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DATE:

TO:

FROM

RF:

R epresentative Kevin M eyer

HOUSE DISTRICT 30

MEMORANDUM

March 16, 2005

Senator Fred Dyson, Chairman
Senate Health, Kducatio and Social Services Committee

: Representative Kevin Meyer

Hearing request for CSHB 85 (JuD) Prescribed Medicationfor
Students.

Please schedule CSHB 85 (JUD) Prescribed Medication for Students for a hearing in ihe

Senate

Health. Education and Social Services committee at your earliest convenience.

CSHB 85 (JUD) requires schools to allow students’ to self-administer medication for

asthma

and anaphylaxis with certain provisions.

Included in this packet:

CSHB 85 (JUD) Prescribed Medication for Students v. LS-0367W
Sponsor Statement
Sectional Analysis
Fiscal Note
Change Summary
CSHB 85 (HES) Prescribed Medication for Students
HB 85 Prescribed Medication for Students
Letters of support
0 American Academy of Pediatrics
Allergy and Asthma Network
Association of Alaska School Boards
Alaska Association of School Nurses
National Association of School Nurses
Survey of Alaska School District Policies
Asthmatic School-childrcn's Treatment and Health Management Act of 2004
American Journal of Public Health Article

O O oo

Thank you for your consideration of this request.

Email: Representative Kevin _Meyer@ legis.stntc.ak.us « Toll Free: (Stiti) 465-4945
Session: State Capitol. Juneau, Alaska 99801-1182 « Phone: (907) 465-4945 Fax: (907) 465-3476

Interim: 716 W. 4th Avc., Anchorage. Alaska 99501-2133 « Phone: (907) 269-0199 Fax: (907) 269-0197
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Representative Kevin M eyer

HOUSE DISTRICT 30

Sponsor Statement

CS for House Bill 85

“An Act relating to self-administration and documentation of certain types of
medication prescribed to a child attending school.”

Of the 20 million Americans with asthma. 6.3 million are children under the age of 18
This chronic condition is the cause of 728.000 emergency room visits. 2 1.000
hospitalizations and 223 deaths annually armong children.

The “Asthmatic School-children’s Treatment and Health Management Act” passed by
Congress in 2004 directed the Secretary of Health and Human Services to give preference
when awarding grants to slates that authorize the self-administration of medication to
treat students’ asthma or anaphy’ »xis. Over thirty states have passed legislation to comply

with the federal act.

House Bill 85 requires that schools permit students lo self-administrate medication for
asthma, anaphylaxis. A school must permit self-administration if:

e The school receives written authorization from a parent or legal guardian for the
self-administration of the medication;

e Witten certification from a pupil's health care provider;

« Release of liability for the school and its employees or agents for injury arising
from self-administration.

e A treatment plan is filed with the schoadl.
e An agreement to indemnify and hold harmless the school and its employees for

claims arising from self-administration.

In return, schools shall provide a written notice to the pupil’s parent or guardian of the
school’s absence of liability related to the self-administration of medication covered by

HB 85.

Asthma and allergy related illnesses can be potentially life threatening and the current
prohibition on self-administration in schools puts children at risk. HB 85 is an important

step toward addressing a major risk lo our children’s health.

(Updated 3/07/05)

Email: Kcpre.sentulivi‘. Kevin_Mecycer@ legis.stdtc.ak.us « Toll Free: (Wifi) 465-4945
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Interim: 716 W. 4th Ave., Anchorage. Alaska 99501 2133 « Phone: (907) 269-0199 Fux: (907) 269 0197
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DIVISION OF LEGAL AND RESEARCH SERVICES

LEGISLATIVE AFFAIRS AGENCY

(907) 465-3867 or 465-2450 STATE OF ALASKA State Capitol
Juneau, Alaska 99801-1182

FAX (907) 465-2029
Mail Stop 3101 Deliveries to: 129 6th St., Rm 329

MEMORANDUM January 24, 2005

SUBJECT: HB 85 (Work Order No. 24-LS0367NG)

TO: Representative Kevin Meyer
Attn: Mike Pawlowski

FROM: Jean M. Mischel
Legislative Counsel

/
You have requested a sectional summary of the above-described bill

As a preliminary matter, note that a sec ional summary of a bill should not be considered
an authoritatf'e interpretation of the bill and he bill itself is the best staterment of its

contents. If you would like an interpretation of the bill as it may apply to a particular set
of circumstances, please advise.

