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STERLIZATION OF MINORS

Policy: Parents or legally authorized surrogates may not consent to the sterilization of a
mentally incompetent person, including any minor. Only a mentally competent adult
patient may provide informed consent for a medical procedure that would result in
sterilization. If the patient cannot give informed consent, because the patient is either a
minor or lacks mental capacity, then a court order authorization must be obtained.

This policy applies to all medical or surgical procedures that remove or alter reproductive
organs in such a way to eliminate the organ’s function or usefulness, where any desired
or intended effect of the procedure is to render the patient incapable of reproduction,
regardless of whether it is the primary purpose of the procedure.

Definitions (from Stedman's Medical Dictionary):

Sterilization: the act or process by which an individual is rendered incapable of
fertilization or reproduction.

Female sterility: the inability of the female to conceive, due to inadequacy in structure or
function of the genital organs.

Procedure;

1. No surgical procedure for sterilization may be scheduled or performed except in
the following circumstances:

a. A competent adult patient provides informed consent in writing for the
adult patient’s own procedure; OR
b. A court order specifically authorizing the planned surgical procedure for

any adult patient who lacks mental capacity to consent, or for any minor
patient, has been placed in the patient’s medical record.

C. A minor patient who has obtained a Declaration of Emancipation should
be treated as a competent adult patient, unless at the time there appears to
be any doubt regarding the patient’s current mental capacity.

2. In addition, any surgical procedure for sterilization must be reviewed with and
approved by all of the following;:
a. The Medical Director;

b. The Ethics Committee; and
C. Children’s General Counsel.
3. A petition for a court order authorizing sterilization should usually be brought by

the parents or legal guardian of the patient for whom the procedure is proposed. Parents
or legal guardians should consult with their own counsel in preparing and pursuing the
petition.
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4. In highly unusual circumstances, the parents or legal guardians of the patient may
request that Children’s prepare, file and pursue the petition for a court order approving
the sterilization procedure. Any such request should be directed to the Medical Director,
who will consult with the General Counsel and formulate a recommendation to the
President or Chief Executive Officer. The ultimate decision whether Children’s will
prepare, file and pursue any such petition rests with the President or Chief Executive
Officer, either of whom may make this decision. The decision whether to prepare, file
and pursue any petition shall be documented in writing.

5. An exception to the procedures set forth above may be allowed for a
surgical or medical procedure where the fact that a patient is rendered unable to
reproduce is an unavoidable, unintended and undesired effect of a medically-indicated
procedure that is within the standard of care for the patient’s condition. Examples
include a hysterectomy in the case of a true hermaphrodite, a hysterectomy to control
acute hemorrhage, resection of malignant tissue, or chemotherapy or radiation treatment
of cancer that causes loss of the ability to reproduce. Any exception to the procedures set
forth above must be reviewed and approved by the Medical Director, in consultation with
the Ethics Committee and Children’s General Counsel.
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5/5/2004 - Special CHRMC Ethics Committee Mestin Consultation
Patient: Ashley
CHRM

Issue of Concern:

The parents of and the physicians involved with the care of this patient have proposed
aggressive intervention (both surgical and pharmacologic) to limit her linear growth and
sexual development. The rationale for such is their feeling that the patient’s quality of

life will be substantially improved.

Medical Facts:

Ashley is a 6-3/4 year-old female who has static encephalopathy that has been
present since birth. The etiology of such is undatermined despite extensive workup.

Ashley's specific problems include:

* profound developmental delay/mental retardation (developmental level less

- than 6 months?)
global hypotonia with viriual absence of any voluntary movements
absent coordinated swallowing
. heel cord contractures
scoliosis
possible reflux
possible seizures
premature onset of puberty
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The prognosis for longterm survival, according to the physicians involved, appsars to be
good. The prognosis for improvement in any of the patient’s primary problems is nil.

Parent Preferences:

Given the recent clinical indications that Ashley is developing precocious puberty, her
parents and her physicians have developed a proposal that has three components;

. limit her adult height

1
2. remove her uterus
3. remove her breasts before they develap (see attached parental proposal that

was presented to the Ethics Committee)
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Quality of Life:
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Ashley’s ability to interact with heenvironment appears to be limited. However, when
one watches her with her parents there seems to be some positive interaction. Clearly,
her quality of life is totally dependent on her parents who are her primary, and for the
most part only, caretakers. Such care includes regular and constant movament/body
placement, feeding, clearance of respiratory tract secretions, facilitation of bowel
mavements, total bady hygiene, etc. Notably, the patient's total dependence on her

caretake;rs to maintain a reasonable quality of life forms the basis for their interventional
proposal,

Context:

The proposal for the aggrassive interventions (described in more detalil in the following
section)is viewed in the context of parental motivation. The parents are intelligent, well
educated, assertive and appear to be very loving and committed to provide the best
care possible in their home for Ashley, Their stated goal is to maximize Ashiey’s quality
- of life. The members of the Ethics Committee present during the review of this case
were all quite impressed with the interactions between Ashley and both her mother and

father.

Discussion/Summary:

The Committee met with Ashlsy, her parents and the three involved physicians (Drs.
Gunther, Cowan, O’'Neal) for over an hour to hear their presentation and ask questions.
It then met for another hour in closed session and considsred each of the specific

proposals.

1. To limit linear growth by administering high dose estrogen for approximately 18

- months. The potential risk of this would be the side effects of high dose estrogen
(increased potential for deep vein thrombosis, possible weight gain, possible
nausea). The potential benefit of such an approach would be that Ashley's care
(and her quality of life) would be facilitated by a smaller rather than a larger size,
i.e. moving infout of bed, wheelchair, car, bathtub, and changing position to avoid
pressure sores, etc. The area of concern regarding this intervention is that this is
not a standard of care and would in all likelihood be “new territory” in the

management of profoundly retarded juvenile patients.

2. Hysterectomy. The potential risk for this approach would be anesthesia, surgery
and post-operative recovery period, with the additional short term discomfort and

suffering associated with such, The potential benefit would be to avoid the
menstrual cycle, physical discomfort, hygienic issues, confusion and anxiety in
an individual unable to understand what is going on. An additional potential
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benefit would be to totally exclude the possibility of the patient being sexually
assaulted and impregnated. The area of concern would be sterilization of a
minor patient with mental retardation, raising both ethical and legal issues,
According to a brief review of case law in Washington state there is need for a

court review of this aspect of proposal.

3. Mastectomy. The potential risk of this procedurs is minimal at this time with the

patient’s breast development being rudimentary. The potential benefit is
- comfort/quality of life improvement: there is a, family history of large breasts with

fibrous cystic disease and breast cancer. It is notable that it was pointed out that
the restraint strap that holds Ashley in the wheel chair goes right across the area
of her body where the breasts would be if they develop. The area of concern for
this part of the proposal would be that it is clearly not the standard of care for a
minor patient with developmental delay and would, like the limitation of linear
growth, be “new territory” in the managament of such a patient.

The discussion of these issues by the Committee was thorough, painful and occurred
with considerable initial division of the members as to whether or not to support the

proposal. Discussion topics included:

How will limiting linear growth specifically help Ashley?

Is there another method of inhibiting the menstrual cycle and should it be utilized
to avoid subjecting Ashley to a hystersctomy?

How will the mastectomy improve Ashley's quality of life?

Who will really benefit hera? The patient or her parents?
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Conclusions:

After discussion of all of the above issues and more, it was the consensus of the
Committee members that the potential long term benefit to Ashley herself outweighed
the risks; and that the procedures/interventions would improve her quality of life,
facilitate horne care, and avolid institutionalization in the foreseeable future.

Parents were informed of the Committee’s conclusion and were advised to seek legal
advice 80 they could meet the Washington state case law sterilization procedures.
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In re K.M., 62 Wn.App. 811, 818 (1991)
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Exhibit O

Letter from Larry Jones, Ph.D., J.D.,
to Ashley’s Dad (June 10, 2004)




Law OFFICES OF LARRY A. J ONES

Attorneys at Law
Larry A, Jones lawjones@oznet
Christine Thompson Jbrahim . cthom@oznet
Elizabeth Brownhill ebrow(@oznet
2118 Eighth Avenue (206) 405-3240
Seattle Washington 98121 Fax (206) 405-3243
: www.seattledisabilitylaw.com
June 10, 2004
T
Dear A
ISSUE

Is it legally required in Washington to proceed to court and appoint
- aguardian ad litem or attorney to represent the interests of Ashley
JERER when any medical procedure is undertaken that will result

in sterilization?
ANSWER

It is not necessary to have a court hearing on sterilization when the
object of the medical procedure is not sterilization, but to obtain

another medically necessary benefit.

Factual background. Ashley MMM is a girl approaching her seventh birthday. She has
“profound” developmental delay with mental retardation. Her developmental achievement is less

than that of a typical child of six months, according to recent records of Children’s Hospital and
Regional Medical Center. Also according to their records, “when one watches her with her
parents there seems 1o be some positive interaction” (emphasis added). The important point is
that physicians are uncertain whether she is even in touch with her environment enough to
positively interact with the very individuals with whom she is most familiar and toward whom she
would show love, if she could.

