Meeting Notice

Newborn Screening Advisory Committee
Meeting Notice and Agenda
Thursday, April 30, 2009
Pursuant to AR.S. § 38-431.02, notice is hereby given to the membeis of the Newborn Screening
Advisory Committee (NBSAC) of the Arizona Department of Health Services and to the general public

that the NBSAC will hold a meeting open to the public on April 30, 2009, from 8:00 a.m. until 10:00
a.m., at the Industrial Commission of Arizona, 800 W. Washington, Phoenix, AZ, First Floor.

The agenda for the meeting is as follows:

1. Call to Order, Welcome and Introductions (Interim Director Will Humble)
II. Committee Appointments (Interim Director Will Humble)

TIL, Program Updates (Oral reports from the following NBS sections and discussion thereon.)

Medical Director (Sundin Applegate, M.D.)

NBS Year in Review (Ward Jacox)

Quality Measures and Bloodspot Data Summary (Sondi Aponte)

Hearing Data Summary (Christy Taylor)

Laboratory (Wendy Zakowicz)

Billing (Cheryl Giflman)

Rules (Ruthann Smejkal, Ph.D.)

IV. Announcements (Ward Jacox)
Announcements of future meeting dates and other information concerning the NBSAC.

V. Call to Public
This is the time for the public to comment. Members of the Cominittee may not discuss items that
are not on the agenda. Therefore, action taken as a result of public comment will be limited to
directing staff to study the matter or schedule it for further consideration/decision at a later date,

V1. Adjournment

e AN ol e

A copy of the agenda background material provided to Committee members will be available for
public inspection on the AZ NBS website — www.aznewborn.gov.

Persons with a disability may request a reasonable accommodation, such as a sign language
interpreter, by contacting Ward Jacox at (602) 364-1410 or toll free at (800) 952-0374 (For the
hearing/speech impaired, please visit the following website: hitpsi/www.sprintip.com/index.jsp.)
Requests should be made as early as possible to allow time to arrange the accommodation.

Dated this 22nd day of April, 2009.

ARIZONA DEPARTMENT OF HEALTH SERVICES

Ward B. Jacox
Chief of the Office of Newborn Screening



OPEN MEETING LAW 101
Arizona's Open Meeting Law in a Nutshell

Two core concepts

“All meetings of any public body shall be public meetings and all persons so desiring
shall be permitted to attend and listen to the deliberations and proceedings.” A.R.S § 38~
431.01(A).

“It is the public policy of this state that meetings of public bodies be conducted openly
and that notices and agendas be provided for such meetings which contain such

information as is reasonable necessary to inform the public of the matters fo be discussed
or decided.” AR.S. § 38-431.09.

Why do we have an Open Meeting Law?

1. To protect the publie.
a. To avoid decision-making in secret.
b. To promote accountability by encouraging public officials to act responsively and
responsibly.
2. To protect public officials.
a. To avoid being excluded (notice).
b. To prepare and avoid being blind sided (agenda).
c. To accurately memorialize what happened (minutes).
3. Maintain Integrity of government.
4. Better informed citizenry.
5. Build trust between government and citizenry.

What constitutes a meefing?

A meeting is a gathering, in person or through technological devices of a quorum of'a
public body at which they discuss, propose or take legal action, including deliberations.
AR.S. § 38-431(4). This includes telephone and e-mail communications.

Who must comply with Open Meeting Law?

Public bodies. "Public body" means the legislature, all boards and commissions of this
state or political subdivisions, all multimember governing bodies of departments,
agencies, institutions and instrumentalities of the state or political subdivisions, including
without limitation all corporations and other instrumentalities whose boards of directors
are appointed or elected by the state or political subdivision. Public body includes all
quasi-judicial bodies and all standing, special or advisory committees or subcommittees
of, ot appointed by, the public body. A.R.S. §38-431(6).



"Advisory committee" or "subcommittce” means any entity, however designated, that is
officially established, on motion and order of a public body or by the presiding officer of
the public body, and whose members have been appointed for the specific purpose of
making a recommendation concerning a decision to be made or considered or a course of
conduct to be taken or considered by the public body. A.R.S. § 38-431(1).

What is Reguired under the Open Meefing Law?

1. Norice

‘The open meeting law requires at least 24 hours notice to the members of the public body
and the general public. AR.S. §38-431.02(C).

Notice must be posted in the public place identified in the disclosure statement and by
giving additional notice as is reasonable and practicable. A.R.S. §3 8-431.02(A).

2. Agenda

Agendas must contain information reasonably necessary to inform the public of the
matters to be discussed or decided. A.R.S. §38-431.09.

Agendas must be available at least 24 hours before the meeting. AR.S. §38- 431.02(G).

3. Public’s Rights

The pubtlic has a right to: Public has no right to:
e Attend Speak
e Listen Disrupt
e Tape record
¢ Videotape

4. Calls to the Public

An open call to the public is an agenda item that allows the public to address the public body
on topics of concern within the public body’s jurisdiction, even though the topic is not
specifically included on the agenda. Ariz, Att’y Gen. Op. 199-006.