Section 1 Requires public elei. cntary and secondary schools to allow the self
administration by a student of medications needed to treat asthma, anaphylaxis and other
potentially life-threatening illness if certain conditions are met. lImposes annual
documentation, indemnification, and release requirements on the parent or guardian of a
stude who wishes to self-administer medication while at school.

IJMM:jad
05-047.jad
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SESSION

FISCAL NOTE

Fiscal Note Number;

Bill Version:

(H) Publish Date:

CSHB 85(JUD)

3/9/05

Dept Affected: Education & Early Development

Title “An Act relating to self-administration and documen- 'RDU

tation of certain types ot medication prescribed to a child
Representative Meyer

Sponsor

Requester House HES

Expenditures/Revenues

Component No.

Component

TLS

(Thousands of Dollars)

Note: Amounts do not include inflation unir is otherwise noted below.

OPERATING EXPENDITURES

Personal Services
Travel
Contractual
Supplies
Equipment

Land & Structures
Grants & Claims

Miscellaneous
TOTAL OPERATING

ICAPITAL EXPENDITUReT
CHANGE IN REVENUES (

FUND SO'JRCE

1002 Federal Receipts
1003 GF Match

1004 GF

1005 GF/Program Receipts
1037 GF/Mental Health

Other (Specify Type--Do nolabbreviate,

TOTAL

FY 2006

FY 2007

0.0 00

0.0 0.0

00 00

00 00

Estimate of any current year (FY2005) cost: 00
Mark this box (X) if funding for this hill is included in the Governor's FY 2006 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

ANALYSIS:

(Attach a separate page it nect isary)

FY 2008

0.0

00

00

00

Studeni & School Achievement
2796
FY 2009 FY 2010
0.0 0.0
00 00
00 00
0.0 00

FY 2011

00

00

00

00

Section 14.30.141 states that a school shall permit self-administration of medication by a pupil for asthma,

anaphylaxis, or other potentially life-threatening illnesses, under specific conditions and with written

authorization and certification. The Depar ment of Education & Early Development identifies no department

costs at this time.

Prepared by:
Division

Barbara Thompson, Director
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Approved by: Karen Rehfeld, Deputy Comissioner
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Calendar No. 784
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ASTHMATIC SCHOOLCHILDRENS TREATMENT AND
HEALTH MANAGEMENT ACT OF 2004

October 8 2004—Ordered to be printed

Mr. Gregg, fram the Committee on Health, Education, Labor, and
Pasias, sumitted the follovirg

REPORT

|To accompany S. 28151

V\]’]Trd‘?] Committee mﬂgbglﬁw@mmu% Labor, and Rasias, ©
ich was refendd 2315) preference recardi
States thet require sdools 1o allow sn%bnls 0 setf—ajnlnlstg
medication 1o treat that student’s asthma or angdhwlaxis, and far
other purposss, having aosidarad tre sare, rgorts favorabl
thereon without an amendment and recomends that the il

ess.
CONTENTS

I. Purpose nnd need for 18QiSIation ..

I SUMMATY i sssssssssssees
I1l. History of legislation and votes in COMMILIE. .....rmiicmssvinsssissnssnn

IV. Explanation of bill and committeeviews

V. COSt SEIM AL ..ovvverivcrrrressseserirensesssnnsssssessnns
VI. Regulatory impact statem ent...
VII. Application of law to the Ieglslatlve branch