Ashley shows signs of premature puberty and you and her mother Sl are proposing a
set of coordinated medical procedures which will reduce her discomfort and increase her ability to
remain in home care.

Thus, the report of the Ethics Committee at Children’s has stated that the potential
benefits of a hysterectomy to Ashley are “to avoid the menstrual cycle, physical discomfort,
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" medically acceptable alternative to sterilization; (3) that sterilization wo

the case that the court had before it in Edith Hayes. Even though Hayes is

Letter to (NN

June 11, 2004
Page 2
tnderstand what is going on” and

hygienic issues, confusion and anxiety in an individual unable to
[that is, ‘with the

“to totally exclude the possibility of the patient being sexually assaulted and

result that she becomes’] impregnated.” _

As the phrasing of this last point makes clear, there is no question but that for Ashley, the
only possible kind of sexual interaction with a male would be a crime. She not only cannot reach
what the law considers the mental capacity to consent to sexual activity, but she cannot even

at it is untestable. This is factually very

manifest a biological desire for sex. Her IQ is so low th f
unlike persons with IQs 50 points higher, but who are frequently still adjudicated incapacitated

and placed un'dcr_a guardianship by a superior court.

Legal precedents. Washington’s modern law on sterilization begins with In re the
Gua{dians}ﬁp of Hayes, 93 Wn.2d 228, 608 P.2d 635, 641-42 (1980). That decision held that
guardian could not direct the sterilization of a person under a guardianship unless there was clear

ivity or control her

and convincing proof that (1) she will be unable to understand sexual act

behavior in the future; (2) there is no other form of contraception that is a reasonable and
uld not have 2 detrimental

egnancy would be physically or
learning how to be a good parent.

Ashley’s case, compare the facts of
correctly described as

effect on her future emotional or physical health; (4) that pr
emotionally hazardous; and (5) she would not be capable of
Besides the fact that each of these points is obvious in

“severely” mentally retarded, she is quite unlike Ashley.

Now 16 years old, [Edith Hayes] functions at the level of a four to
five year old.... Her mother and doctors believe she is sexually active

and quite likely to become pregnant. Her parents are
understandably concerned that Edith is engaging in these sexual
activities.... [and] believe it is impossible to supervise her activities

closely enough to prevent her from becoming involved in sexual

relations.

This is the classic kind of case where the courts have discussed the legalities and

procedures of sterilization — it is done for the purpose of avoiding pregnancy in a person who
h a sufficient degree of

cannot fully understand its consequences or cannot raise a child wit _
competence. Thus the court’s opinion rehearses at length the now discredited political policy of
sterilization of inferior persons, associated both with the Nazis and, unfortunately, with the

“eugenics” movement in early 20" century America. Nothing like the ratipnales for those policies

is at issue in Ashley’s case.

The second Washington decision is about a woman similar to Edith Hayes and not similar
to Ashley. In The Guardianship of K.M., 62 Wn. App. 811, 816 P.2d 71 (1991), the girl was 15
years old, she functioned at the mental age of 6 to 7-year old, and her 1.Q. was 40. (This would
be two lo three standard deviations above where Ashley would score on an IQ test.)




Letter tol SNNNED
June 1. 2004
Page 3

K.M.’s independent functioning in various daily activities is severely
limited. K.M.’s mother testified that K.M.’s compliancy and
naivety cause her concern that K.M. may engage in sexual activity
without the ability to make judgments regarding the consequences.
K.M. currently takes birth control pills, but she needs daily

monitoring.

Furthermore,
[a] counselor who met with K.M. regarding reproductive issues

testified that K.M. expressed a desire not to have children because
she felt she could not care for them....[A]lthough K.M. festified that
she understood if she were sterilized she could not have a child, her
testimony was ambiguous as to whether she understood the

procedure was irreversible.

(Italics added.)

In that case the trial court held that the evidence did prove that it was in the best interest of KM.
to be sterilized. In reviewing the trial court’s decision the Court of Appeals did not answer the
question of whether the trial court was wrong about sterilization being in her best interest, but
instead sent the case back to the trial court, because there had not been an appointed lawyer who
fought for the interests of K.M. with sufficient vigor.

' But, of course, the facts in that case are radically different: that young woman is able to
testify and can understand how hard it is to raise a child — unlike Ashley, who does not know
what a child is and cannot talk.

In the case of K.M., it was ambiguous whether she understood that sterilization was
irreversible. In Ashley’s case, it is ambiguous, according to the Ethics Committee, as to whether
she is even attempting to communicate with anyone in her environment at all.

The third and last Washington case on sterilization is Morinaga v. Vue, 85 Wn. App. 822,
935 P.2d 637 (1997). Ms. Morinaga was a 25-year-old developmentally disabled woman with a
full-scale IQ of 62. (This would be three or four standard deviations above where Ashley would
score on an IQ test.) Morinaga had become pregnant the fifth time, when she had a tubal ligation.
According to the Court of Appeals, from the records of her relationship with a physician, his
records indicated that she appeared mentally impaired, slow to answer and confused. Again,
this is quite unlike Ashley’s case, where the issue is not ambiguous. Morinaga testified that she
wanted to deliver and have custody of the baby in the case at issue here. Again, that is totally
unlike Ashley’s situation. Obviously, the object of the surgery was to prevent more pregnancies.

In that case, at the trial court level, the judge dismissed her entire lawsuit against the
physician and officials who were involved. The Court of Appeals agreed that there was no proof
of medical negligence and no battery had occurred by the sterilization, but sent the case back,
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instructing the lower court to weigh the evidence or take more testimony on the issue of informed
consent and a charge against the state officials involved.

CONCLUSION

The example of cancer. An instructive comparison can be drawn with ovarian cancer.
There would be no question from anyone that a hysterectomy could be performed (or her ovaries
removed) without the involvement of a court if Ashley were currently diagnosed with ovarian
cancer. Thus, the three Washington governing cases must be read to allow sterilization when it is
merely a byproduct of surgery performed for other compelling medical reasons.

Permanency of Ashley’s condition. An over-riding consideration in the cases above is the

permanency of the decision versus the possibility that a woman could develop more skills at -cl}i-ld-
raising in the future. But here, medical opinion is united and unambiguous: there is no possibility

that the relevant facts could change in Ashley’s lifetime. Ashley will never be able to learn to care
for a child or even to understand the connection between sexuality and pregnancy. Asalay
person, but one long interested in genetics, reproduction, and mental disability, I believe that
medical developments make it much more likely that a way could be found in Ashley’s lifetime to
restore her child-bearing capacity (through being a stem-cell donor, or some other way) than it is
that we will learn how to increase her mental capacity to anything approaching that necessary to
allow her to engage in any sexual activity.

able to seek the

It is also true that unlike the plaintiff in Morinaga, Ashley will never be 4
assistance of a lawyer to press a case against her parents. (I also remarked to you in passing how

top plaintiff's personal injury lawyers frequently decline to name Children’s as a defendant —aswe
declined in one case where a young woman with developmental disabilities died — because juries
love Children’s and its physicians so much that including it as a co-defendant can destroy an entire

place that you, NI

Familial setting. I hope that this letter will be helpful in the difficult

and Ashley are in. Ashley truly needs your loving care and I hope that you will be able to keep
providing that to her in your home. Institutional and even other community settings are deadly by
comparison. In addition to being the best in mortality studies, other studies of quality of care
demonstrate that familial settings provide, on the average, the highest quality of care.

This conclusion is based on my training and experience before I became an attomey. I
was a sociology professor and have published refereed articles on mental retardation, including its
demography. I have kept familiar with mortality and quality of care trends and comparisons tfy
remaining a member of the relevant professional societies, reading their journals, and conversing
with physicians and other professionals in the field of cognitive disability.

~

Very truly yours
( o

Lariy A. Jgnes, Ph.D,, 1.D.

case.)
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March 27, 2007

VIA FACSIMILE AND FIRST CLASS MAIL
Jodi Long '
Children’s Hospital

MS: §232

PO Box 50020

Seattle, WA 98145-5020

Jeffrey Sconyers
Chitfren’s Hospital

MS: T-0111

PO Box 5371

Seattle, WA 98105-0371

Dear Ms. Long and Mr. Sconyers:

I am writing to follow up the investigation of the Washington Protection and Advocacy System
(WPAS) pursuant to its probable cause authority under the Developmental Disabilities
Assistance and Bill of Rights (DD) Act, 42 U.S.C. § 15041, et seq., into whether Ashley, the
recipient of the “Ashley’s Treatment” was abused or neglected as a result of this treatment and
whether her rights were violated. /

At this time we are near the completion of our initial investigation and our report. Before we can
complete our report, however, we have some additional requests for information. First, we
request that you‘provide us with the information as to the total cost of the entire “Ashley’s
Treatment” for Ashley and who paid for the treatment. Please provide any and all relevant
documents relevant to such payment.

