level of trust in the mechanic, perhaps
based on experience that, when you have had
trouble with your car before, he was able to fix
the problem and not charge you too much, but that
you have indicated that you are a person —-- since
you are the decision maker, that it is up to the
mechanic to explain it to you in ways you can
understand.

You said five-year-old. I'm not sure
I'd want five-year-olds to be driving, but
basically the idea would be, "Here is what I

understand; here is what I need to know in order

to make this decision.
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"I don't need to know all the specifics
of why the particular mechanical choice works.
What I have to know effectively is what is it
actually going to do; why is it needed; what are
my choices."

Q. This supported decision-making, is it
some kind of new and untested method?

A. Well, it's relatively new in the United
States in terms of being given that title. It's
actually quite consistent with thinking about
alternatives to guardianship. But it's probably
been around in that term for at least about
fifteen or twenty years.

It's very prominent in various
provinces in Canada, in Germany, in Sweden, in
Austria.

So there are a number of countries
where 1t's taken hold and it's getting particular
prominence now because of the U.N. Convention on
the Rights of Persons With Disabilities, which has

a particular article calling for the Use of

Proprietary-unauthorized dissemination prohibited

SLRreporting@verizon.net

S e

Page 57

T

O B o e e e ST

SR R ST e A o i SO

T B A

N L R D A e o o

T T S Y TR e e

(301) 651-3335



JULIA S. ROSS and RICHARD S. ROSS v. MARGARET J. HATCH ROBERT DINERSTEIN

Page 58

1 Supports in Decision-Making, and the committee
2 that enforces that convention has been pushing

3 very hard for greater recognition of supported

4 decision-making.
5 0. Just to be a hundred percent clear,

6 what is the difference between supported

E
|
b
g

7 decision-making and guardianship?
8 A. Well, the best way I can put it is that
9 guardianship is a form of substituted
10 decision-making.
11 An individual, who we call the
12 "guardian," makes decisions for the person,
13 perhaps with their input, of course, but
14 nevertheless it is the guardian's decision which
15 counts.
16 With supported decision-making, the
17 individual in question is the decision maker,

18 again perhaps with the support of individuals who

19 provide assistance. But you know, again, it's
20 sort of whose name is on the bottom line.
21 In guardianship it's the guardian's
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1 name. And in supported decision-making it's the %
2 individual's name. é
3 Q. Are there any U.S. cases referring to E
4 supported decision-making? E
5 A. There's two that I'm aware of. Judge é
6 Chris Glen, who is now retired but is a surrogate E
7 judge in New York county, has written two E
8 decisions: In Re: Mark C.H. and In Re: Demaris L., é
9 in which she has referred to supported E
10 decision-making as a preferable way of intervening |
11 in individuals' lives.
12 0. In your work and research have you come
13 across instances where people with intellectual

14 disabilities and IQs of at or less than fifty have
15 used supported decision-making successfully?
16 A. Yes. I mean, to some extent, any time

17 somebody makes a decision that is effectuated, and

18 if they didn't have a guardian and they had

19 somebody helping them, you could say that's an
20 example of supported decision-making.

21 I must say that for me the IQ score is

.
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1 of little use in determining whether somebody §
2 seems to be able to make decisions on their own. §
3 Of course as a lawyer, I would be %

4 working with an individual but would be guided by

5 others' perspectives on somebody's capacity to

6 make those decisions.

7 But I have certainly seen it across the
8 board, and let me add there are many people of
9 typical intelligence who could use the support of E

10 making decisions, because they make very bad

T T e P S e e S A e e T

11 decisions, and we don't necessarily put them under
12 guardianship.
13 So it's really important to separate

14 out the actual decision from the background that

15 let's the person make that decision.

16 Q. I understand you are not a fan of

17 numbers and IQ, but please humor me.

18 In your work and experience are you
19 aware of cases where people with IQs less than
20 fifty have used supported decision-making as an
21 alternative or less-restrictive form than
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1 guardianship? %
2 A. Yes. I will say that one of the %
3 problems in this field is we don't even know, for %
4 example, how many people in the United States are g
5 under guardianship, so it's sometimes hard to get
6 at this information. g

7 But in my experience, yes, there are

8 people certainly in that IQ level who appear to be

9 able to take advantage of supported

10 decision-making vehicles. %
11 Q. You know, in your opinion, based upon %
12 your work and research, is supported %
13 decision-making a less-restrictive alternative to §
14 guardianship for those who are able to engage in %
15 it? §
16 A. Absolutely. %
17 Q. Why? §
18 A. Well, for one thing it does not entail %
19 the legal determination that an individual lacks %
20 capacity in whole or in part. %
21 One thing that means is that if an %

|
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individual does develop greater capacity for
decisions, he or she could reduce the level of
support over time and therefore feel more
autonomous and have more self-determination.