VIII. Section-by-scction analysis .
IX Chnnges In existing 1awW ...

I. Purpose and Need for Legislation

According 1o rgoorts of the Genters far Diseese Gontrol and Pre-
vaention (CDO) and the Natioal  Irstitutes of Health (NIH), of 20
millian Arericans with asthma, 6.3 million are chillden under 18
years of ap. This dymic ardition i the cause of 723,000 emer-
gency room vElts, 214,000 hospitalizatias and 223 deaths annu-
ally among children. It also acoounts far 14 milllion missed sdools
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davs each The CDC idicate that worki of
children wi\ﬂ/e’larastma loe ai%rrated 1 billin obllarr% p.are”ltspm
tMty anally. Unforturately, the number ofpersors with asthma
hes doubled In the Unirted States dJrlr? ﬁs
Corsistent with the goals of the Heallthy roqolc the CDC-
directd mﬂaﬁledﬁ\.sthm&%n raglnljsbased on 1hroeOula pbllc health
i on an agoi
bas:s L] Lm% % b aaaryzmkr%re” of asting;
intenentias  including 1mnsl’at|cn of atific information i
pbllc health practicss t© reduce the burden of asthma |rclud|

I besed stratgies far dilden, and partrerships Wi
slaeholders n ob,elqowgmengl P e\alLatlrpS o=l
astihma antrol pgm reconmends develgpment of
asthma friedly I enviroments desiged 0 help students

The Naticnal Asthma Education and Preverition Program, aoordi-
neted by the Natiomal Heart, Lu and Wood Irstitufe, pLblished
a reolution recommending thet adptpallaesﬁﬁe man-
agement of asthma that encoul the active participatian of stu-
dents mﬁeself—namgemmt teir coditaion and allov for tte

most arsistat, active particietian in dll sdol adimMities. In
X, a camittee of organlzed by Rand Oorpomtlcn far
inproving chilldhood als rocommunacd thet the

of tte Health and Human Sewlces H 1;E(Jaslotar Ogmr};
states Inoaives o adopt licies tret aoblre& di

dren with asthma.

Sdols should ke a safe plae where children leam and play
ﬁatsllfwld betneﬁﬁcéwuldren \/\(/jlfmasthnaaéqsolo'ihal1 and
have lars_protecta rnights of asthratic i ary
self—ajnlnlsmrrretre?red—cbse inalars. Nineteen states expand this
protection to incluce auto-injectable epingdrire. Furthemore, ad-
drticel states have pending legisiation_to allov children toentry
tteir inalers and laxis medication at dol. Beerts, i
clwl the NIH and CDC rqartﬂatsetf—amnlstratlm ofasth—

Ication reduces umecessary emergency room Vsits,

mlssed ol days, promotes Sjpggm in sdml activities and
even saves Ines I-b/\ever many Is do ot allov and many
states do ot reanes:fmlstoallcwstwmtstomanage their
asthma during sdool hours. The gaal of this kegislation 510 build

on tre 1 momentum that many states ure aarently eqeri-
emlrg n inplementi omprehenswe and effectinve astima-—re-
lated prograns n

Il. Summary

The Hilll, as passed by the comittee, requires thet tte
of Health and Human IGss, In maklng any 1o States thet
Baslhra—related <l gie preléreme with statutory
nust . each SHB Iarelnhgr;/narfﬁseoordaw gjl!oo}-he tgat
recuire ice
an authorization fa- seH~adhinistration of asthma medication iftte
student has demonstrated the ddll kel necessary o use the asth-
ma_medication and any cevice that s necessary 1o adninister tre
medication. The State must also recuire schools 1o grant an author-
ization far s adninistration of the asthma medication i acoord-
ance with a written treatment: plan presaribed by the heallth care



prectiticer with documerttation From parants. The autiorization
granted o asthmatic chilldren 1o possess and use mediications must
exterd 1o any sdool sponsored ectivity such as keforesdool and
after—sdol aotimMities, and trasit o and from sdool and sdool-
sponsored adtimities. The pllen must be renewed amually and the
badk up medicatian, IFprovided by parerts or guardians, must ke
kept at a studerts sdool i a locatian essily aoessible o the stu-