Although the Open Mecting Taw permits the public to atiend public meetings, it does not
require public participation in the public body’s discussions and deliberations and does not
require a public body to include an open call to the public on the agenda. See Ariz. Att’y
Gen. Op. No. 178-001.

An individual publie officer may respond fo criticism, ask staff to review an item or ask that
an item be placed on a future agenda, but he or she may rnot dialogue with the presenter or
collectively discuss, consider, or decide an item that is not listed on the agenda. AR.S, § 38-
431.01(G); Ariz. Ait’y Gen. Op. 199-006. Note that individual members of the public body
may respond to criticism by individuals who addressed the public body during the call to the



public, but the public body may not collectively discuss or take action on the complaint
unless the matter is specifically listed on the agenda, AR.S. § 38-431.01(G).

Public bodies may impose reasonable time, place, and manner restrictions on speakers.
Restrictions must be narrowly tailored to affect a compelling state interest and may not be
content based. Ariz. Att’y Gen. Op. 199-006.

A member of the public body imay not knowingly direct a staft member to communicate in
violation of the Open Meeting Law. A.R.S. 38-431.01(T1).

In sum:
s Calls to the public are permiiied, bul not required.
¢ Should be added as an agenda item.
o Public body may limit speaker’s time.
e Public body may require speakers on the same side with no new commenis to
select spokesperson
o Public body may set ground rules:
o civility
o language
o [Ireat everyone the same

5, Minutes (AR.S. § 38-431.01(B))

Public bodies must take meeting minutes of all meetings, including executive sessions.
May be recorded or written.

Must include:
e Date, time and place of meeting;
+ Names of members of the public body present or absent;
¢ A genersl description of matters considered; and
¢ Anaccurate description of all legal actions proposed, discussed or taken, and the
names of members who propose each motion. The minutes shall also include the
names of the persons, as given, making statements or presenting material to the

public body and a reference to the legal action about which they made statements or
presented material.

The minutes or a recording must be open for public inspection no later than three working
days after the meeting, except as otherwise provided in the statute. AR.S. § 38-431.01(D).

How long meeting minutes are maintained is determined by the public body’s record
retention and destruction schedule authorized by Arizona Library and Archives.

Persons in attendance may record any portion of a public meeting, as long as the recording
does not actively interfere with the meeting. Acceptable recording equipment includes tape
recorders, cameras, or other means of reproduction. A.R.S. § 38-431.01(E).



6. Executive Sessions

Public bodies may hold private executive sessions under a few limited circumstances. In
executive sessions, the public is not allowed to attend or listen to the discussions, and the
public body is not permitted to take final action, A.R.S. § 38-431.03(D).

Members of the public body may not vote or take a poll in executive sessions. A.R.S. § 38-
431.03(D).

There are seven authorized topics for execufive sessions:

Personmel (must provide 24 hours written notice to employee). -

Discussion or consideration of records exempt by law from public inspection.
Legal advice — with public body’s own lawyer(s).

Discussion or consultation with public body’s lawyer(s) to consider pending or
contemplated litigation, settlement discussions, negotiated contracts.

5. Discuss and instruct its representative regarding labor negotiations.

Discuss international, interstate, and tribal negotiations.

7. Purchase, sale, or lease of real property.

P

o,

Notice and Agenda: Agendas for executive sessions may deseribe the matters to be
discussed more generally than agendas for public meetings in order to preserve
confidentiality or to prevent compromising the attorney-client privilege, if it is necessary.
AR.S. § 38-431.02(T). Nonetheless, the agenda must provide more than a recital of the
stafute that authorizes the executive session.

Minutes: Minutes taken in an executive session must include the items listed above in
addition to any other matters found to be appropriate by the public body. AR.S. § 38~
431.01(C).

7. Where to turn for help

Self-help resources available:

The Arizona Ombudsman — Citizens’ Alde handbook — The Atizona Open Mecting Law
(available on line at www.azoca.gov under open meetings/publication)

The Arizona Ombudsman’s website, www.azoca.gov

Arizona Agency Handbook, Chapter 7, www.azag.goy — Quick Links

Attorney General Opinions — www.azag,gov — Quick Links

Questions/File a complaint;
Atizona Ombudsman-Citizen’s Aide (602) 277-7292

Eile a complaint/Eaforcement authority

County Attorney’s Office

Attorney General’s Open Meeting Law Enforcement Team (602) 542-5025 (complaints
must be in writing and signed)



YEAR IN REVIEW

Newborn Screening Advisory Committee
April 30, 2009



NEWBORN SCREENING CONFIRMED CASE REPORT
PRIMARY PANEL OF 29 DISORDERS

DOB 1/1/2008 — 12/31/2008

I:Dis"c')'rder

| Abbreviation.