So the fact that you are not walking
around with, you know, the guardianship order sort
of metaphorically in your pocket makes a very big
difference in how you are treated.

I sometimes work with people with
intellectual disabilities who proudly announce
that they are their own guardians.

And I always say that, you know, nobody
who has a disability would ever think of
themselves as being their own guardians.

It's unfortunate that the default mode
sometimes for some people is to think that
guardianship is the standard, but most of us don't
think that way.

Q. I'm going to ask you to refer to the
documents I have labeled as Exhibit 2 for this

deposition.
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1 A. Okay.
2 MR. MARTINIS: Counsel on the phone,
3 for the record and for your benefit, this is the
4 transcript of Dr. Lori Burkett's testimony from
5 August of last year, and when I refer to page
6 numbers of that, I'm referring to the page number
7 in the upper right-hand corner.
8 So the first page of the exhibit 1is
9 actually Page 19 in the upper right-hand corner.
10 I'm going to ask everyone to please
11 turn to Page 26 and, Jjust so we're all on the same
12 page, the first word on Page 26 is a parenthetical
13 that says "indicating."
14 Is everyone on the same page?
15 MS. SWANSON: Yes.
16 MR. BARTON: Yes.
17 MR. MARTINIS: Martha?
18 MS. FRANKLIN: Yes. This is Martha.
19 Yes.
20 MR. MARTINIS: I'm going to ask
21 Professor Dinerstein and you all to please review
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1 the section on that page from Line Number 13 on

2 that page to Line Number Nine on the next page.

3 For the record, this is Dr. Burkett
4 discussing Ms. Hatch's abilities, and I'd like to
5 direct you specifically to on Page 27, Lines Five

6 through Nine where Dr. Burkett says about Ms.

7 Hatch, "She's going to need assistance to make
8 decisions regarding her health care, her living
9 arrangements and such like that. She will need
10 someone to guide her and give her assistance."

11 BY MR. MARTINIS:

!

12 Q. Now, Professor Dinerstein, can

13 supported decision-making provide that type of

14 assistance for people who are able to take part in
15 ite

16 A. Absolutely. And I should say that one
17 of the challenges that sometimes we have in

18 supported decision-making is, are there actual

19 individuals around who can provide that support?
20 So, and we may get to this, but the

21 fact that Jenny appears to have in her life a
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1 number of people, including her parents, who can
2 provide some of that assistance is critical to her
3 ability to benefit from supported decision-making. ?
4 I would also just add here, in the
5 section right before, where the witness says "Her
6 abilities are not of someone that fits within the
7 average range of intellectual functioning," again,

8 that's by definition.

9 No one disputes that she has an
10 intellectual disability. That by definition means
11 she does not have average intellectual

12 functioning, but that does not tell us whether she

13 could benefit from supported decision-making.

14 Q. Is it significant to you that Dr.

15 Burkett says that Ms. Hatch needs assistance, not
16 that she needs someone to do these things for her?
17 A. Yes, well, I think, again, I don't know

18 Dr. Burkett, but I assume 1f she thought that

19  there is no way that she could make these
20 decisions that that's what she would have said.
21 Rather, she said she is going to need

|
.
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1 assistance and I think that's a perfect example of §
2 someone who 1is going to need support. E
3 0. Would you please turn to Page 29, and
4 in particular I'm referring to Lines 6 through 16

5 on Page 29 where Dr. Burkett says that she tested
6 Ms. Hatch on, quote, "doing a number of tasks, and
7 we were doing daily functions and she was not able
8 to do that completely and accurately.

9 "If she had assistance, she may be able

10 to do that, but on her own she was not able to

11 complete those tasks on the day of testing.”

12 Now Professor Dinerstein, can supported
13 decision-making provide that type of assistance
14 for people in completing necessary tasks like

15 making decisions of health care, money management

16 and things of that nature?