In addition, we would like to know whether any disciplinary action has been taken against any
individual involved in providing the “Ashley’s Treatment” to Ashley or whether any sanctions
have been imposed on any such individuals, whether through letters of reprimand, suspension,
licensing complaints and violations, or any dther type of action. WPAS is entitled to receive
such information pursuant to its federal mandate so that it may conduct a “full investigation.”
Specifically, the DD and Protection and Advocacy for Individuals with Mental Illness (PAIMI)
Act' regulations permit protection and advocacy systems to obtain personnel information in
regards to alleged abuse and neglect of individuals with disabilities. See 45. C.F.R. §
1386.22(b)(2)(iii). Please provide us with any and all documents and information regarding such

! All of the protection and advocacy Acts are to be read co-extensively. Thus the provisions of the DD Act and its
regulations and the PAIMI Act and its regulations are to be read co-extensively.

\
A Member of the National Disability Rights Network.
A substantial portion of the WPAS budget is federally funded.
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disciplinary, licensing, or related action. If no such action has been taken, please advise us of
such.

Please provide us with the above-requested information within three business days of the receipt
of this request as required by the DD Act. 42 U.S.C. § 15043(a)(2)(J)(i). Once we receive this
information, we will be able to complete our initial report. We will complete our report by April
23, 2007 and deliver it to you on that date. You and your clients will have the opportunity to
review the report and provide us with any comments no later than the close of business on April
30, 2007. '

When we deliver our report to you we will provide a cover letter which will include a list of
corrective actions that we will be requesting your clients to take. As you know, we have already
made findings that your clients violated Ashley’s state and federal constitutional rights by failing
to obtain a court order prior to performing the hysterectomy on her and also for the imposition of
the entire “Ashley’s Treatment” on her without due process and a court order. We have also
found that at the time that Ashley received her “Ashley’s Treatment” Children’s Hospital did not
have the appropriate policies and procedures in place to ensure that her rights were protected.
Once we complete our investigation, we will likely have additional findings.

As a courtesy to you and your clients, below, I am including a list of some of the requests that we
will be making of Children’s Hospital in the cover letter that will accompany our report on April
23, 2007, so that you will have advance notice of these requests. Specifically, these requests
include:

1. A written agreement that Children’s Hospital will immediately adopt a policy that
© prohibits the provision of Ashley’s Treatment at Children’s Hospital by any of its doctors
or doctors contracting with or having privileges to practice at Children’s Hospital.

In doing so, WPAS requests that Children’s Hospital administration agree to meet with
representatives of the disability community, WPAS and WPAS’s medical experts so that
WPAS, disability advocates and WPAS’s experts may have in-put into and can review
the policy before it is finalized.

2. A written agreement that Children’s Hospital will immediately take, if it has not already
done so, disciplinary action against the doctor who performed “Ashley’s Treatment” on
Ashley without a court order. This includes, but is not limited to, filing a complaint with
the Department of Health, as well as other disciplinary action.

3. A written agreement that Children’s Hospital will immediately adopt a policy that

prohibits the sterilization of any minor for non-medical emergencies absent a signed court
order. The policy must include a provision specifically stating that any sterilization that
is ordered by a superior court cannot go forward until at least 30 days after the order is
issued to allow for the minor to file an appeal of such an order. If the order is appealed,
the policy must include provisions prohibiting the sterilization to go forward until all
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appeals have been exhausted or the individual states, in writing, by and through the
child’s attorney or guardian ad litem, that the child will not be pursuing any further
appeals.

We also request that as part of this policy, notice to the Washington Protection &
Advocacy System (soon to be known as Disability Rights Washington) be given
immediately upon the filing of a petition for sterilization of a minor with a disability for
non-medical emergency reasons. Along with this notice, WPAS requests to be provided
the cause number of the case and the court where the petition for sterilization has been
filed. Further we request that this policy include provisions requiring Children’s Hospital
to provide information to any minor for whom sterilization is sought about the WPAS
(DRW), including the address and toll free telephone number at least fourteen business
days prior to the initiation of court proceeding seeking sterilization.

In doing so, WPAS requests that Children’s Hospital administration agree to meet with
representatives of the disability community, WPAS and WPAS’s medical experts so that
WPAS, disability advocates and WPAS’s expert may have in-put into and can review the
policy before it is finalized.

A written agreement that Children’s Hospital immediately revise its policies to ensure
that a disability rights advocate is represented on the Hospital’s ethics committee. In
doing so, WPAS requests that Children’s Hospital administration agree to meet with
representatives of the disability community, WPAS and WPAS’s medical experts so that
WPAS, disability advocates and WPAS’s expert may have in-put into and review the
pohcy before it finalized.

Please bear in mind, however, this is not an exclusive list, and we may have additional requests
after obtaining the above-requested information.

Additionally, we would like to arrange a meeting with you during the week of April 30‘h Please
advise us of your availability for a meeting that week as soon possible.

Thank you for your prompt attention to these matters. If you have any questions, please feel free
to contact me at (206) 324-1521, ext. 241.

_Sificerely,

Deborah A. Dorfman

Director of Legal Advocacy & Associate Executive Director

Cc: David Carlson, Associate Director of Legal Advocacy
Mark Stroh, Executive Director-WPAS
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Letter from Jodi Long, Associate General Counsel, Seattle
Children’s Hospital and Regional Medical Center to Deborah A.
Dorfman, Director of Legal Advocacy, Washington Protection
and Advocacy System (January 23, 2007)



Children's JoiLong

Hospital & Regional Medical Center Associate General Counsel

April 5, 2007

Deborah A. Dorfman

Director of Legal Advocacy & Associate Executive Director
Washin%ton Protection & Advocacy System

315 - 5" Avenue South, Suite 850

Seattle, Washington 09104

Dear Ms, Dorfman:

I am writing you in response to your letter dated March 27, 2007, in which you request
that we provide additicnal informaticn in connection with your investigation of the
“Ashley Treatment.” As Jeff Sconyers stated in our meeting yesterday, we do not believe
that this request falls within the scope of WPAS” legal authority, but we are nonetheless
providing you responsive information in keeping with our mutual interest in resolving
this matter in a collaborative fashion,

Earlier today, I sent David Carlson, via electronic mail, materials that set forth the
hospital charges relating to the surgical procedures and identify the payor (copies are
attached). As we discussed yesterday, we are unable to supply you with charge
information for the pharmaceutical therapy, which is not provided in the hospital, but
rather in the outpatient setting.

In response to your second request, Children’s Hospital has not taken action against any
individual involved in providing the “Ashley Treatment.” While we have determined
that corrective action is appropriate to ensure that the hospital has processes and
safeguards in place to adequately protect the rights of our disabled patients and that our
staff are well trained in this area, we do not believe that the conduct of any individual
involved warrants disciplinary action.

I trust you will find this information helpful. I will be away from the office until April
18™ and ask that you contact Jeff Sconyers at 206.987.2044 if you need further relevant
information while I am away.

Very truly yours,

1

Jaadi Long
AsSociate General Counsel

Enclosure

ce: Jeff Sconyers
David Carlson

6901 Sand Point Way NE PO Box 50020/S-232  Seattle, WA 98145-5020
Office: (206) 987-5243  Fax: {206) 987-5237
Email: jodi long@seattiechildrens.org
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DETAIL SUMMARY SVC FAC: 70A2 03/28/07 1619
PT NO: YNEnE 9  cHiry S MR NO: S ACCT TYPE: E
REG: 07/28/04 DSCH: 08/02/04 FC: A PT: U EXP IND: ACCT BAL: .00 v
——————————————————————————————————————————————————————————————————— PAGE NO: 1 ?
TOTAL CHARGES: 26389.15 NURSE STA/ROOM: SUR3 /
ACCT BAL B55 V PT BAL
.00 .00 .00
LINE DEPARTMENT TOTAL AMT INS BAL PT BAL
o1 PAYMENTS -20282.42 -20282.42 0.00
o2 ADJUSTMENTS -6106.73 -6106.73 0.00
o3 ROOM CHARGES 7650.00 7650.00 0.00
P4 MINOR PROCEDURE 8976.00 8976.00 0.00
I 5 LAB-CLN 123.80 123.80 0.00
6 RADIOLOGY 238.60 238.60 0.00
LT PHARMACY 3654.55 3654.55 0.00 :
18 RESP THER 43.60 43.60 0.00
too9 SUPPLIES 4542.30 4542.30 0.00 ;
f
| (PFl4) SELECT ANOTHER PT KEY IN LINE NO __ AND PRESS ENTER 5
! (PF15) RETURN TO PT OVERVIEW PF16 D/E PF17 PRINT SUMRY STMT
! (PF7) NEXT ! (PF9) LAST
PAQCHSO01
4-© 1 Sess-1 146.79.,220.50 21/63
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ACCOUNT DETAIL DATA SVC FAC: 70A2 03/28/07 1619