Total

Congenital Hypothyroidism CH °1
Congenital Adrenal Hyperplasia (21-hydroxylase deficiency) | CAH >
Sickle Cell Anemia Hb SS 8
Sickle Befa Thalassemia Hb S/RTh 0
Sickle C Disease Hb SIC I
Biotinidase Deficiency BIOT !
Galactosemia GALT 2
Phenylketonuria PKU 2
Maple Syrup Urine Disease MSUD 0
Homogcystinuria HCY L
Citrullinemia CIT !
Argininosuccinic Acidemia ASA 0
Tyrosinemia Type 1 TYRI 0
Carnitine Uptake Disorder CuUD !
Medium-chain Acyl-CoA Dehydrogenase Deficiency MCAD 4
Very Long-chain Acyl-CoA Dehydrogenase Deficiency | VLCAD 0
Long-chain 3-OH Acyl-CoA Dehydrogenase Deficiency | LCHAD 0
Trifunctional Protein Deficiency TFP 0
Isovaleric Acidemia IVA 0
Glutaric Acidemia Type 1 GAl 0
Hydroxymethylglutaric CoA Lyase Deficiency HMG 0
3-Methycrotonyl CoA Carboxylase Deficiency 3MCC !
Multiple Carboxylase Deficiency MCD 0
Methylmalonic Acidemia (mutase deficiency) MUT 0
Methyimalonic Acidemia (Cbl A,B) ChlAB 0
Propionic Acidemia PROP 0
Beta-ketothiolase Deficiency BKT 0
Cystic Fibrosis CF 4
Hearing Loss HEAR 122
214

TOTAL (92 bloodspot, 122 hearing)

As of 4-23-2009 -S4




Agency: Department of Health Services
Proposal: Fund Transfers

FY 09 Savings: $5,632,800
FY 10 Savings: $5,700,500

This option would transfer monies out of the following funds and into the General Fund
in FY 2009 and FY 2010. The option combines 2 types of transfers:

+ Fund reduction and transfers (FRATs): These transfers would reduce annual
spending from the agency’s Other Funds, typically by 5% in FY 2009 and 10% in
FY 2010. An amount equal to these reductions would be swept into the General
Fund. '

s+ Bxcess balance transfers (EBTs): These transfers typically would sweep 50% of
anticipated FY 2009 ending balances and 50% of FY 2010 ending balances (as
adjusted by the FY 2009 sweep) into the General Fund.

The table below outlines the total transfers in FY 2009 and FY 2010 from this option.
Modifications of the spending or revenue levels originaily assumed by agencies are listed
in the “Comments” columin.

FY 09 EY 10
Fund Transfer Transfer Comments
Appropriated
Child Patality Review Fund $ 186,000 § 135300
Emergency Medicat Services 676,800 1,284,100
Operating Fund
Environmental Lab Licensure 115,400 & NoEBT in FY 10,
Revolving Fund
Indirect Cost Fund 1,583,700 1,615,400
Newbom Screening Program 1,674,800 1,326,000
Fund
Nursing Care Instifution 353,700 252,500
Protection Fund
Substance Abuse Services Fund 329,300 658,800
Partially-Appropriated
Vital Records Electronic 712,200 428,400
Systems Revolving Fund

TOTAL $5,632,800  $5,700,500

-334 -
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Budget Units

Exposition & Stafe Fair Board, AZ

Financial Institutions, Deparfiment of

Funeral Direciors & Bmbatmers, Stafe Board of
Game and Fish Department, Arizona

Geological Sutvey, Arizonra
Governmeni Information Technology Agency
Health Services, Department of

Housing, Department of

Indusirial Commissicn of Arizona
Tnsurance, Departwient of

Judiciary
Superior Court

Supreme Court

Subtotal - Fudiciary
Juvenile Corrections, Department of

Land Departmend, State

Library, Archives & Public Records, Arizora Staie

Loftery Commission, Arizena State

Medical Examiners, Board of

Mines & Mineral Resources, Department of

Naturopathic Physicians Medical Board

Nursing Care Institution of Administraters and
Assisted Living Pacility Managers, Board of

Nursing, State Board of

Occupational Therapy Examiners, Board of

Osteapathic Examiners, AZ Board of

Parks Board, Arizona Slate

Pest Management, Office of
Pharmacy, AZ State Board of
Physical Therapy Examiners, Board of

Fund Name

Drinking Water Revolving Fund (NA)

Emissions Inspection Fund (OF)

Indirect Cost Recovery Fund (OF)

Recycling Fund {OF)

Solid Waste Fee Fund {OF)

Underground Sterage Tank Revolving - NA (NA)
Voluntary Remediation Fund (NA)

Water Quality Assurance Revolving Fund {NA)
Water Quality Fee Fund (OF)

Arizonz Exposition and Sfate Fair Fund (OF)
Revolving Fund (NA)

Board of Funeral Directors and Embalmers Fund (OF)
Heritage Fund (NA)

Indirect Cost Recovery Fund (NA}

Off-Highway Vehicle Recreation Fund (NA)
Watercraft Licensing Fund (OF)

Geological Survey (NA)

Information Technology Fund (OF)

Emergency Medical Services Operating Fund (OF)
Environmental Laboratory Licensure Revolving Fund (OF)
Hearing and Speech Professionals Pund (OF)

Indirect Cost Fund (OF)

Newborn Screening Program Fund (OF)

Vitat Records Blectrenic Systems Fund (OF)

Housing Program Fund (NA)

Housing Trust Fund (OF)

Industrial Contmission Administrative Fund (OF)
Captive Insurance Regulatory and Supervision Fund (NA)
Financiat Surveillance Fund {NA)