17 A. Absolutely. I mean, again, in a

18 non-testing situation, if Jenny were in a store
19 and saw a price for something and had to figure
20 out, you know, how many bills or coins she needed

21 to do that, somebody could assist her in doing
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1 that and she would be able to make the purchase

2 that she wished to, assuming she had enocugh money
3 to do so.
4 Q. Looking at Page 30, specifically Lines

5 12 through 23 where Dr. Burkett is asked about

6 Jenny's ability to understand legal documents and
7 says, quote, "She would need assistance to

8 understand a legal document," unquote.

9 Can supported decision-making provide

10 that type of assistance for people who are able to

11 take part in it?

12 A. Absolutely. And I should say, if the
13 standard for guardianship were anyone who can't
14 understand a legal document, we would have many

15 more people under guardianship, and maybe as a

16 teacher of law students I should urge that.

17 But the fact 1is that, explaining

18 legalese, which unfortunately we are too often

19 using, in plain terms, is precisely the kind of
20 thing that support could provide.

21 0. It sounds a lot like what you talked
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about in client-centered counseling.

A. Yes, absolutely. You know, if your
goal 1s to help the person make a decision, you
have to think about the ways to present the
information to the person.

I can give you an example. If you
asked somebody, "Do you agree to go to the
cardiologist to have an echocardiogram?" And if we
use those terms, the individual might say, "No, I
don't," because they don't know what those terms
mean.

On the other hand, if you said,
"Remember you went to the heart doctor a year ago
and they put some sticky tape on you and that was
connected to these squiggly lines? Do you
remember that? And do you remember why you did
that and do you want to do that again?"... that
person might very well be able to give consent in
that case.

You're doing the same thing. You're

just explaining it to them in ways they can
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1 understand. i
2 Q. So, using my mechanic's example, the f
3 mechanic explained to me in language I can %
4 understand so I could make a decision about g
5 whether to get my car fixed. i
6 What Dr. Burkett's talking about and ;
7 what you were just talking about is the same ?
|

8 thing, explaining to a person in language he or %
9 she can understand so he or she can make the E
10 decision? %
11 A. Right. So if it's a Will, you might %
12 start by saying, "This is what's going to say %
13 where your money is going to go, to whom it's §
14 going to go, or to whom your property is going to %
15 go." %
16 That would be a very basic way, the %
il

17 beginning of the process of explaining something %
|

18 that obviously can be very technical. %
4

19 Q. Referring to Page 38, looking at Lines %
20 Five through Nine in discussing Ms. Hatch's §
21 ability with a bank account, Dr. Burkett says, %
§

i
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"Individuals have bank accounts, yes, but most
individuals that are in her intellectual
functioning need assistance with that bank
account."

Can supported decision-making provide
assistance with that kind of thing?

A. Absolutely. There could be someone
else on the account that needs to be involved in
understanding the transactions in that account.
There could be limits placed on the account if
that was necessary.

That she has an account is great
because it gives her the beginning sense of, you
know, earning money, being able to put money aside
and pay for it.

But, you know, we shouldn't assume that
anybody knows how to do that without some kind of
education, training and guidance, and it's another
way of saying "support."

Q. Would you please turn to Page 47, and

I'm looking at Lines 8 through 12 where Dr.

Proprietary-unauthorized dissemination prohibited
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Burkett says, and I quote, "I believe that what
would be beneficial to Jenny is that she is
afforded the opportunity to have individuals
around her who support and love her who give her
the assistance that she needs.”

Does that sound like a description of
supported decision-making to you?

A. Absolutely. You know, I might quote it
the next time I write about this. That's exactly
it. She even uses the word "support." Precisely.

Q. Would you please refer to Exhibit
Number 3. For the record, Exhibit Number 3 are
the Responses to Interrogatories by the
petitioners. It is already in evidence in this
case.

I'm going to ask you to refer to the
response to Interrogatory Number 3. It appears on
Page Two of Eight, and this was an interrogatory
asking the petitioners their opinion of whether
Ms. Hatch was competent to sign a

Power-of-Attorney agreement in 2002. That
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agreement is also 1n evidence in this case.

Please take a look at the response. It
seems that they mentioned giving Ms. Hatch the
opportunity to review the document and ask
questions and discuss it.