PT NO: 4N | 2SHIEY S MR NO: S ACCT TYPE: E
REG: 07/28/04 DSCH: 08/02/04 FC: A PT: U EXP IND: ACCT BAL: .00
————————————————————————————————————————————————————————————— PAGE: 20 OF: 21
ACCT BAL B55 V PT BAL
.00 .00 . .00
SVC ~ POST SVC CD  DESCRIPTION/COMMENT-REF DATE AMOUNT BALANCE
092604 092604 *k%%* AROPO1 AR/OP ACTS FC=BCGH  ALPHA=A-C
100304 100304 *%% %% AROPO1 AR/OP ACTS FC=BCGH  ALPHA=A-C
100804 100904 **SUMRY STMT MAILED
101004 101004 #*%%% AROPO1 AR/OP ACTS FC=BCGH  ALPHA=A-C
101304 101304 KLOUCK PER OHP,CLM PAID $20,127.86 ON
101304 101304 KLOUCK 10/11/04, CLM #801168459000
101704 101704 *%%%% AROPO1l AR/OP ACTS FC=BCGH  ALPHA=A-C
102004 102004 **FIN. CLASS B
102004 102004 103184 PBC DIM 10-11-04 -20127.86 5677.09
102004 102004 405803 PREMERA MICROSOFT C/A -5677.09 .00
! (PF14) SELECT ANOTHER PT | (PF3) SELECT DTL | (PF4) USER
! (PF15) RETURN TO PT OVERVIEW PF16 D/E
! (PF6) PREVIOUS { (PF7) NEXT | (PF8) BEGINNING t (PF9) LAST
PA4XRSD5

4-© 1 Sess-1 146.75.220.50 - 22/75%
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ACCT PROCEDURES DATA SVC FAC: T0A2 03/28/07 1710

pr vo: - GNEEEIER G, :s:iEy S Mr NO: S ACCT TYPE: E
REG: 07/28/04 DSCH: 08/02/04 = FC{“A PT: U EXP IND: ACCT BAL: .00
—————————————————————————————————————————————————————————————————— PAGE NO 1

PROCEDURES DATA FOR ACCOUNT

EFF CD D E RESP
TYPE PRI DATE CODE MODFS SY I I PARTY DESCRIPTION
PC 1 072804 85.42 91 27631 BILAT SIMPLE MASTECTOMY
pC 2 072804 68.4 . 9N 27631 TOTAL ABD HYSTERECTOMY
PC. 3 072804 66.39 9N 27631 BILAT FALL DESTR NEC
PC 4 072804 47.089 9N *27631 OTHER APPENDECTOMY

! (PFl4) SELECT ANOTHER PT . { (PF2) ACCT DX DATA
! (PF15) RETURN TO PT OVERVIEW ! PF11 DRG ! {PF3) INSURANCE DATA

PAQAPR(2
4-© 1 Sess-1 146.78.220.50 1/1
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Curriculum Vitae
February 2007

Scott Randy Stiefel, m.p.

PERSONAL DATA

Birth date: December 14, 1958

Birthplace: Denver, Colorado

Citizenship: USA

Children: Simon Fillat (30), Alejandro Melendez (25), Max Stiefel (15)
Address: 1467 Ute Drive, Salt Lake City, Utah 84108

Cellular: 801 541-9895

Pager: 801 914 6940

Email: sstiefel@hsc.utah.edu

EDUCATION

Undergraduate

1976 to 1984: Colorado State University; B.S., Biology, 1984. Major Microbiology with
concentration in Art (Printmaking)

1978: Kansas State University; study of architecture.

Graduate

1987: Stanford University; Documentary Filmmaking, Department of Communication.

1982: Colorado State University School of Veterinary Medicine; Department of Veterinary
Medicine.

1984 to 1988: University of Colorado School of Medicine; Doctor of Medicine, October 1988.

Internship and Residency
1988 to 1994: Triple Board Residency (Pediatrics, Adult Psychiatry, and Child
Psychiatry); University of Utah; Salt Lake City, Utah.

Specialty Board Certification and Eligibility
June 1995: Board Certified in Adult Psychiatry
June 1997: Board Certified in Child Psychiatry
June 1994: Pediatrics board eligible

PROFESSIONAL EXPERIENCE

Full and Part Time Positions

2005 to present: Inpatient Attending at University of Utah Neuropsychiatric Institute; adult and
child inpatient psychiatry with specialty in developmental disabilities and mental
illness

2005 to present Consultation to the field in the areas of ethics, civil rights, treatment and
program development in the areas of developmental disability and mental iliness

1999 to present: Assistant Professor, Department of Adult and Child Psychiatry,
University of Utah

1994 to 2005: Assistant Professor, Department of Pediatrics, University of Utah

2005 to present: Adjunct Professor, Department of Pediatrics, University of Utah
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1994 to present: Program Director of Neurobehavior Clinical Research Program,
University of Utah, Department of Pediatrics

1994 to 2005: Program Director of Neuropsychiatric Clinic for People with Developmental
Disabilities, University of Utah, Department of Psychiatry

1994 to 2003: Medical Director for Division of Services for People with Disabilities, State
of Utah

1994 to 2005: Consult Liaison to Pediatric divisions of Neurology, Neurosurgery, Genetics,
Metabolic Disorders, and Physical Medicine and Rehabilitation.

2000 to 2005: Program Director of HOME Program and HOME Expansion programs,

Medicaid Redesign Project,

University of Utah Nueropsyhciatric Institute

*Area of specialization in all of the above positions: Global health care for individuals with

developmental disabilities and genetic disorders

Hospital Staff Appointments

1989 to present: University of Utah Medical Center; Salt Lake City, Utah; Attending.

1989 to present: Primary Children's Hospital; Salt Lake City, Utah; Attending.

1991 to present: University of Utah Neuropsychiatric Institute; Sait Lake City, Utah;
Attending.

1991 t0 1993: CPC Olympus View Hospital; Salt Lake City, Utah,; Staff Physician.

Editorial Experience

2000 to 2002: Chair of Research Committee, National Association of Dual Diagnosis

1999 to 2002: Co-Chair of Products Committee, National Association of Dual Diagnosis

1998: American Academy of Child and Adolescent Psychiatry, Practice Guidelines
Consensus, invited editor

Research Awards

Funded Grants

2004-2005 HOME Project Expansion; Expansion in partnership with the State of Utah to
500 individuals (see below)

2004-2006 Long Term Care; Alzheimers Population; Center for Health Care
Strategies/Robert Wood Johnson; collaborative planning grant with State of Utah to
apply HOME model to this populations

2000-2003 HOME Project (Habilitative Options and Medical Excellence); Funding source,
Center for Health Care Strategies/Robert Wood Johnson; Principal Investigator, Scott
Stiefel, M.D. This is a Health Care Systems Grant for Medicaid Redesign. Initially, it was
a consortium grant to the State of Utah for Medicaid redesign. We applied for and
received the service delivery and research evaluation component of the grant that blends
general medical, mental health and habilitative dollars into one funding stream to design
and innovative health care system for individuals with developmental disabilities and co-
morbid mental iliness. The HOME Project involves coordinated care for 100 of the most
complex individuals in the state of Utah. The service Medicaid contract costs of this
group approach seven million dollars a year.

2000-2005 Neurobehavior Clinical Research Program; Primary Children’s Foundation
and multiple other funding sources; Principle Investigator, Scott R. Stiefel, M.D.; An
innovative program designed to provide longitudinal health care and outcomes research
for children with severe developmental disabilities and behavior problems.

2004 Citalopram in the Treatment of Adults with developmental Disabilities and
Depression, Phase Four Drug Study, Forrest. (elected to not complete study)

2001 Autism Center of Excellence; Funding source, NIH/ACC, The STAART Program;
principal investigator, William McMahon, M.D.; This is a planning grant for the Utah



2001
2000
2000

Center of Excellence for Autism and Developmental Disabilities. The implication of
becoming a Center of Excellence opens the door for large amount of extramural funding.
Dr. Stiefel’s role was to serve as a consultant for the mental retardation component of the
center. Attainment of Program Project grant was successful

Education Research and Design Committee, University of Utah; $3,000

Primary Children’s Foundation Auxillary Grant; $6,000

Private unrestricted gift for research, Probst, $100,000

1994 to 2005: Neuropsychiatric Clinic for People with Disabilities: Contract with State of

Utah, Division of Services for People with Disabilities for health care and research in the
developmental disabilities, focused on mental health needs of this under-served
population. This contract includes approximately $500,000 supports mainly clinical care

1997 to 2005: Contract with Department of Psychology for training of graduate students

on Traumatic Brain Injury Training Grant; Janiece Pompa Ph.D. and Elaine Clark,
Ph.D.