Insurance Examiners' Revolving Fund (NA)Y

Life and Disability Insurance Guaraniy Fund (NA)
Property and Casualty Insurance Guaranty Fund (NA)

Criminal Justice Erthancement Fund (OF)

Drug Treatment and Bducation Fund (NA)

Granis and Special Revenue (NA)

Cenfidential Intermediary and Fiduciary Fund (OF)
Court Appeinted Special Advocate Fund (OF)
Criminal Justice Enhancement Fund (OF)
Defensive Driving School Fund (OF)

Grants and Special Revenue (NA)

Judicial Collection Enhancement Fund (OF)

Criminal Justice Enhancement Fund (OF)

State Education Fund for Committed Youth (OF)
Cooperative Forestry Fund (NA)

Fire Suppression Fund (NA)

Records Services Fund (OF)

Lottery Fund (OF)

Arizora Medical Board Fund (OF)

Mines and Minerals Resources (NA)

Naturopathic Physicians Medical Board Fund (OF)

Nursing Care Institution Administrators' Licensing and Assisted

Living Fasility Managers' Fund (OF)

Board of Nursing Fund {OF)

QOccupational Therapy Fund (OF)

Board of Osteopathic Examiners Fund (OF)
Herilage Fund (NA)

Off-Highway Vehicle Recreation Fund (NA)
Partnership Fund (NA)

Publications and Souvenir Revolving Fund (NA)
Reservation Surcharge Revolving Fund (OF)
State Lake Improvement Fund {(NA)

State Parks Enhancement Fund {OF)

State Parks Fund (NA)

Pest Management Fund {OF)

Board of Pharmacy Fund (OF)

Board of Physical Therapy Fund (OF)

- 433 -

FY 2008 FY 2010
23,900 56,900
58,100 138,400

210,300 500,700
14,700 34,900
24,900 59,300

165,400 393,900

9,000 21,500

155,500 371,300

118,400 281,860

231,300 552,000
23,200 55,200
18,500 25,900

197,500 471,200
14,560 34,400

6,300 16,200
48,400 115,100
14,500 34,600

105,300 250,700

104,700 249,300
17,300 41,300

8,500 20,900

160,600 382,300

81,000 192,900
6,700 16,000

115,300 274,600
33,500 79,700

528,700 1,258,300

5,500 13,100
13,300 31,600
47,700 113,500
6,300 16,200
12,900 30,500
19,000 45,200
13,800 31,100
15,800 34,700
15,000 35,700
14,500 34,500
7,100 17,000
27,900 66,500
94,500 225,100
30,600 12,900
237,500 565,700
7,000 16,800
99,700 237,400
19,180 45,400

117,600 280,100
12,300 29,300

249,300 594,700

144,600 342,800

6,800 16,200
16,600 39,500
11,000 26,200
109,700 261,200
6,600 15,700
17,700 42,100
68,300 163,900
33,500 79,500
5,900 14,000
9,500 22,760
147,600 41,800
77,900 185,400
234,200 $57,600
8,300 19,700
72,700 173,600
52,900 126,000
9,500 22,500



Division of Public Health Services

‘ . Public Health Preparediess Services
Arizona N _ Bureau of State Laboratory Services
- Department of 250 N. 17" Avenue JANICE K. BREWER,GOVERNOR
Health Services Phoenix, Arlzona 85007-3231 WILL HUMBLE, INTERIM DIRECTOR
- - S TS {602) 542-6128
(602) 542-0760 FAX

Dear Stakeholder:

Due to recent budget reductions, the Newborm Screening (NBS) Program has been
required to make some difficult decisions regarding services provided for the remainder
of the current Fiscal Year (FY). Ultimately we belicve the following decisions will
minimize the impact of these reductions to Arizona newborns and their families.

The NBS Program will hold several funded positions vacant so savings can be
applied to the budget reductions. As a result, hearing screening may not be assured
and there might be delays in testing and non-emergency results reporting.

The NBS Program will maintain current hemoglobin testing methods. This will delay
a change to more sensitive testing technologies for hemoglobin testing.

The Program, in conjunction with the Newboin Screening Advisory Committee, will
streamline thyroid testing through use of a one-tiered test as part of a cost savings.

We anticipate no impact to the Program’s ability to continue to provide accurate and
reliable thyroid testing.

The Newborn Screening Program will not currently be able to add additional

disordeys to the current screening panel (if requested by the Newbor Screening
Advisory Committee).

If you have any questions or concerns regarding this information, please do not hesitate

to contact Ward Jacox, Chief of the Office of Newbom screening, at jacoxw(@azdhs.gov
or (602) 364-1410.

Sincerel

William Slanta,
Assistant Bureau Chie{



Hall of Famer stumps for newborn testing

aZrentral

ARIZONA'S HOME PAGE

Hall of Famor atumps for claimed Kelly's son at age 8. New York is the

. only siate that does.
vborn testing y
" would love for Arizona to be the second

by Hary Jo Pitzi - Mar. 31, 2009 12:00 AM state," Kelly said.