On Page Three, they sum up by saying,
"During these several meetings, not only did Jenny
have an opportunity to review the documents, but
also the attorney had the opportunity to get to
know Jenny and understand her capabilities and
limitations in understanding legal documents.

"Based on this series of observations
over several visits, the attorney concluded and we
concurred that Jenny was capable of understanding
these documents."”

Does that sound like a successful
exercise of supported decision-making?

A. ~ Absolutely. And it reflects one thing,
which is very important about supported
decision-making: It takes time.

I mean, it's a lot easier to make
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1 decisions without having to consult somebody, you §
2 know, if a guardian were to choose to do that.
3 In this case what you saw was what we
4 call an iterative process where there is a back
5 and forth between Jenny, her parents and the
6 lawyer to try to figure out how to really give

7 effect to what Jenny wishes to do.
8 So I think this is again a classic or

9 textbook case of the support that would be part of

10 supported decision-making.

11 0. Just to be clear, it was a successful

12 exercise? %
13 A, Yes, yes, absolutely. Of course, it's §
14 very telling that, you know, when she was much ?
15 younger, I guess ten years or so ago, she was

16 deemed able to execute a Power-of-Attorney and

17 execute a Will, which you can't do unless you have

|
|
|
E
%
.
|
i
f
H

18 capacity.
19 MR. MARTINIS: I apologize to everyone.
20 Please refer to Exhibit Number 6. I'm going to go

21 out of order.
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BY MR. MARTINIS:

Q. Again, referring to page numbers on the
upper right-hand corner, would you please go to
Page 87.

A. Um~-hmm.

Q. And I'm looking at the section from
Page 87, Line Three to Page 89, Line 6, and this
is the testimony of Mr. Ross, the petitioner in
this case, again discussing the Power-of-Attorney.

I'd like to call your attention
specifically to Page 89, Lines One through Six,
where I ask, "Okay. So as we sit here, you're
confident that the method of supporting Jenny and
explaining it to her and giving her a chance gave
her the opportunity to understand the document and
helped her make the decision to sign the document,
correct?"

And Mr. Ross says, "I think it helped,
yes.

Is this an example, in your opinion, of

Ms. Hatch successfully taking part in supported
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1 decision-making?
2 A. Yes, again it would seem so. It's both
3 describing the process and indicating that they

4 felt, the people involved, that the decision then

5 in the end was Jenny's, with the assistance of the
6 information and support she received.

7 0. Is it significant to you that both Ms.

8 Hatch's doctor and the attorney came to the

9 conclusion that Ms. Hatch was able to understand

e T R e T = s AT

10 and make the decision to sign those documents?

11 A. Yes. Because of course as we know an

12 attorney could not go forward if he or she had,

13 you know, significant doubts about whether the

14 legal document was wvalid, and presumably the

15 physician would not have said that she was able to
16 do that. And I assume her parents wouldn't have

17 pursued that if they thought she wasn't able

e R e T e s Yoo

18 either.

19 I mean, interestingly, it shows a lot

¢l
4

20 of good planning on the family's part to think

21 about drafting a Power-of-Attorney and a Will I

S T T
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1 gathered when she turned eighteen. Many people

2 don't address that until much later.

T A T,

3 So they did address this issue

4 proactively and seemed to take it seriously and

5 developed a good process for it.

6 Q. Great. Would you please now turn to

7 Exhibit Four. For the record} Exhibit Four is an
8 excerpt from the testimony of Joann Dickinson from

9 May 1st, 2013, and once again the page numbers
10 referred to are in the upper right-hand corner.
11 Would you please turn to Page Number
12 13, and I'm looking specifically at the sections

13 from Page 13, Line 21, to Page 14, Line 24, where

g

14 they describe Jenny taking part in her health care
15 plan.

16 In particular, looking at Page 14,

17 Lines 19 through 24, where I asked Ms. Dickinson,

18 "I want to make sure that through that process the

D S G o D e

19 explanations, the questions, the opportunities,
20 you believe that Ms. Hatch understood this and was

21 able to take part in it and tell you what a good
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1 life is like to her."
2 And she says "Yes."
3 Based upon your review of that, is that
4 a successful example of Ms. Hatch engaging in
5 supported decision-making?
6 A. Yes, because I particularly like the
7 focus on what is a "good life" to her. That 1is,
8 in this case, that's the goal that she is trying
9 to achieve, and her ability to say what's
10 important to her or what's valuable and what is
11 not shows that the process is designed to address
12 something of importance here, which is the kind of
13 person she wants to be, the kind of life she wants
14 to lead.
15 And it sounds like the people who
16 interacted with her thought that she was able to
17 articulate that in a clear way.
18 Q. Looking at the same page, Lines Two
19 through Six, where I asked Ms. Dickinsocon, "What
20 kind of support is provided?" And she says
21 "Explanations, examples are given, guestions are
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asked so that she can explain herself and her
questions to get the answers to put in her plan."