Research completed or in progress

10/2000 to Present: Pilot Studies Initially Funded by Primary Children’s Foundation in

Neurobehavior Clinical Research Program, (Scott R. Stiefel,
MD, Principle Investigator unless otherwise noted)

Longitudinal outcome study, this study is our main clinical research project. Goals of
the project are three-fold. First, this study investigates the efficacy of the program as a
whole, as well as the various treatment approaches that are implemented in clinic.
Second, it examines the developmental course of children with disabilities and the stability
of their symptoms (behavioral, medical, etc.) over time. Third, this study explores how
well we are serving our clients health care needs by assessing parent/caregiver
satisfaction with the program. At this time, over 30 children are enrolled in the study. We
have collected baseline data on all of them and are starting to collect data for our 6-month
follow-up period. These children will serve as pilot subjects so that we can successfully
apply for additional extra-mural funding in the near future. (In progress)

Behavior Analysis Laboratory (BAL), a state of the art human behavior lab was created
in collaboration with two behavior specialists in the community, Robert O'Neill, Ph.D.,
Associate Professor, Department of Special Education, University of Utah and Alan
Tribble, M.Ed., Behavior Specialist, Division of Services for People with Disabilities. This
laboratory is used for both clinical and research projects. For example, parents, staff
members, and students can covertly watch assessments through the observation mirror.
Assessments or unusual/rare cases can also be taped for long-term study. The BAL is
currently being used for a study that focuses on understanding the causes of problem
behaviors {e.g., self-injurious behavior) in children with neurodevelopmental disorders.
See below for more information about the project

Functional Assessment of Problem Behavior in Children with Neurodevelopmental
Disorders, this study has two primary objectives. First, it will compare the efficacy of two
types of functional assessment methods (interviews and experimental functional
analyses) in identifying the consequences that reinforce problem behavior in children with
complex health care needs. Second, it will collect data on the functions of problem
behaviors of children with different neurobehavioral syndromes. The latter part of this
study will enable us to assess diverse behavioral phenotypes using functional assessment
methods and to relate these findings to specific genetic features. We have received
approval for this project from the University's IRB and from the Department of Human
Services. At this time, 23 children have participated in the study. The first genetic
syndrome that has been targeted is Down syndrome. Ten of our participants have been
diagnosed with Down syndrome.

Dietary Supplement Study, Center for Pediatric Nutrition Research, Department of
Pediatrics, University of Utah, Laurie Moyer-Mileur, Ph.D., RD, Principal Investigator,
assisted with data collection for their study investigating the use of dietary supplements in
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1999
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various pediatric populations. Completed
Integrating functional assessment in evaluating the effects of medications to treat
mental health issues in children with neurodevelopmental disorders
Phenotype- Genotype correlation blood collection and storage, partnership with William
McMahon, MD and the GCRC
Cerebellar disorders and other genetic malformation of the central nervous system
and co-morbid mental iliness
Evaluation and Reduction of Polypharmacy
Investigation and description of behavior phenotypes such as Fragile X, Cri du Chat,
Smith Magenis Syndrome, and genetic syndromes that cause Autism, Rubenstien Taybi
Syndrome, Down’s Syndrome, Prader Willi, etc.
Description of Prevalence of Autistic Disorder and Tic Disorders in Children with Known
Neurological Etiology; Exploration of Autism Sub-types
Documentary film projects including projects on the cultures of behavior phenotypes,
brain development, documentation of behavior phenotypes, and cultural response to
individuals with genetic disorders
Defining the Epidemiology and Presence of Medical Comorbidity and Psychiatric Dual
Diagnosis in Adults and Children with Developmental Disabilities.
Review article: Neurobehavioral Presentations, Epidemiology and Treatment
Strategies, (In Progress)
Mecamylamine Study in Tourette’s Disorder William McMahon, M.D, Principle
Investigator; multi site drug company sponsored research

1998 to present: Lead physician investigator on Robert Wood Johnson Health Care Systems

1997:
1996 :

Grant for Medicaid Redesign. Specific cell for delivery of health care and habilitative
services to individuals with developmental disabilities and co-morbid mental iliness. This
is a grant to the State of Utah for blending of general medical, mental health and
habilitative dollars into one funding stream to design an innovative health care system for
this under-served population. Principle Investigator for complete Redesign Project, Julie
Olson. RFP for service delivery portion will be released June of 1999

ADOS Certification; University of Chicago, Cathy Lord, Ph.D.

Tiagabine study in epilepsy with children. Drug company sponsored research for
indication in children for partial epilepsy. Marsha Litzinger, M.D., Principle Investigator,
part of multi-center study for FDA approval

1984 to 1986: Involved in the Study and Treatment of Overuse Phenomena in Musicians with

Stuart Schneck, M.D.; UCHSC. (See special projects please)

1983 to 1984: Study of Peripheral Nerve Disorders using electrophysical and EMG techniques

1983:

1981:

with Ray Whalen, D.V.M.; CSU School of Veterinary Medicine, Anatomy Department.
Study of Treatment Protocols of Ocular Squamous Cell Carcinomas in Cattle and
Equine Sarcoids and Corneal Neoplasia using high frequency current induced
hyperthermia with Robert A. Kainer, D.V.M.; CSU School of Veterinary Medicine,
Anatomy Department.

Prostatic Cancer Research involving the development of a diagnostic tool using
isoenzyme separation with Ned Daugherty, M.D.; CSU Biochemistry Department.

SCHOLASTIC AND COMMUNITY HONORS

2003:

2002:

2001:

1999:
1998:

Frank J. Menolascino Award for Excellence Lifetime Achievement Award for
Outstanding Leadership and Commitment to the Field of Dual Diagnosis, National
Association of Dual Diagnosis

Teacher of the Year, from Child Psychiatry residents, University of Utah
Professional of the Year, for excellence in providing community-based professional
services for people with disabilities, TKJ

Election to the National Board of the National Association of Dual Diagnosis
Person of the Year: State of Utah Department of Education, Division of School



5

Psychologists and Special Educators

1997: Outstanding Teacher Award, presented by Child Psychiatry and Triple Board Residents,
University of Utah School of Medicine

1988: Dr. C. Henry Kempe Award for academic excellence, community service, and
compassion for other human beings, particularly children

1984: Creative Art Scholarship for Creative Writing, Colorado State University

1983: Phi Beta Kappa; Sciences

V. ADMINISTRATIVE EXPERIENCE

Program Director
1994 to 2005: Neurobehavior Clinical Research Program, Primary Children’s Medical
Center/UUMC

2000 to 2005: HOME Program and HOME Expansion, University of Utah Neuropsychiatric

Institute
1994 to 2005; Neuropsychiatric Clinic for People With Developmental Disabilities, University of

Utah Neuropsychiatric Institute and U of U Red Butte Health Clinics, Division of Services for
People with Disabilities. Also served as Medical Director for State of Utah Division of
Services for People with Disabilities

National Elected Boards
2000 to 2004: Member of Executive Directors Board, Department of Pediatrics, University of
Utah Health Sciences Center

Forensic
2002 to present: Federal Court appointed mediator and monitor in Marr vs. Washington State

Teaching
2005 to present: Assistant Director of 1°' Year Medical Student Curriculum in Psychiatry
and Development, University of Utah Medical School

Conference Chair
2002: National Association of Dual Diagnosis, October 2002, Denver

Advisory Boards

2005 to present; Abbott Developmental Disabilities and Mental lliness

Chief Resident
1993 to 1994: Triple Board Residency, University of Utah Medical Center.

V. PROFESSIONAL COMMUNITY ACTIVITIES

2005 to present: Expert consultation to ULS (Protection and Advocacy District of Columbia)
regarding services at St. Elizabeths Hospital.

2002 to present: Federal Court Monitor for class action suit in Washington State. Federal court
mediator and expert in this case and continue to work with the State in monitoring and
technical assistance (Marr vs. State of Washington). Focus of the case is provision of
mental health services to individuals with disabilities

1998 to Present: Consultation to the Utah State Hospital and Utah State Developmental
Center

2002to 2005: University of Utah Institutional Review Board (IRB)

2002: National Conference Chairman, National Association for Dual Diagnosis, Denver,
Colorado, October 2002



VILI.

2001: NIMH Child Advisory Board, NIH/RWJ, Mental health issues in developmental
disabilities. Invited participant.

2000: Host and coordinator of the 1% Annual Regional National Association for Dual Diagnosis
Conference and Chapter formation, Salt Lake City Utah

2000 to 2003: Board of Directors, National Association of the Dually Diagnosed, Elected
Western Regional Member

1998: Invited editorial reviewer for the American Academy of Child and Adolescent Psychiatry
Practice Guidelines for Developmental Disabilities and Co-morbid Mental lliness

1998 to 2005: Medicaid Redesign Committee, State of Utah

1998 to 2005: Dual Diagnosis Pilot, Medicaid Redesign Committee, State of Utah

1998 to 2005: Dual Diagnosis and ADHD Best Practices Committee, State of Utah, Division
of Mental Health

1998 to 2005: Joint Committee on Developmental Disabilities and Mental Health, Utah
Department of Health and Human Services

1998 to 2003: Maternal and Child Health, State of Utah, Govenors office

1995 to 1998: Invited Participation in the International Consensus Forum on Psychotropic
Medications and Developmental Disabilities

1997: Rainman Committee, Autism issues and legislative initiative in Utah

1994 to present: Division of Services for People with Disabilities, various committees and
advisory boards

UNIVERSITY COMMUNITY ACTIVITITY

2002 to 2005: University of Utah Institutional Review Board

2000 to 2004: Pediatric Executive Committee

1998 to 2001: Child Ethics Committee, member, Primary Children’s Medical Center

1997 to 2000: Chair of Neurobehavior Program Design Committee

1998 to 2003: Child Drug Study Work Group, member, University of Utah, Bob Ward, M.D.
Chair

SPECIAL PROJECTS

1995 to 2000: Creation of Utah Tourette’s and Autism Research Group, Autism Program
Project Grant (side projects) with William McMahon, M.D..