The Arizona Republic

Hall of Fame quarterback Jim Kelly stopped Meanwhile, he and advocacy groups such as

hy the state Capitol Monday to join the the March of Pimes want fo [:ceep testing in

parade of people asking lawmakers to spare place. That will happen only if the tests,

the budget ax. which are paid for by parents but
administered by the state, are immune from

Kelly's cause: newborn testing, which has cuts.

been proposed for a combination of cuts

and sweeps that add up to $1.4 miltion for "}, for one, will make sure that none of that

the next budget year. money will be touched for next year," said
Sen. Barbara Leff, R-Paradise Valley. She was

The former Buffalo Bills quarlerback said he joined by four other lawmakers.

embraced the cause of newhorn testing after
his son, Hunter, was born with a rare
neurelogical disease that could have been
detected by a simple test. The child died
from symptoms of Krabbe disease.

Kelly said he was staggered to learn that
there is no U.S. standard for newborn
testing, so requirements vary widely
nationwide.

" found out that thousands of babiss died
because they're born in the wrong sfate,”
; " said.

Arizona tesis newborns for 28 congenital
disorders, as well as hearing deficiencies.
Arizona does not test for the disease that
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BLOODSPOT DATA SUMMARY

Newborn Screening Advisory Commitlee
April 30, 2069
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HEARING DATA SUMMARY

Newhborn Screening Advisory Connniitee
April 30, 2009
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LABORATORY

Newborn Screening Advisory Committee
April 30, 2009



Division of Public Health Services
Public Health Preparedness Services

Bureau of State Laboratory Services

250 N 17" Ave,

First Floor JANICE K. BREWER, GOVERNOR
Phoenix, Arizona WILL HUMBLE, INTERIM
85007-3231 DIRECTOR

(602) 364-1409
(602) 364-1495 FAX

Last name, First name
Affiliation

Street 1

Strect 2

City, State Zipcode

Dear Sir or Madam:

In response to recent budget reductions, Arizona’s Newborn Screening (NBS) Program
will shortly be changing our laboratory method for the detection of Congenital
Hypothyroidism (CH) in newborns by bloodspot. Effective May 1, 2009, screening
results will be reported to you for thyroid stimulating hormone (TSH) only instead of
thyroxine (T4) with a TSH backup. This decision was arrived at with the advice and
agreement of our consulting pediatric endocrinologists and we believe that this new
method will improve the accuracy and reliability of the determination of CH in newborns
while significantly reducing analytical costs and false positives.

There are two widely used screening strategies for the detection of congenital
hypothyroidism: a primary TSH/backup T4 method and a primary T4/backup TSH
method. Since the diagnosis of primary hypothyroidism requires an elevated TSH, most
programs in Europe, Japan, Canada, Mexico, and the United States screen by using
primary TSH measurements. It should be noted that programs that use TSH only do not
detect infants with low levels of T4 related to prematurity or TBG deficiency, neither of
which require treatment, nor do they detect secondary (pituitary) or tertiary
(hypothalamic) forms of hypothyroidism. The latter, whose incidence is estimated at
1:100,000 compared to 1:2000 — 1:4000 for primary congenital hypothyroidism, are often
accompanied by other findings (e.g. hypoglycemia, mid-line defects, etc.). !

We will continue to communicate with you as we make changes to our testing and
follow-up protocols for the other inherited disorders screened by our program. If you
have any questions related to this laboratory change, please do not hesitate to contact
either Dr. Sundin Applegate, NBS Medical Director, at applegs(@azdhs.gov or (602) 542-
1223 or myself at jacoxw(@azdhs.gov or (602) 364-1410. If you have clinical questions,
please contact one the consulting pediatric endocrinologists, listed on the back of each
result mailer or on our website at www.aznewborn.com.

Sincerely,

W~

Watrd Jacox, Chief
Office of Newborn Screening

1

Update of Newborn Screening and Therapy for Congenital Hypothyroldism. American Academy of Pedialeics, Susan R. Rose, and the Sectionen
Endocrinology and Commilles on Genetics, American Thyrold Assoclation, Rosalind 8. Brown, and the Public Health Commiltas and Lavson Wilkins Pediatrdc
Endocrine Soclety PEDIATRICS Volume 117, Number 6, June 2008
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Arizona Administyative Register /Secretary of State
Notices of Public Information

NOTICES OF PUBLIC INFORMATION

Notices of Public Information contain corrections that agencles wish to make to their notices of rulemaking; miscellaneous rule-
making information (hat'does not fit info any other category of notice; and other types of information required by statue to be pub-
lished in the Register. Because of the variety of material that is contained in a Notice of Public Information, the Office of the
Secretary of State has not established a specific format for these notices,

NOTICE OF PUBLIC INFORMATION

OFFICE OF THE GOVERNOR
. [M03-19]
TO; State Agency Directors and Acting Directors
FROM:. " Janice K, Brewer
Governor .
SUBJECT: Regulatory Review Plan
DATE; January 22, 2009

In order to ensure that my appointees have the opportunity to review any new or pending rules, I am asking that you immedi-
ately take the following steps, subject to the exception process as described in paragraph 9:

1. Send no proposed or final rule to the Secretary of State for the publication in the Arizona Administrative Register.

2. File no notice of proposed rule making with the Secretary of State or begin or continue any activities in preparation
for the rule making, including informal rule making activities. _

3. With respect to proposed rules that have been sent to the Secretary of State but not published in the Arizona Adminis-
trative Register, withdraw them from the Secretary of State.