Is that a good description of supported
decision-making?

A. Yes. And I would add probably one more
thing, which in my experience is important too,
and that is to avoid the problem that sometimes a
person with an intellectual disability will simply
agree with a more influential person and simply,
if you will, assent to a decision.

Often what we might do would be to ask
the person to restate in her own words what she is
being asked to decide.

Again, these are all kind of on a
continuum, but that is the kind of thing you would
do. If somebody can say, "Here's what I know I'm
doing. Here's my decision," that gives us greater
confidence that this is their decision.

0. Does it sound like that's what
happened, based upon Ms. Dickinson's description?

A. Yes. I think again, rather than just
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Page 79 %
1 saying, "You must do this," there were guestions §
2 that were asked. She had an opportunity to ask §
3 those questions, to have them answered and to have %
4 them explained. f
5 Again, a process like this would take a E

6 bit of time to go through, but that's appropriate
7 because serious matters are at stake.
8 Q. So looking at this and looking at the

9 process described by Mr. Ross in doing the

10 Power-of-Attorney, is it significant that it
11 appears they gave her those opportunities and
12 explained it so that she would understand it?
13 A, Yes. I mean, you know, there is a

14 famous line that, "I didn't realize I had been
15 speaking prose all my life,” and I might look at
16 this and say, I don't know that people realized

17 it, but they have actually been providing

T B A s R L O S e S

18 supported decision-making here without naming it
19 as such.

20 Q. Would you please turn to Page 19. This
21 is still Ms. Dickinson's testimony. Now referring
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to Line 14 on Page 19 through Line 22 on Page 20,
to summarize, this is discussing Ms. Hatch, the
support she received in completing an application
for services.

On Page 20, Line 16, I ask Ms.
Dickinson, my question was, "After you discussed
with Ms. Hatch and had given her an opportunity to
ask questions, I'm assuming she has to sign the
document, or are you confident that she was able
to understand as she was signing and be a part of
that process?"

And Ms. Dickinson says, "Yes."

Once again, does this appear to be a
successful exercise of supported decision-making?
A. It does, and I would point out that

just before that question, Ms. Dickinson said,
"Well, you know, she had been approved for
Handi-Writer prior to this." So she knows what it
is.

So this actually shows that Jenny is

capable of, you know, incorporating her experience
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and information, as we all would be.

So the fact that she was being asked to
sign again for a service that she had already
signed for, apparently-in that second time, Ms.
Dickinson wouldn't have had to go through all the
same explanation because Jenny would be able to
say, "All right. I know what that service is and
that's what I want."

Q. Staying on that same page, looking at
Page 20, Line 23 through Page 21, Line 15, this is
Ms. Dickinson describing the process of Ms. Hatch
completing authorization for Ms. Dickinson to
receive and review Ms. Hatch's records.

And focusing on Page 21, Lines 11
through 15, I asked Ms. Dickinson, "You're
confident that, based upon your discussion with
her or explaining it to her and letting her ask
questions, that she was able to understand what
she was doing in signing the authorizations,
right?"

And Ms. Dickinson says, "Yes."
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Once again, does this appear to be a

successful exercise of supported decision-making?
A. It does. And I would point out that,

you know, in Dr. Burkett's evaluation, one of the
things that she used as an indication of
incapacity was that she didn't think Jenny
understood the importance of limiting access to
health care and medical records, and that's
somewhat similar here in a question of
authorization.

But rather than asking the guestion,
"Is it okay for others to look at your records."
And if the answer is, "I don't see why not,"
using that as an example of incapacity, what we
have here is someone appeared to explain what it
means to give permission to somebody else to do
something, and it appears that Jenny understood
that and was able to okay it.