1994 to 2005: Neuropsychiatric Clinic for People with Developmental Disabilities;
Program Director; University of Utah; Design of clinic and services, creation of outreach
network to serve individual in their communities throughout Utah.

1993 to 2005: Creation of Neurobehavior Clinical Research Program; ProgramMedical
Director, Primary Children’s Medical Center/UUMC; Salt Lake City, Utah; Design of clinic
and services.

SPECIAL PROJECTS DURING MEDICAL TRAINING

1990 to 1994: Combined Pediatrics and Psychiatry Continuity Clinic; Clinic 8, University of
Utah Medical Center; Supervisor, Michele Raddish, M.D.

1993 to 1994: Developmental Clinic; Primary Children's Medical Center; Salt Lake City, Utah;
Supervisors, Michele Raddish, M.D., Charles Ralston, M.D.

1990 to 1991: Teen Mom Clinic; Clinic 6, University of Utah Medical Center; Salt Lake City, Utah.

1987 to 1988: Documentary Film at Stanford University. Leave of absence from medical
school to study Filmmaking. To prepare for future goals in patient, public and peer
education. Director and Producer of Age of Fruition, a documentary that explores loss of
function involved with aging.

1984 to 1988: Musician’s clinic. Member of the team that evaluates musicians for medical
problems related to the particular demands of their profession. Director, Stuart Schneck,
M.D.



VIIl. MEMBERSHIP IN PROFESSIONAL SOCIETIES (past and Present)

IX.

American Medical Association

American Academy of Pediatrics

American Psychiatric Association

American Academy of Child and Adolescent Psychiatry
AAMR

National Association of Dual Diagnosis

ARC

TEACHING RESPONSIBILITIES

2005 to present: Assistant Director of 15t year Medical Student Psychiatry and
Developmental Curriculum and Teaching, University of Utah Medical School

2000 to 2005: Co-Director of a curriculum (2 year cycle) development and teaching, University
of Utah, Department of Child and Adolescent Psychiatry, Didactic Conference; Normal
and Abnormal Development Series.

1999 to 2000: Funded training of pediatric residents through Pediatrics Primary Care Track
Grant (Paul Young, M.D.) to teach management of children with
developmental disabilities, chronic illness, and psychiatric co-morbidity.

1999 to 2005: Dental Residency mini rotations

1997 to 2004: Traumatic Brain Injury Training Grant; Janiece Pompa, Ph.D. and Elaine
Clark, Ph.D.

1998 to present: Didactic Conferences, to residents

1997 to 2005: Invited special lecture series, Brain and Behavior, to residents

1995 to 2005: Supervision of practicing primary care physicians in mini fellowships in
developmental disabilities.

1994 to present: Supervision of medical students, residents, and fellows including pediatrics,
triple board, child psychiatry, adult psychiatry, and neurology (adult and child).

1994 to present: Development of curriculum focusing on developmental disabilities for
pediatric, child psychiatry and adult psychiatry residents and fellows.

1994 to present: Education regarding issues in individuals with developmental disabilities
through Division of Services for People with Disabilities. This includes case managers,
professional care and habilitative providers, Utah State Legislature, and community
primary care physicians.

1993 to 1994: Introduction to Child Psychiatry, medical students, University of Utah Medical
School.

1989 to 1994: Supervision of Medical Students, clinical rotations, University of Utah Medical
School.

BILIOGRAPHY

ORIGINAL PUBLICATIONS

2001  Stiefel, Scott R.; Interactive CD ROM development, Seizure and Diagnosis and
Differentiation of Psuedoseizures; exploration of possibility of interactive COROM
genetic disorder diagnostic and education tool; multiple documentary film projects
exploration surrounding disabilities issues. Currently negotiating content and publishing

1998 Stiefel, Scott R.; Genetics and Behavior: What is a Behavior Phenotype? 12th Annual
Biological Basis of Pediatric Practices Symposium Proceedings - Brain and Behavior:
Genetics and Environment.

1998  Stiefel, Scott R.; Techniques of Psychical Examination of the Person who is Fearful
or Protesting, NADD Press.



IV.

1995  Stiefel, Scott R.; Early Identification and Diagnosis: A Life-span Approach to
Assessment and Intervention, NADD Press.

BOOKS AND BOOK CHAPTERS

2006 American Journal of Medical Genetics, book chapter on Mental lliness and Behavior
Phenotypes in Genetic Syndromes (in progress)

2006 A Parent Guide for Children with Developmental Disabilities and Severe Behavior
Problems; currently negotiating with O’Reilly and Woodbine House

ABSTRACTS

2/2002 Rayls, K., Stiefel, S., &Wallxams B.; Myotonic Dystrophy: An atypical case presentation.
Paper was presented at the 30" annuai International Neuropsychological Society
convention, Toronto, CANADA.

INVITED PRESENTATIONS AT SCIENTIFIC SOCIETIES

February 2007: Mental lliness in the Context of Genetic Syndromes, Montreal Canada

November 2006: Sleep disorders in Genetic Syndromes, National Association of Dual
Diagnosis, Preconference Symposium

November 2003: Dual Diagnosis: Treatment of children and their families that have
developmental disabilities and mental iliness, Critical Issues Facing Children and
Adolescents

October 2003: Prader Willi: California Chapter

August 2003: Prader Willi; National Convention

September 2002: Keynote, NADD conference, Lansing Michigan

October 2002:; TBI psychopharmacology; Utah Association of Brain Injury

October 24, 2001: UNI HOME Project; the first year, NADD National Conference

February 10, 2000: DSPD Professional Training Lecture; Types and Causes of Developmental
Disabilities, Diagnosis and Treatment of Developmental Disabilities, and
Medications for People with Developmental Disabilities, Salt Lake City, Utah.

April 10, 2000: Idaho Association of Developmental Disabilities 9™ Annual Conference;
Mental lliness, Epilepsy, Movement Disorder, and Behavior; Boise, |daho.

May 4, 2000: ARC of Washington County, Intensive Behavior Management Program; Mental
lliness, Epilepsy, Movement Disorder, and Behavior; Hagerstown, Maryland.

November 2, 2000: NADD 17" Annual Conference Keynote Address: Bridging the Gap:

What do we know? What do we think we know? What don’t we know? Where do we
go? San Francisco, CA.

April 24, 2001: FDA, Pediatric Subcommittee of the Anti-Infective Drugs Advisory
Committee: American Academy of Pediatrics Perspective — Treatment of drooling
in CP Pediatric Patients; Washington, DC.

November 27, 2000: Educational Resource Development Council: The Complex Child. Salt
Lake City, Utah.

June 16, 2000: NADD Conference: Best Practices in Dual Diagnosis : An Overview of Issues
in Children and Adolescents and Their Families. Philadelphia, Pennsylvania.
September 28, 2000: American College of Nurse Practitioners, National Clinical Symposium;

Childhood Epilepsy. Salt Lake City, Utah.

April 3, 2000: Michigan State University Kalamazoo Center for Medical Studies, 16" Annual
Developmental Disabilities Conference; Neurological/General Medical Causes of
Behavior Problems in Persons with DD; Assessment Diagnosis & Treatment of
Mental lliness in Persons with DD; Lansing, Michigan.

September 13, 1999: University of Utah Grand Rounds; The Fragile Brain: The Link
Between Behavior and Mental lliness in Developmental Disabilities and Chronic
lliness that Affect the CNS; Salt Lake City, Utah
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October 15-16, 1998: TBI Conference, Brain Injury Association of Utah; Pediatric Advocacy:
The Rest of the Story; Salt Lake City, Utah.

November 4-7, 1998: NADD Conference; Pre Conference: Techniques of Physical
Examination of the Person who is Fearful or Protesting; Albuquerque, New Mexico.

July 10-12, 1998: 12th Annual Biological Basis of Pediatric Practice Symposium - Brain and
Behavior: Genetics and Environment; Genetics and Behavior: What is a Behavior
Phenotype?; Brian Head, Utah

November 8-14, 1997: ADOS-G Autism Training Workshop, University of Chicago, Chicago,
lllinois (Training)

June 9-10, 1997: Second Annual Conference on Person-Centered Healthcare; Psychiatric
Management of the MR/DD Population; Cincinnati, Ohio.