4. With respect to proposed rules that are final but havé not been submitted to the Governor’s Regulatory Review Coun-
cil (GRRC}) for approval, postpone filing the rules with GRRC.

5. With respect to proposed rules that have been submitted to the GRRC for approval, postpone filing rules approved by
GRRC with the Secretary of State, _

6. With respect to proposed rules that are final but have not been submitted to the Attorney General for approval, post-
pone filing the rules with the Attorney General,

7. With respect to proposed rules that have been submiited to the Attorney General for approval, withdraw the rules
from consideration by the Attorney General.

8. Provide the Governor’s Office a list and brief summary of each rule making activity within your agency no later than
February 16, 2009,

9. Notify the Governor’s Office promptly in writing of any rule making activity that, in your view, impacts critical pub-
lic peace, health and safety functions of the agency or that are needed to address the state budget deficit and therefore
should be also excluded from the directives in paragraphs 1-7. The Governor’s Office will review any such notifica-
tions and'determine whether exception is appropriate under the circumstances.

The directives in parégfaiphs 1-7 shall remain in effect until April 30, 2009,
As used in this memorandum, “rule” has the meaning as defined in A.R.S. § 41-1001(17).

Finally, in the infgrest of sound regulatory practice and the avoidance of costly, burdensome, or unnecessary rules, independent
agencies are encouraged fo participate voluntarily within the context of their own rulemaking processes.

This regulatory review will be implemented by the Govemor’s Office. Communications regarding exceptions to the review, or
questions regarding the review generally, should be addressed to Richard bark, Deputy Chief of Staff for Policy at
rbark{@az.gov. ’ : : :

This memorandum shall be published in the Arizona Administrative Register.

January 23, 2009 Page 241 _ Volume 15, Issue 4
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State of Arizona

- Janice K. Brewer ) Office of the Governor Main Phone: 602-542-4331
Governor 1700 West Washington Street, Phoenix, AZ 85007 Facsimile: 602-542-7601
TO: . State Agency Directors and Acting Directors
FROM: Tanice K. Brewer
Governor

SUBJECT: Continuation of Regulatory Review Plan {(Moratorium)
DATE: April 29, 2009 '

My staff is in the process of evaluating information received from the agencies, boards, and commissions
regarding new and pending rulemakings during the rulemaking moratorium. In order to complete this
process, I am extending the rulemaking moratorium issued January 22, 2009 from April 30, 2009 to June
30, 2009. During the moratorium, my staff identified some administrative rules that should have been
repealed some time ago. Examples of administrative rules identified thus far include:

Department of Ecoriomic Security, 6 A.A.C. 13, Articles 2,3,6,8,9 and 12; A.A.C.R6-1-501;
Arizona Department of Administration, 2 A.A.C.R2-1-604 and R2-1-605;

Department of Racing, A.A.C.R19-2-115,10;

Arizona State Retirement System, A.A.CR2-8-104, R2-8-116, and R2-8-119; and
Department of Health Services, A.A.C.R9-19-115, R9-19-404, and R9-19-406.

During the continuation of the moratorium, I am requiring agencies to identify administrative rules that (1)
are no longer necessary due to changes in state or federal law or case law, (2) are not effective, (3) are
inconsistent with current agency practice, or (4) are not enforced. Agencies shall identify obsolete rules and
submit the report to Jeri Kishiyama Auther, Policy Advisor, Rules and Regulations, no later than the close
of business on May 25, 2009,

Regulatory Moratoxium

In addition to the memorandum issued January 22, 2009, the following applies:

I. Agencies shall continue to comply with the Five-year Review requirements of AR.S. § 41-
1056 ef seq. and the reporting requirements of AR.S. § 41-1091; and

2. Agencies shall comply with the intent of the moratorium and ensure that substantive policy
statements as defined in A.R.S, § 41-1001(20) do not violate A.R.S. § 41-1033.
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H.B, 2240

Be it enacted by the Legislature of the State of Arizona:

Section 1. Title 41, chapter 6, article 3, Arizona Revised Statutes,
is amended by adding section 41-1021.03, to read:

41-1071.03. Moratorium_on rule making relating tgo increased

monetary or requiatory costs: exceptions

A, NOTWITHSTANDING ANY OTHER LAW, AN AGENCY SHALL NOT CONBUCT ANY RULE
MAKING THAT WOULD IMPOSE INCREASED MONETARY OR REGULATORY COSTS ON OTHER
STATE AGENCIES, POLITICAL SUBDIVISIONS OF THIS STATE, PERSONS OR INDIVIDUALS
OR WOULD NOT REDUCE THE REGULATORY BURBEN ON THE PERSONS OR INDIVIDUALS SO
REGULATED,

B. SUBSECTION A DOES NOT APPLY TO RULE MAKING FOR ANY OF THE
FOLLOWING: a

1. TO AVOID A VIOLATION OF A COURT ORDER OR FEDERAL LAW THAT HWOULD
RESULT IN SANCTIONS BY THE COURT OR FEDERAL GOVERNMENT TO AN AGENCY IN FISCAL
YEAR 2008-2009 OR 2009-2010 FOR FAILURE TO CONDUCT THE RULE MAKING ACTION.