So I would think that this process
described here is a much better indication of

Jenny's decision-making capacity once she's given
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Page 83 ;
the right tools to make it work.

Q. And the right tool is simply

explaining --

A. Explanation. "Why is this important?
How come nobody can just go and do something
without your permission?"

It might actually empower Jenny to
think, "Wow, unless I signed this, you," whatever
professional, "can't actually do this thing," and
so then you explain to her why it's important so
that she not just respond, "Well, I don't want to
do that."”

Q. Would you please turn to Page 53. I am
now referring to Page 53, the section from Line 19
through Page 55, Line Two, and this describes the
work Ms. Dickinson did in assisting Ms. Hatch to
understand how to assign a representative payee
for her.

Looking specifically at Page 24, Line
23, 1 asked Ms. Dickinson, "Are you confident

that, with the support you gave her, explaining

L
| revre e

R R
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and giving her an opportunity to ask and answer
questions, that she was able to understand and
make the decision to sign?"

Ms. Dickinson then says, "Yes."

Is this another example of a successful
exercise of supported decision-making?

A. It is. I think you said Page 24. I
think you meant to say Page 54.

0. I did, sorry.

A. But yes. Again, one of the ways in
which people can express their autonomy is to
authorize somebody else to assist them.

In this case, a representative payee is
one way that the actual person receiving the
checks is someone else, but it's Jenny's decision
to identify who that person ought to be. And that
is a good example of supported decision-making.

Q. Staying on that same page, looking at
Line 15 through the next page, Line 9, Ms.

Dickinson describes the process of assisting Ms.

Hatch in completing the paperwork to receive a
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Department of Motor Vehicles identification card.

On Page 56 Line One, I ask, "Now you
did -- the usual way you support her, you explain
things to her and let her ask questions?"

And Ms. Dickinson said, "Right. If she
has questions or she didn't understand, I'm there
to help her."

Is this another example of successful
supported decision-making?

A. Yes. And you can tell I think by that
answer, you know, where she says, "If she has
questions or she doesn't understand, I'm there to
help her," that Ms. Dickinson obviously knows
Jenny and maybe even knows that this particular
kind of a question might reflect certain concerns
that Jenny has that she could address.

So it once more shows that the
supported decision-making works best when the
people providing support know the individual and

her likes and dislikes and her preferences.

Q. And that gets to the heart of supported
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1 decision-making, that you've got someone who is

2 there who knows her to help and explain things the

i
g
3
i

3 way they understand?
4 A. Right. And the fact is that,

5 - unfortunately in the field of disability, there

6 are many people, particularly people who have come
7 out of institutions, who don't have active and
8 involved family members. And in those cases you

9 might have to appoint, you know, people from an

10 agency to perform supported decision-making

11 assistance. %
12 That's never going to be as good as

13 family members and friends and siblings who can

14 perform that function.

15 So, yes, absolutely.

16 Q. Turning to Page 67, please, and I am

17 referring here to Line 17 on Page 67 through Line
18 20 on Page 68 where Ms. Dickinson describes the
19 process of doing Ms. Hatch's health care plan and
20 the support she gave...

21 On Page 68, Lines 16 through 20, I

o T R T R P P I A e 7
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1 asked Ms. Dickinson, "Are you confident that with %
2 that support and being able to ask gquestions and }
3 being a part of the plan, she was able to take
4 part and was able to be a primary part of this

5 plan making?"

T

6 And Ms. Dickinson says, "Yes."

7 Is this another example of successful
8 supported decision-making?

9 A. Yes. And indeed person-centered

10 planning is I guess the disability equivalent of
11 client-centered counseling in law.
12 The idea is, although this might seem

13 obvious, that the focus of the plan ought to be on

14 the individual but with the individual expressing

15 as much autonomous choices and decisions as she
16 can.
17 So this does seem to be a good example

18 of that.
19 Q. Okay, now would you please refer to

20 Exhibit Number 5. For the record, Exhibit 5 is an

21 excerpt from the testimony of Richard Hatch, who

P e e B N
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—ETE

1 is Ms. Hatch's birth father.
2 Once again page numbers refer to the

3 upper right-hand corner. 1I'd like you to look at

TR AT

4 Page 80, Line 21 through Page 82, Line Three.

5 This section refers to the time when

6 Ms. Hatch needed surgery and initially did not

7 want to have surgery, and looking specifically at
8 Page 81, Line 14, starting at Line 14 where I

9 asked, "What was your role in helping her

10 understand the need to have the surgery?"