Thelngrmt%'r:g%a’ms > 1 gply © pbli i

are ic-heakth-oriented,

astime—related grants © Slales_darq%}%lly anarded by the CDC.
The [l gies tre Ssaretary the disoretian o determine which asth-
ma-related grants © States would rexene preferace desoribed in
the Act. NIH grants o ressarders or graits fran other agacies
o health care irstitutias Tar besic dnial ressadh, + diag-
rostic and thergpautic inovatian, suneillace and epicemiolayy,
and comunity goproaches by health care stitutios o achiee
reduction in astima-related norbidity and nortality are rot made
through States and willl rot be affected by this [l comittee
does ot inted far this kggislation o have an adverse fuding im-
pect on auratt grants and aontarnuation fuding of those grants
Dlely o due 0 a luk of statutory or regulatory provisias desoriibed
n sl?stsum-
_ The kil ircludes a il of costructian et states that nothing
In the subsection areates a cause of ecion or N other way iIn-
aresses or diminishes tte lnhality of any person r tre lav The
purpose of this rule 15t address conoeims of sdool adhninistrators
about Inoree=e In teir 1=dlity, for exanple from errars
in seH—adhinistratian ofdngst_ri/asmratic children tret may re-
st fran the provisias of this [l

The amendment made by this statute Sl qqo(%}tsogrmls made
on or after the chite that 159 months after tre of the erect-
ment of this Act. This will allov time far any State tret
does ot have goorgpriate statutes or regulatios i place o make
rmwdmﬁarslaﬂe& The comittee anticipates thet
9 months B time for any State 1o put in place provisias

b meet the coditias of the Act. i i

The hill eqresses the sense of the Serate N commending the
CDC for aeating strategies for addressing asthma. in a coordinatsd
mmngs:kmqugranarﬂerwrag&@!simsmranwﬁ?wc rec-
itions and adopt the pollicies that best meet their students”

[1l. History ok Lkgisiation and Votes in Committee

On July 4, 2004, ﬁﬁl-bgslxle Oogm%gg Erergy and Cor%;
merce, reported favorably a .R. oive preferances
states that recuire sdools © glom its 10 ssH-adninister
medication 1o treat treir asthma or agdylaxis. On Septerber 2,
2004, Serator DeWinc himnself) and_Serators Gorzire, Durbin
and Kennedy i S. 2815, which s idnacal o H R.2023 as
pessed by the House comittee. The comittee te Al
(5-2315) by unanimous cosent on Septerber 2, .
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IV. Explanation of the Bill and Committee Views

The comittee iMtads O ensure that asﬂ”natlc mlloken are
able © remain healtty, atted sdools and parts N leamirg
and play adimities. To mleeﬂ”ese%%lls, @ﬁmld be able ©©
take tre medications presoribed by
Sdols shauld be aware of the management pllan preecrlbed byﬂe
dld's physician and _keep the back-Up nmedication where the dhild

can have aocess O it in tre event of

The kill, as pessed by the comittee, vl Builld on the suocessful

momentum thet many States are aurattly Fgg;emlrg in de\a,t%ld—
asthma-—rel

asthre-

é%%vﬁll be anarded by tre Secretary 1o assist thee States in
omtlrmrg o deelp asthTa—related prol%rams n te

ol system. Preference far those asl%)ra States wﬂh
demostrated, comprehersive, and
cluding provisias regardlrg serf—nedlcatlm n dwls. com—
mittee otes that this kegislation does ot affect whether States
pess lans that recuire sdools 1o allov seHredication far diseeses
and health codirttias other then asthma and angphylaxis.

V. Cost Estimate
U.S. Congress,

\Cl\fagr?ng Sﬁorﬁf & t%mlbce)rfEL? 2004,
Hon. Judd Gregg,

Chairman, Committee on Health, Education, Labor and Pensions,
U.S. Senate, Washington, DC.