June 11-14, 1997: Bowman Grey School of Medicine, Epilepsy Conference, Winston-Salem
North Carolina (Training)

April 22, 1997: AAMR Annual Conference; Park City, Utah

April 9, 1997 National Association of Social Workers

January 31, 1997: AAMR Lecture

November 4, 1996: Dual Diagnosis; Psychiatry Grand Rounds, University of Utah

November 1995: 12th National Association for the Dually Diagnosed Annual Conference;
Early Identification and Diagnosis: A Lifespan Approach to Assessment and
Intervention; Orlando, Florida

March 1995: Conference against Violence; Violence as it relates to missed or inaccurate
diagnosis of medical and psychiatric conditions, lack of system communication and
cooperation, physical and sexual abuse, and failure to recognize issues of post traumatic
stress disorder in individuals with developmental disabilities; Utah Department of Human
Services; Park City, Utah

November 1994: 11th National Association for the Dually Diagnosed Annual Conference,
Conference luncheon speaker, The Utah Experience; Salt Lake City, Utah

October 1994: American Association of Mental Retardation Annual Conference; Region 1V,
Neuro-Developmental Perspectives on the Delivery of Health Care; Park City, Utah

INVITED PRESENTATIONS AT PROFESSIONAL ORGANIZATION MEETINGS

April 1995: Children with Special Health Care Needs; Dual Diagnosis and a Historical
Perspective of Behavioral Pharmacology; Utah Department of Education; Park City,
Utah

March 1996: Department of Mental Health; State of Utah; Park City, Utah

March 1996: Department of Human Services; State of Utah; Park City, Utah

April 1996: Department of Human Services; Boise, Idaho

April 1996: Combined Providers Conference; Park City Utah

April 1996: Division of Services for People with Disabilities; State of Utah

June 1996 to present: Coordination of regional conference for National Association for Dual
Diagnosis to be held in April, 1998

April 11, 1996: ESI Management Conference

April 15-16, 1996: First Things First Conference, Boise, Idaho

January 9, 1997: DSPD Support Coordinator Training; Types and Causes of DD/MR,
Diagnosis and Treatment of DD/MR, and Medication for People with Developmental
Disabilities; Salt Lake City, Utah

January 28,1997: Sugarhouse Rehabilitation Clinic

February 12, 1997: Special Child Fellows Lecture Series

April 14-15, 1997: First Things First; Boise; MI/DD Treatment Options; Boise, Idaho

May 7, 1997: Autism / Tourettes Syndrome Research Seminar
May 23, 1997: Mental Health Conference, Park City, Utah
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August 7, 1997: DSPD Support Coordinator Training; Types and Causes of DD/MR,
Diagnosis and Treatment of DD/MR, and Medication for People with Developmental
Disabilities; Salt Lake City, Utah

August 12, 1997: Division of Mental Health, Department of Human Services; Expert Panel on
[ICo-occurring Diagnoses of Developmental Disability and Serious Emotional
Disturbance in Children and Youth/} Salt Lake City, Utah

August 24, 1997: ESI Management Disabilities Conference, Developmental Disabilities and
Comorbid Mental lllness: An Approach to the Neurologically Impaired Individual;
Salt Lake City, Utah

January 13, 1998: DSPD Support Coordinator Training; Types and Causes of DD/MR,
Diagnosis and Treatment of DD/MR, and Medication for People with Developmental
Disabilities; Salt Lake City, Utah ‘

April 7, 1998: 1998 Conference of Organizations for People with Disabilities; Tools for
Obtaining Effective Mental Health Consultation and Treatment for Individuals with
Dual Diagnosis; Park City, Utah

August 13, 1998: DSPD Support Coordinator Training; Types and Causes of DD/MR,
Diagnosis and Treatment of DD/MR, and Medication for People with Developmental
Disabilities; Salt Lake City, Utah.

November 9, 1998 Primary Children's Medical Center Foundation Lectures; Children with
Special Health Care Needs Related to their Developmental Disabilities and Their
Lifelong Medical Challenges; Salt Lake City, Utah.

February 3, 1999: DSPD Support Coordinator Training; Types and Causes of DD/MR,
Diagnosis and Treatment of DD/MR, and Medication for People with Developmental
Disabilities; Sait Lake City, Utah.

February 10, 1999: University of Utah Department of Psychology; Tourette's; Salt Lake City,
Utah.

February 23, 1999: University of Utah Didactic Conference; Salt Lake City, Utah.

February 1999: Utah State Hospital Series on Mental lliness in Developmental Disabilities,
part one

February 26, 1999: Medical, Neurodevelopmental and Educational Intervention for Medically
Challenged Children; Medical Management of the Severely and Multiply
Handicapped Child; Salt Lake City, Utah.

March 18, 1999: Jordan School District Teaching Conference; Emerging Trends in the use
of Medication Treatment for Students with Disabilities; Sait Lake City, Utah

April 12, 1999: IAPDDA Conference; The Future is Now-DDA Services Into the Next
Millenium, Boise, |daho.

April 19, 1999: 1999 Conference of Organizations for People with Disabilities and
NADD Preconference; General Sessions Speaker; Park City, Utah.

April 20, 1899: 1999 Conference of Organizations for People with Disabilities and
NADD Preconference; A New Look: Shifting Perspectives to Include the Possibility
of Mental lliness; Park City, Utah.

May 3, 1999: Intermountain Collaborative Transition Center Conference; Mental Health and
Disabilities in Young Adults; Salt Lake City, Utah.

May 7, 1999: State Division of Mental Health Conference; Fetal Alcohol Syndrome; Park
City, Utah

June 2, 1999: RISE Professional Parents Training; Tools for Obtaining Effective Mental and
Physical Health Consultation and Treatment; Draper, Utah.

June 10, 1999: Utah State Hospital; Continuing Series Part Two, “Assessment,

Treatment, and Diagnosis; Provo, Utah.

June 17, 1999: Presentation to Primary Children’s Medical Center Volunteer Auxiliary
Board; Neurobehavior Program; Primary Children’s Medical Center, Salt Lake City,
Utah.

August 4, 1999: DSPD Support Coordination Training; Types and Causes of DDMR,
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Diagnosis and Treatment of DDMR, and Medications; Salt Lake City, Utah
September 3, 1999: Critical Issues in Children and Adolescents: An Intervention Update;
Behavior Interventions Driven by Understanding; Salt Lake City, Utah
September 15, 1999: Developmental Center Dual Diagnosis Conference; Mental Retardation
and Co-morbid Mental lliness: Reframing Behavior as a Symptom; Provo, Utah
October 16, 1999: Autism Society of Utah; Compare and Contrast Autism, PDD,
Asperger’s, Landau Kleffner, and Other Related Disorders; Provo, Utah.
December 15, 1999: Abbott Laboratories; Anti-Convulsant Therapies in the New
Millenium; Salt Lake City, Utah.
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AGREEMENT BETWEEN CHILDREN’S HOSPITAL AND REGIONAL
MEDICAL CENTER AND THE WASHINGTON PROTECTION AND
ADVOCACY SYSTEM (DISABILITY RIGHTS WASHINGTON) PROMOTING
PROTECTION OF INDIVIDUALS WITH DEVELOPMENTAL DISABILITIES

This Agreement between Children’s Hospital and Regional Medical Center
(“Children’s”) and Washington Protection and Advocacy System (“WPAS”) (to be
known as “Disability Rights Washington” as of June 1, 2007) applies to health care
services provided or offered by Children’s to individuals with developmental disabilities.
It is effective May 1, 2007.

1. Background. Children’s operates a non-profit hospital providing a full range of
health care treatment to pediatric patients who primarily live in Washington, Alaska,
Montana and Idaho. The patients served by Children’s include individuals with
developmental disabilities. WPAS is a federally mandated private non-profit advocacy
program that has been designated as the state of Washington’s protection and advocacy
system. As such WPAS has the responsibility and authority to protect and advocate for
the rights of individuals with developmental disabilities in the state of Washington.
Children’s and WPAS share a strong commitment to the rights of individuals with
developmental disabilities.

In 2004, Children’s, acting at the request of the parents of a patient known as “Ashley”,
who is severely developmentally disabled, and after review and consultation within its
Ethics Committee, performed a set of medical interventions to limit the ultimate adult
size that Ashley will reach. These interventions included high-dose estrogen to cause
early onset of puberty and the fusing of Ashley’s growth plates, along with a
hysterectomy and breast bud removal. Children’s understands and acknowledges that
sterilization of an individual with a developmental disability in the state of Washington
requires a court order. In the case of Ashley, no court order was obtained.

Children’s has not offered and does not offer routine care to limit the growth of a
developing child. Ashley’s case was, to the best knowledge of Children’s leaders, the
first and only time such treatment has occurred. Children’s recognizes that therapy to
limit growth is controversial, and understands that many people with disabilities strongly
oppose its use, in any circumstances. In light of the moral and ethical questions posed by
this care, Children’s has determined to enter into this Agreement with WPAS under
which Children’s agrees not to undertake new growth limitation cases as described
below, and to take other measures to assure protection of the interests of patients with
developmental disabilities at Children’s.