11 Mr. Hatch says, "Just telling her that,
12 you know, Jenny, this -- you know this needs to be
13 done to fix you.

14 "And evidently, as I understand it,

15 there was a couple of pieces of bone that were

16 very close to the spinal cord and she could have

17 been paralyzed."

T T T

18 And I said, "Well, thank god she
19 wasn't. It was a good thing that she had you and
20 the Rosses there to help her understand the

21 situation so she could decide to have the surgery

B S S O S
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1 and agree, because it had to be done, right?" %
2 And he says, "Sure." %
3 Is that an example of successful g
4 supported decision-making? |
5 A. Yes. And the fact is that she made

o what I think others considered to be, not only the
7 appropriate, but perhaps the only real decision

8 that could be made to allow Jenny to continue to

9 be healthy.
10 That she didn't immediately make it

11 doesn't tell us that she can't make decisions, but

12 rather that, through a process with somebody that
13 she obviously loves and cares for, she could be
14 persuaded to do the thing which others thought.
15 I think it was somewhere I read that I
16 think it was after this surgery or the initial

17 rejection that her parents, her mother and

18 stepfather, sought the guardianship, and actually
19 I would look at this and say, "This is an

20 indication that we don't really need to have it,

21 as long as we provide the support that she needs."

T e B S T R S e e S
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1 Q. Staying on that page, starting at Line §

2 25, I asked the question, "Would you describe that ?

3 situation this way: She was surrounded by people %

4 who cared about her, giving her thé support she |

S needs?" %

6 And Mr. Hatch says, "Yeah." g

7 That was language Dr. Burkett used. é

8 Was the process used here, in your opinion, é

9 consistent with what Dr. Burkett recommended? g

10 A. Yes. And if I recall there was also an g
11 indication that part of the reason Jenny initially §
12 rejected or was going to reject the surgery was %
13 she was afraid of needles. And then part of the ?

14 discussion with her family was, "Well, you know,
15 there are not going to be needles involved in this

16 process."

17 So once she understood that, she was

18 able to agree to the operation.

19 And that's a good example of an

20 individual who perhaps raised an issue that others
21 of typical intelligence would not have: there's a

B B e o S T
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needle involved.

But once it was explained to her that
it was not, she was able to make that decision.

You know, somebody I have worked with
had the similar issue with respect to a
colonoscopy. They were very concerned about
having a colonoscopy. And when pressed as to why,
they said, "Well, I don't like needles," and they
associated going to a doctor's office with
needles.

And I was able to point out two things:
One, that the colonoscopy did not involve a
needle, and that's the good news. And two, the
bad news is that the day before the colonoscopy is
awful because of the preparation, and, you know,
we kind of made a little bit of a joke about that.

But the point was that you have to
understand what the person knows or believes, get
them to articulate that, and then either address
their concerns -- well, address their concerns and

then help them make the best decision for them.
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1 Q. The key again being expressing it in ;
2 ways they can understand.
3 A. Right, and asking, you know, "What is

4 it about this that bothers you," without

5 assuming —-

6 You know, sometimes in the heat of

7 very, you know, tense situations, certainly life
38 and death, but even in ones that are short of

9 that, you know, we want to go right to the

10 decision. The health care provider is pushing us
11 to decide.
12 Sometimes supported decision-making is
13 a kind of a, take—-a-breath moment to just make
14 sure that you're talking to the person, that she

15 understands 1it.

16 What we know is that, if that happens
17 and she makes the decision, she will feel better
18 about it because she believes it was her decision.

§
§
%

19 And that's a very important part of this.

20 Q. Looking at the same testimony,

T T

21 beginning on Page 82 at Line 12 through Page 83 at

|

T s e N
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Line 10, Mr. Hatch and I describe and discuss Ms.
Hatch's decision-making ability.

If you look at Page 83, Line One, I
say, "Because she does have Down Syndrome her
decision-making process is different. She
actually does need some additional support to help
understand the decisions she has to make and then
make them, right?"

And Mr. Hatch says, "Always has, always
will."

And I say, "Right. And an example of
that, a good example of that was at the hospital,
when you and her parents, Mr. and Mrs. Ross, did
help her come to a decision, a good decision to
have surgery, right?"