Dear Mr. Chairman: The 1aal Budget Office hes pre-
pared the eclosad ast estinate Tar S. 2815, the Astiatic Sdool-
d1| ldrens Treatment and Health Management Act of 201,

you wish further details on this estimate, we will ke plessed
fmggnob then. The CBO staff aotects are Tim Gromiger (far
) and Leo Lex (farthe state and kol inpect).

Elizabeth Robinson

(For Dougllas Holtz-Eakin, Director).
Bcloaure.

S. 2815— Asthmatic Schoolchildren’s Treatment and Health Man-
agement Act of 2004

S. 2815 would modify the Rubllic Health Service Act by directirg
the Searetary of Health and Human Servicss, inmaking asth-

na—relatedgattoaslaeto nerreﬁemnetoslates re-
quire sdro it stwb"ltsgto scH-adninister medication far

asthma and am;iyl

The kll would mtd*nange rposes farwhich tte
makes astima-related CB estlrratesﬁateractlrgs.
would mthavea%t effect on tre feceral bucoet.
S. 2815 would not dlra:tqoerdlnga"reerLes

S. 2815 aattairs no intergovermental or private-sector man-
cates as cefired In the Unfunded Mandates Reform Act, but it
would alter aaditias far tre Childrens Asthma Treatment Grants
Progran and otrer astine—related gats, giMvirg preferences

ing
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slates who allov sdooldhildren t© seH-adninister asthma medica-
tia. Whille the bl would rot alter the tolal amount of
aallablemgenew preferace could change the distribution of fuds
amon

'I’hegCBO saffatacts are Tim Grornlger (fo faral asts), ad
Leo Lex tre state and koAl npect. This estimate was ap-
proved by H. Fontaire, Deputy Assistant Director far Budget

Aralysis.

VI Regulatory Impact Statement

The comittee has determined thet there willl 1 de minimus
changes In the regulaton)” burden inposed by tre [l

MIL. Application op Law to the Legislative Branch

Scan 12E3) of Rblic Law 1041, the Cogressioal Ac-
auntzbility Act (C rmJlresaoEnmIJm of the gplication of
this bl o te branch. This kil does ot amend any act

thet gplies o tre legslaﬂebrarm
VIIl Section-by-Section Analysis

Srction 1. short title
The dort titke of the Act B “‘Asthhmatic Sdool Childrens Treat-
ment and Health Management Act of 204°.

Section 2. Findings

The Sectian 2 reviens the fardings of the Congress with regoct
o prevalence of asthma, and the 1 of this dwonic dissese n
the use of health care Edilities, at sdmls, and asla
The ssctian reviens the cunrant status of regulation N states and
problems encountered l:y dildren who atted sdols tet do ot
allov self—management of asthma. These problers, N addition ©
missed sdool days, irclude many instances of illress, emergency
room dits, izatin, nnd ceath. The sectian provides a ra-
tiasle for the bl

Section 3, Preference for States that allow students to self-admm-
ister medication to treat asthma and anaphylaxis

Ssction 399L of the Rublic Health Sarviee Act (&2 U.S.C. 2300)

5 anended redesigrating Subssction (@) as sUssectian ) and
|rsert|rgaﬂ(?/ sl:)sectlorg(c)asjm:tgm@tmmlwbg}e

low
ThrgSecretary,na/\ardl any uder this ssctian or
oﬁergmtﬂatsasmra—readed a6 determined by the
0 a State, dull give preference o any State that Stashies
aitaia The State must requreeach pbllcelenmtaryamlssc—
ondary sdol o gratt an authorization far seH-adhninistraan of
nHjI(EtIO”I N acoordance with a wrirtten treatment pllan
t?/ﬁelmlmcarepmtmga’ with documentattion
ujlrgdoaments related © lenlity. The autiorization
such as before-sdool and

afta'—simlan/rms. plmrrustberelm/edanallyar‘udﬁe

back up medication, IfFprovi parets or guardians, must be
IeptapasumTtSsTmlnalcg')ﬂ/tlm essily aocessible O the stu-
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dent inevent ofan . The autiorization must be effective
anly for tre same sdol the same year farwhich it it grarted
ana renewed by the parent or guardian each subsequent sdool

)G'al!h"e sectian willl be gplicable after 9 months from the date ofen-
actment to allov States 1o pess goprgpriate lagiskation.