Children’s has received and reviewed the WPAS report on Ashley and the treatment she
received. In general, Children’s accepts the WPAS report. Specifically, Children’s

agrees with the finding in the report that Ashley’s sterilization proceeded without a court
order in violation of Washington State law, resulting in violation of Ashley’s
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constitutional and common law rights. Children’s deeply regrets its failure to assure
court review and a court order prior to allowing performance of the sterilization and is
dedicated to assuring full compliance with the law in any future case.

2. Policy and Procedure on Growth-Limiting Medical Interventions. Children’s
will develop, adopt and implement a policy prohibiting growth-limiting medical
interventions for individuals with developmental disabilities unless Children’s has
received a valid order from a court of competent jurisdiction, not subject to appeal,
authorizing such intervention in a given specific case. In the event Children’s does
receive such an order providing legal authorization for one or more growth-limiting
medical interventions for an individual with a developmental disability, Children’s will in
addition forward to its Ethics Committee for consideration any proposed use of such
interventions. The Ethics Committee will review the proposed use and issue a report
setting forth its recommendations regarding such interventions.

For purposes of this policy prohibiting growth-limiting medical interventions for
individuals with developmental disabilities without a court order, the term
“developmental disability” will have the definition set forth in federal law, 42 U.S.C.
§15002(8)(A). A “growth-limiting medical intervention” means any medical
intervention, including surgery or drug therapy, that alters or is intended to alter a
patient’s potential for normed physical maturation. The policy will apply whenever a
growth-limiting medical intervention for an individual with a developmentally disability
is sought by a parent, guardian, or other third party. In developing its policy, Children’s
will consult closely with WPAS. Children’s will adopt its policy as soon as possible after
this consultation, and expects to adopt it by September 1, 2007.

In developing its policy prohibiting growth-limiting medical interventions for individuals
with developmental disabilities without a court order, Children’s will include, to the
extent feasible, the design and implementation of appropriate forcing functions within
computer systems to prevent scheduling of breast bud removal surgery unless the
requirements of Children’s policy have been met. In addition, to the extent that
Children’s determines it is consistent with good clinical care to do so, and possible using
Children’s computer systems, Children’s will design and implement forcing functions
whereby any request made of Children’s pharmacy to fill prescriptions for designated
high dosages of hormone drug therapies will be monitored and reviewed by appropriate
designated Children’s clinical leaders for compliance with the policy prohibiting growth-
limiting medical interventions for individuals with developmental disabilities without a
court order. Children’s pharmacy will not fill the prescription until it determines that it
does not violate this policy.

To the extent permitted under federal and state laws regarding the privacy of health
information, Children’s will inform WPAS when it receives notice that a court order
permitting growth-limiting medical intervention for a developmentally disabled
individual has been entered. Children’s will consult closely with WPAS to develop a
procedure for providing this information.
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3. Corrective Actions. Children’s will take corrective actions to assure that in any
future case involving the sterilization of an individual with a developmental disability, a
valid court order not subject to appeal is in place. These corrective actions will include
design and implementation of appropriate forcing functions within computer systems to
prevent scheduling any such procedure unless the requirements of Children’s policies
have been met. Children’s will also undertake educational activities to inform members
of its medical staff and employees about a) the legal requirements in the state of
Washington for court review and order before sterilization of an individual with a
developmental disability; b) Children’s policy (when adopted pursuant to paragraph 2 of
this Agreement) prohibiting growth-limiting medical interventions for individuals with
developmental disabilities without court order and c) bioethical considerations in limiting
the physical growth of individuals with developmental disabilities.

4. No Sterilizations Without Court Order. Children’s acknowledges that prior to
performing surgery intended to sterilize an individual with a developmental disability,
Washington law requires a valid court order permitting the procedure. Children’s will
adopt and implement a policy barring any sterilization without a court order except in
emergency situations, and will require that all applicable appeals or appeal periods have
concluded before proceeding with any non-emergency sterilization. In developing its
policy, Children’s will consult closely with WPAS. Children’s will adopt its policy as
soon as possible after this consultation, and expects to adopt it by September 1, 2007.

To the extent permitted under federal and state laws regarding the privacy of health
information, Children’s will inform WPAS when it receives notice that a court order
permitting sterilization for an individual with a developmental disability has been
entered. Children’s will consult closely with WPAS to develop a procedure for providing
this information.

5. Ethics Committee Membership. Children’s believes it will benefit from adding
to its Ethics Committee one or more individuals who can advocate for individuals with
developmental disabilities. Within 60 days of receiving from WPAS its recommendation
of one or more individuals to serve in this capacity, Children’s will appoint an individual
as a member of the Ethics Committee who can serve as this advocate. Children’s will
adopt and implement a policy requiring appointment of one or more such individuals to
its Ethics Committee, and will consult closely with WPAS in developing its policy and
making any such appointment. Children’s will in addition encourage and authorize the
Ethics Committee to bring in appropriate internal and external experts for consultation
and discussion with the Committee whenever it considers issues affecting individuals
with developmental disabilities. If WPAS chooses to make recommendations regarding
other categories of professionals who it believes should be considered for membership on
the Ethics Committee, Children’s will consider such recommendations carefully and
consult closely with WPAS regarding them.

6. Term. This Agreement will commence on May 1, 2007, and continue for an
initial term of five years. Thereafter, this Agreement will automatically renew on its
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anniversary date for additional terms of one year unless after the expiration of the initial
term, either party gives at least 60 days prior written notice of termination.

7. Dispute Resolution. If any dispute arises under this Agreement, the parties will
first meet informally and attempt in good faith to resolve the dispute timely by
agreement. If such timely good-faith informal dispute resolution efforts are not
successful, either party may submit the dispute to mediation in Seattle, Washington,
before a mediator mutually acceptable to the parties and affiliated with JAMS (Judicial
Arbitration and Mediation Service), or if no JAMS mediator is available, before another
mutually acceptable mediator. The party requesting mediation will notify the other party
of the request, and the parties shall promptly meet and select a mediator, but in no event
shall selection of the mediator take longer than 30 days. The party requesting mediation
will submit a formal request for mediation in the form of a letter to the other party, with
copy to the mediator, on or within 5 business days following selection of the mediator.
Mediation of the disputed matter shall occur within 30 business days of delivery of the
formal request for mediation, unless otherwise agreed in writing by the parties or the
mediator is unavailable. The parties will bear the costs of any such mediation equally.
Following a mediation, if either party remains dissatisfied with the resolution of the
dispute, that party may submit the dispute to binding arbitration in Seattle, Washington,
before an arbitrator mutually acceptable to the parties and affiliated with JAMS, or if no
JAMS arbitrator is available, before another mutually acceptable arbitrator. Unless
otherwise ordered by the arbitrator, the parties will bear the costs of any such arbitration
equally, but the arbitrator may make an award of fees, costs or both. The arbitration
award shall be enforceable by court action in a court of competent jurisdiction located in
King County, Washington. No proceeding for enforcement of this Agreement may be
commenced before the final outcome of the arbitration described above.

8. Publicity. The parties will maintain the confidentiality of all patient health
information exchanged between them as required by federal and state law. The parties
acknowledge that the contents of this Agreement may be made public by either party.
The parties will cooperate with respect to the initial public announcements regarding this
Agreement and the report prepared by WPAS on Ashley and the treatment she received.
In making public statements, neither party will disparage the other. While this
Agreement in no way limits the ability of either party to make public statements about
growth-limiting medical interventions such as those provided in the case of Ashley, and
the facts about the treatment of Ashley that are not confidential under federal and state
law, neither party will make any public statements that are inconsistent with the contents
of this Agreement. In making such public statements, however, neither party will be
deemed to have disparaged the other when discussing in general the “Ashley Treatment”
(as that term is used in the report prepared by WPAS), sterilization, or any other growth-
limiting intervention for individuals with developmental disabilities. Further, neither
party will be deemed to have disparaged the other when quoting from the report prepared
by WPAS, or when making statements based on and consistent with the report in content,
tone and spirit. The provisions of this section will be binding on the officers, directors,
trustees, employees and agents of the parties. Each party acknowledges that it is not
responsible for the actions or statements of independent third parties. WPAS agrees that
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any statements made by any National Disability Rights Network (NDRN) employee
during and the day of the press conference will be consistent with the Report in content,
tone and spirit. For the purposes of this Agreement, WPAS will not be responsible for the
actions or statements of any NDRN employee after the day of the press conference.

9. Notice. Any notice required to be given by either party under this Agreement
shall be in writing and delivered in person or sent by certified mail to the other party at
the address set forth below:

Children’s: 4800 Sand Point Way, NE
Seattle, Washington 98105
Attention: Jeff Sconyers
Senior Vice President and General Counsel

WPAS (DRW): 315 Fifth Avenue South, Ste. 850
Seattle, Washington 98104
Attention: Deborah Dorfman
Director of Legal Advocacy and
Associate Executive Director

EXECUTED by the parties as of May 1, 2007:

CHILDREN’S HOSPITAL AND WASHINGTON PROTECTION AND
REGIONAL MEDICAL CENTER ADVOCACY SYSTEM

By \{‘MV/( (\\‘!\V\ By (j“}“mﬂ L

Its MJMM e IR Its  Execdlonr irgd
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