And he goes, "Yeah, the only decision."

Is that again a good explanation of how
supported decision-making should work?

A. Yes. And again, that she has Down
Syndrome 1is one element; that she has her own

particular way of making decisions is another, and
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somebody knowing that, particularly the latter, is
going to be able to provide more appropriate
support, which appears to have happened here.

Q. Sir, based upon your review of the
testimony and material we just discussed, what
conclusions can you draw about Ms. Hatch's history
of making decisions for herself with support?

A. Well, again, as I said earlier, looking
back, going back at least as far as the 2001 Will
and Power-of-Attorney, she has a history of having
made decisions, quite significant decisions, you
know, approving surgery, et cetera, filling out
authorization forms, with support of other people,
and she's shown she can do it.

Q. Is it your opinion that Ms. Hatch has
consistently and successfully used the
supported-decision-making method, even if no one
has referred to it as that?

A. Yes, which is not to say, and of course
again, none of us can ever under oath say that we

never made a bad decision.

R T e T

Proprietary-unauthorized dissemination prohibited

SLRreporting@verizon.net (301)

R

T B O ey RS

Lm B e P A R T O

651-3335



JULIA S. ROSS and RICHARD S. ROSS v. MARGARET J. HATCH

ROBERT DINERSTEIN

10

11

12

13

14

15

16

17

18

19

20

21

I don't want to suggest that every
decision made in a supported environment is going
to be a great one. But under the same token, not
every decision made under guardianship is a great
one either.

Q. As a general proposition, sir, what are
the prospects for a person who has been able to
engage in supported decision-making being able to
continue to do so?

A. Well, I would say, absent some major
change in their lives =-- obviously, you know, if
you had a traumatic brain injury, that might
change the way you make decisions, or the nature
of the decision being very different from the ones
you would have had to make in the past -- the past
decision-making process is a very good indication
of how she would be able to approach matters in
the future, so long as she continued to get the
support that she needed.

Q. As a general proposition, is supported

decision-making an available, less-restrictive
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1 alternative to guardianship for a person who has %
2 successfully engaged in supported decision-making %
3 before? %
4 A. I would say yes, especially when there é
E

5 are people in her life who can provide that level

6 of support.

7 Q. As a general proposition, is it your

8 opinion that a person who has successfully engaged

9 in supported decision-making less likely to

10 require a substituted decision maker or a

11 guardian? ,
12 A. Yes. I think, all things being equal, é
13 that would be true. And of course, under ?
14 circumstances as I indicated, if their situation ;
15 changed or deteriorated, then you would have to %

16 address that at that time.

17 The beauty of supported decision-making
18 is it doesn't require you to make a judgment now
19 that's going to be true for the next sixty years.
20 It requires you to make a judgment now

21 that is based on how she would act in the

T T
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1 foreseeable future, and there is always the

2 opportunity to change that later, if need be.

|

3 Q. So it's fair to say that if a person
4 has shown an ability to engage in supported

5 decision-making, they should be allowed to

6 continue to do so until such time as they prove

7 they can't?

8 A. Right. And the converse is much more
9 difficult. If somebody has a guardian appointed E

10 it's very, very difficult to get that undone

11 later, even if it turns out that the person no

12 longer needs that level of support.

13 So on the principal of, you know, first
14 do no harm, or less harm, with supported

15 decision-making it is very much a less-restrictive
16 alternative to going full force on guardianship.
17 Q. To your knowledge, based upon your

18 research and work, is the opinion you just gave

19 consistent with the prevailing opinions in your

20 field?

21 A. Absolutely. It's very much where the

P T T o S
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field is right now.

MR. MARTINIS: I have no further
gquestions at this time, reserving the right for
redirect, however I do ask that we take a
five-minute break and we can begin with cross.

Okay, everyone.

MR. BARTON: This is Harold Barton,
that's fine.

MS. SWANSON: Clara; that's fine.

MS. FRANKLIN: Martha; that's fine.

MR. MARTINIS: We're going to put you

on mute.

(Brief recess taken.)

MR. MARTINIS: This is Jonathan
Martinis again. It is 10:27. We are back on the
record.

I have concluded direct of Mr.
Dinerstein and whoever wants to start with cross
can go right ahead, or you can all waive cross.

MS. SWANSON: This is Clara. T don't

have any questions.
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