Section -1 Sense of Congress commending CDC for its strategies for
addressing asthma within a coordinated school health pro-

grams
The secticn commends the CDC_for idenafyirg and areating
les Tor addressing asthma with a coordineted sdool pro-

gram for sdols o address asthma and encourages all sdols
review these plicies 1o meet the needs of thelr student popullation.

IX. Changes in Existing Law

In ogir_pliame with rule XXVI paragraph 12 of the Standing
Rules of tre Seate, the follomving provices a print of tre statute
or tre part or section thereof to e amended o replacd (edstirg
law proposed o e anitted senclosad N bladk bradets, new mat-
ter s printed N iEic, eqastirg law inwhich no change 15 proposed
isshown in raven):

PUBLIC HEALTH SERVICE ACT

e H e 4 - * -

FART P—ADDITIONAL PROGRAMS

SEC. 1991-. CHILDREN'S ASTHMA TREATMENT GRANTS PROGRAM.

(a) Authority To Make Grants—
(1) In general.—* *

id) Preference for States That Allow Students To Self-
Administer Medication To Treat Asthma and Anm liiylaxis.—

() PREFERENCE.— The Secretary, in awarding any grant
under this section or any other grant that is asthma-related las
determined by the Secretary) to a State, shall give preference to
any Stale that satisfies the following:

A IN GENERAL. -The State must require that each pub-
lic elementary school and secondary school in that State
will grant to any student in the school an authorization for
the self-administration of medication to treat that student's
asthma or anaphylaxis, if—

() a health carc practitioner prescribed the medica-
tion for use by the student during school hours and in-
structed the student in the correct and responsible use
of the medication;

(ii) the student has demonstrated to the health carc
practitioner for such practitioner's designee) and the
school nurse (if available) the skill level necessary to
use the medication and any device that is necessary to
administer such medication as prescribed;
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fiii) Ihe health carc practitioner formulates a written
treatment plan for managing asthma or anaphylaxis
episodes of the student and for medication use by the
student during school hours; and

(iv) the student's parent or guardian has completed
and submitted to the school any written documentation
required by the school, including the treatment plan
formulated under clause (Hi) and other documents re-
lated to liability.

ID) Scope.—An authorization granted under subpara-
graph (A) must allow the student involved to possess and
use his or her medication—

(i) while in school,

Hi) while at a school-sponsored activity, such as a
sporting event; and

(Hi) in transit to or from school or school-sponsored
activities.

IC) DURATION OF aVTHOIUZaTION.— An authorization
granted under subparagraph (A)—

() must be effective only for the same school and
school year fro which it is granted; and

lii) must be renewed by the parent or guardian each
subsequent school year in accordance with this sub-
section.

(D) Backup medication.— The State must require that
backup medication, if provided by a students parent or
guardian, be kept at a student's school in a location to
which the student has immediate access in the event of an
asthma or anaphylaxis emergency.

(£) Maintenance OF information— The State must re-
quire that information described in clauses (Hi) and (iv) of
subparagraph IA) be kept on file at the student's school in
a location easily accessible in the event of an asthma or an-
aphylaxis emergency.

(2) RULE OF CONSTRUCTION.—Nothing in this subsection ere
ates a cause of action or in any other way increases or dimin-
ishes the liability of any person under any other law.

(3) Definitions.— For purposes of this subsection:

(At Elementary school and secondary school.— The
terms ‘elementary school' and 'secondary school' have the
meanings given to those terms in section 9101 of the Ele-
mentary and Secondary Education Act of 1965.