2. TO PREVENT AN IMMINENT THREAT TO THE PUBLIC HEALTH OR SAFETY. FOR
THE PURPOSES OF THIS PARAGRAPH, "IMMINENT THREAT TO THE PUBLIC HEALTH OR
SAFETY" MEANS THE EXISTENCE OF A CONDITION, CIRCUMSTANCE OR PRACTICE THAT
WOULD CAUSE DEATH, SERIQUS ILLNESS OR SEVERE INJURY TO PERSONS OR ADVERSELY
AFFECT THE ABILITY OF HEALTH CARE INSTITUTIONS TO PROVIDE MEDICAL CARE DURING
FISCAL YEAR 2008-2009 OR 2009-2010.

3, TO FULFILL AN OBLIGATION RELATED TO FEES, RATES, FINES OR
REGULATIONS THAT ARE EXPRESSLY DELINEATED IN THE CONSTITUTION.

€. FOR PURPOSES OF THIS SECTION, ™INCREASED MONETARY OR REGULATORY
COSTS" DO NOT INCLUDE COSTS. ASSOCIATED WITH RULE MAKING CONDUCTED BY A
SELF-SUPPORTING REGULATORY BOARD AS DEFINED IN SECTION 41-1092, PROVIDED THE
SELF-SUPPORTING REGULATORY BOARD MAKES A SPECIFIC FINDING THAT THE MONETARY
BENEFITS TO LICENSEES OR PERMITTEES OF THE BOARD FROM THE PROPOSED RULE
MAKING SUBSTANTIALLY OUTWEIGH THE COSTS OF THE PROPOSED RULE MAKING TO
LICENSEES OR PERMITTEES OF THE BOARD AND IS NECESSARY TO ALLOW THE
SELF-SUPPORTING REGULATORY BOARD TO ADMINISTER EXISTING STATUTORY
REQUIREMENTS OR ADMINISTRATIVE RULES. THE FINDING OF THE SELF-SUPPORTING
REGULATORY BOARD SHALL INCLUDE THE SPECIFIC FINDING AND ALL EVIDENCE
PRESENTED AT A PUBLIC HEARING SUPPORTING THE PROPOSED RULE MAKIRG.

Sec. 2, Delayed repeal

Section 41-1021.03, Arizona Revised Statutes, as added by this act, is
repealed from and after June 30, 2010,

Sec. 3. Emergency )

This act is an emergency measure that is necessary to preserve the
public peace, health or safety and is operative immediately as provided by
Taw.




Rulemaking Update
Ruthann Smejkal
602-364-1230
smejkar@azdhs.gov

Rulemaking - 201

.+ Rules Require Statutory Authority

* Phasas of Rulemaking

—~Phase 1: Rules Drafting

{Draft rules on ADHS websité;

hitpt/ ferwwrazdhs.gov/dirofadmin_rules/index.htm )
-Phase 2: Formal Rules Process

{ARS, Title 41, Chapter 6, Articla 3)

Rulemaking - 201

. Ru[emqking moratorium due to Governor's
Executive Order untll after Agr:l 30, 2009, now
extended to after Juna 38, 2009

+ HB 2240 creates a moratorium until after June 30,
2410 on rulemaking that:

- Increases costs to other agencies, political
subdivisions, or Arizona citizens

- Does not reduca the regulatory burden on those it
regulates

~ Exceptions for rules;

+ :o{agd,ress Timiminent threat to public health or
alety .
+ To avold a viofation of federal law or any court order

Rulemaking - 201

Where do we go from here?
It depends .....
- Lifting of thae Governor's moratorium?

- Passage of HB 22407
- Intgrval in-between?