(B) Health CARE PF\CTITIONER.— The term 'healln care
practitioner' means a person authorized under law to pre-
scribe drugs subject to section 503(b) of the Federal Food,
Drug, and Cosmetic Act

(C) MEDICATION.— The term 'medication’ means a drug
as that term is defined in section 201 of the Federal Food,
Drug, and Cosmetic Act and includes inhaled broncho-
dilators and auto-injectable epinephrine.

(D) Self-administration.— The term ‘self-administra-
tion’ means a student's discretionary use of his or her pre-
scribed asthma or anaphylaxis medication, pursuant to a
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prescription or written direction from a health care practi

tioner.
* * * * * * *
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Asthma Inhalers in Schodls: Rights of Students with Asthma
to a Hee Appropriate Education

Sherry Everelt Jones. PhD. JD, MPH, and Lani Wheeler MD

Students who possess and
solf-administer their asthma

medications can prevent or re-

duce the severity of asthma
episodes. In many states, laws
or policies allow students to
possess and self-administer
asthma medications at school.

In the absence of a state or
local law or policy allowing
public school students to
possess inhalers and self-
medicate to treat asthma, 3

federal statutes may require
public schools to permit the
carrying of such medications
by students: the Individuals
With Disabilities Education Act,
Section 50d of the Rehabilita-
tion Act of 1973, and Title Il of
the Americans with Disabilities
Act. Local policies and proce-
dures can be based on theso
federal laws to ensure that stu-
dents with asthma can take
their medicines as needed.
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MORE THANG6 MLLION AVERK
CAN children aged younger than
18 years have asthma, making it
one of die most common
chronic diseases among chil-
dren 11n 2001, more than 4
million children younger than
18 years had an asthma episode

m Ihe previous year (a rate of
57/1000). suggesting that many
young people with asthma may
not have their asthma under
control.1As many as an esti-
mated 14M&ofall American
children experience some level
of limitation owing In asthma,
such as an inability (or limited
ability) lo engage in school or
play activities2 Young people
with asthma miss an estimated
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14 million days of school each
year because of the discos* .
uiul some children's school per-
formance consequently suffers.*
Provided parents or guardians
and n health can- provider,
preferably with input from the
child's school and especially the
school nurse, deem it appropriate
for a student lo self-inedicate and
have granted authorization, il is
beneficial lo students with
asthma to have unobstructed ac-
cess to their medication before,
during, anil alter school.' " Stu-
dents who self-admmisler iheir
asthma medications can prevent
or reduce the severity of astlinui
episodes alowever. some schools
perhaps as part of a drug use
prevention program or m hopes
of minimizing liability elnims, do
not allow students to cany their
inhalers m school ' In 2000.
students were allowed to sell-
medieate with prescription nt*
lialeis in 68% ol all schools na-
tionwide (79% of middle/junior
and senior high schools).t
Restrictions on students carry-
ing their inhalers may preclude
the immediate use of medication
at the onset of symptoms For ex-
ample. the room m wlueh the
medication is kept may he loo lar
from die student's classroom or
playing held, some students may
believe it is too disruptive to go to
another part ol lhe school build-
ing to lake their medication,"
ami many students are embar-
rassed about needing to take
medications. 22 Restrictions on die
use of inhalers may ultimately
compromise medication adher-
ence, ir "tense the ask of a lull-
blown asdima episode, and cause
unnecessary suffering, emergency

GOVERNVENT. PCLTICS. AND LAWV

treatment and asihnio-relolod
school absences2""

In 2000, approximately 223
dulda*n aged o through 17 years
died as a result of asthma (a rate
0f0.3/100000y 1 Furthermore,
usdimn results m substantial in-
creased use of the health care
system In 2000, children aged 0
through 17 years had an esti-
mated 4 6 million asthma-related
outpatient visits to dortors' of-
fices and hospital ou(patient de-
partments (a mle of 649/10000),
approximately 728000 asthma-
related emergency department
visits (a rate of 104/10000), and
approximately 21 ooo asthma-
related hospitalizations (a rate of
30/10000)1Asthma-related
missed school days among chil-
dren aged 5 through 17 years le
suited m an estimated cost of
$726 | million in caretakers’
time lost from work "