OFFICE OF NEWBORN SCREENING - PROGRAM STAFF AND SPECIALISTS

NEWBORN SCREENING FOLLOW-UP

Main: (602) 364-1409

Fax:(602) 364-1495

POSITION/SPECIALTY ~ NAME _ o PHONE. EMAIL
Office Chief Ward Jacox 4-1410 jacoxw(@azdhs.gov
Quality Improvement Sondi Aponte 4-1642 aponftes@azdhs.gov
Manager
Admin Temp Angie Moore 4-1412 moorean@azdhs.gov
Meiabolic
Follow-up Lanetha Stingley 4-1411 stingll@azdhs.gov
Follow-up Karen Stewart 4-1820 stewark@azdhs.gov
Follow-up Wendie Jenkins 4-1407 Wendie.Jenkins@azdhs,gov
Admin & Follow-up Matthew Gainey 4-1408 Matthew.Gainey@azdhs.gov
Hearing
Follow-up Valerie Odeh 4-1814 odehv@azdhs.gov
Follow-up & Data Christy Taylor 4-1475 Christy taylor@azdhs.gov
LABORATORY Main: (602) 542-1184 |Fax: (602) 364-1655
Laboratory Manager Wendy Zakowicz 2-1184 Wendy. Zakowicz{@azdhs.gov
Kit Ordering / Receiving Kathleen Rodriguex 2-1190 Kathleen Rodriguez @azdhs.gov
(602) 542-1184 Wendy. Zakowicz@azdhs.gov
Mass Spec Inquiries Wendy Zakowicz Alt, internal only Wendy.Zakowicz(@azdhs.gov
Hemoglobin Inquiries Debbie Wright 2-6129 Debbie. Wright @azdhs.gov
CAH/Thyroid Inquiries Wendy Zakowicz 2.1128 Wendy, Zakowicz@azdhs.gov
Cystic Fibrosis Inquiries Wendy Zakowicz Wendy.Zakowicz@azdhs.gov
Lab Staff Dan Forand Dan.Forand@azdhs, gov
Marie Friese Marie.Friese@azdhs.gov
Megan Sullivan Megan. Sullivan@azdhs,gov
Latha Talasela Latha. Talasela@azdhs.gov
Imelda Guevara Imelda.Guevara@azdhs.gov
Donna Peterson Donna Peterson(@azdhs.gov
Nashi Carfer Nashi. Carter@azdhs.gov
DEMOGRAPHICS Main: (602) 364-1468 [Fax: (602) 364-4196
Supervisor Yvonne Carroll 4-1468 carroly @azdhs.gov
Info Processing Specialist IT Davina Benally 4.3322 benallyd@azdhs.gov
Info Processing Specialist IT Hope Salas 4-1447 salas@azdhs.gov
Info Processing Specialist 1T Tom Gustafson 4-3309 gustafi@azdhs.gov
Info Processing Specialist 11 Mary Lou Wilson 2-1184 Wilson(@azdhs.gov
Info Processing Specialist 11 Amber Baker 4-1413 bakera{@azdhs.gov
Admin Assist II/ Results Donna Martinez 4-3190 marindo@azdhs.gov
Request
BILLING Main: (602) 542-0897 (Fax: (602)542-0102
. (602)542-2520
Manager Cheryl Gillman 2-1170 gillmac@azdhs.gov
Billing Specialist Misti Taylor 2-6352 taylormi@azdhs.goy
Billing Specialist Anne Garcia 2-2309 madrida@azdhs.gov
Billing Specialist Linda Snelson 2-2923 snelsol@azdhs.gov
Billing Specialist Alejandra Robinson 2-2312 robinsa@azdhs.gov
Billing Specialist Bernadette Mesquita 2-2933 mesquib@azdhs.gov

Version — April 29, 2009



OFFICE OF NEWBORN SCREENING - PROGRAM STAFF AND SPECTALISTS

U NAME SPHONE Y by Fax | % Email
METABOLIC GENETICS
St. Joe’s Genefics Dr. Kirk Aleck 602 406-3611 602 406-4363 {Kirk.aleck@chw.edu
aleckk(@azdhs.gov
Metabolic Dieticians
Melanie Colville RD 602 406-4383 602 406-4363 melanie.colville@chw.edu
colvilm@azdhs.gov
Marta. Urbina @azdhs.gov 602 542-2528
ENDOCRINOLOGY

Dr. Ed Holland 480 464-8600

edholland@evpeaz.com

Dr. Roger Johnsonbaugh 602 274-5078

602 285-0378

Dr. Alvin Perelman 480 323-4800 x3

480 323-4959

ahpendo @swpedendo.com

Tucsen

Dr. Mark Wheeler
Assoc. Dr. Kurt Griffin
Dr. Chetan Patel

520 626-6077

520 626-2881

Pager: 520 446-8863

Phoenix Children’s

Dr. Khalid Hasan
Dr, Silvia Kaufimann

602 546-0935

602 546-0610

khasan
@phoenixchildrens.com

HEMOGIOBIN
Dr. Jesse Cohen 602 253-5993 602 253-4254 |Phone or FAX only
Dr. Brenda Wittman 520 626-8278 520 626-4220 |wittman @peds.arizona.edy
ADIHS Sickle Cell Prg  |Gloria Payne 602 542-7344 payneg@azdhs.gov
Mer
Sickle Cell Society of Arizona 602 254-5048
1-800 872-4871
CYSTIC FIBROSIS
Phoenix Children’s  [Dr. Adrian O’Hagan achagan

{@phoenixchildrens.com

Tucson Center

Dr. Morgan

Asst. Brenda Lambert 520-626-7780

blambert (@arc.arizona.edu

HEARING

EAR Foundation of  {Lylis Olsen MS, MPH 602 690-3975 602 296-0425 |lylisolsen@msn.com
Arizona (BFAZ) et o Winston, AuD 602 284-1091 602 321-1164 |randiwinston@mac.com
Melissa Selbst, MPH CHES (Executive  [602 685-1050 602 275-5709 Melissa@earfoundationaz.c
Director) om
Medieal Homne/ Dr. Brad Golner 602-206-3412 cell bgolner{@me.com
Pediatrician/
AAP Chapter Champion
NVeonatologist (past AAP [Dr. Glenn Waterkotie glemww@cox.net

Chapter Champion)

NEOMETRICS

Software 800 645-3616, 1-1

Lisa Hudson
Jim Garity
Dan Lagonterie

Version — April 29, 2009