By knowing the rights of stu-

dents with asthma, school admin-

istrators, educators, physicians,
and other health care providers
ran help ensure (hat students
have appropriate access to med-
ications This article explores
state laws and policies that
allow students to eariy and self-
administer asthma inhalers m
school ami federal statutes that
limy, under certain circum-
stances. require schools to allow
students to do so

STATE LAWS AND POLICIES
ALLOWING INHALERS

As ol April 2004, 38 states
allow self-medication among slu-
dents al school Twenty-three
stales (Alabama,,s Delaware.w
Florida. Georgia,Z Hllinois,

My 2004.\d 94. No 7 | American Jourmal of Public Health

Kentucky,*" Maine, A Massachu-
setts,22 Michigan.zs Minnesota2'
Mississippi.2 Missouri, New
[lampshire.zz New Jersey,2 New
York.2' Ohio,3' Oklahoma.at
Rhode Island.z Tennessee
Texas," Utah." Virginia," and
Wisconsin 7| have enacted legis-
laUon specifically to allow stu-
dents with asthma to possess and
sclf-adimmstcr inhaled asthma
medications while at school.
These laws require parental con-
sent and permission from a phy-
sician or other health care
provider. Also, the School 1lealth
Policies and Programs Study
2000 found (hut an additional
10 States (Kansas. Louisiana,
Maryland, Nebraska, New Mex-
ico. North Dakota, South Car-
olina, South Dakota. Vermont,
and Washington! have adopted
policies allowing students to sell-
inedicate at school with prescrip-
tion inhalersFive other states
(California. 1Connecticut,4" Indi-
ana." lowa,«and Oregond)
have laws broadly providing lor

the sclf-admimstraUon ol medica-

tions Because slate laws ore
often changing, interested read-
ers can access the National Con-
ference of State Legislatures Web
silc lo monitor legislative action
related to asthma, including
sel(medication laws (http //
www ncsl org/programs/esnr/
osthmainain.htm)

ASTHMA AS A DISABILITY:
FEDERAL STATUTES

In tin- absence of a stale or
local law or policy allowing stu-
dents to possess inhalers and
self-medicate, health care provid-
ers and parents might be able to

use 1of 3 federal statutes Unit,
under certain circumstances, will
provide the legal justificalon re-
quiring schools to allow students
widi asthma to do so Those laws
are the Individuals With Disabili-
ties Education Act (IDEA). Sec-
turn 504 ol die Rehabilitation
Act of 1973 (Section 504), and
Title Il of die Americans With
Disabilities Act (Title Il of ADA)

INDIVIDUALS WITH
DISABILITIES
EDUCATION ACT

The purpose of IDEA is lo
(Nirtially fund states to develop
special education programs "to
ensure dun all children widi ills-
abilities have available to them a
free appropriate public education
that emphasizes special education
and reluted services designed to
meet their unique needs and pre-
pare them for employment and
mde|H'iideut living - 4

IDEA applies only to children
who meet Ihe definition ol u
childwithacisatality; lim is. a
child widi "mental retardation,
hearing impairments (including
deafness), speech or language im-
pairments. visual impairments
(including blindness), serious
emotional disturbance (here
mallet referred to as emotional
disturbance), orthopedic impair
tnonts. autism, traumatic brain in-
jury, ather heglthinpaiments, or
specific learning disabilities, and
who, by reason thereof needs
special education and related ser-
vices" (italic added) 44

Tlie implementing regulations
further define Cther Tealth i
PUINTeNt as “having limited

strength, vitality or alertness, in-
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(hiding n heightened alertness to
environmental stimuli, that re-
sults in limited alertness with re-
spect to the educational environ-
ment, that-(1) IScLeto(hnmicar
mute heglth.. rtms Shes
.and (ii) Adversely
affects a child's educational per-
formance (italic added) "4t
To he classified as disabled
under IDEA, a child with asthma
must fall under the atherreatth
Imuam "tralrgrny and require
special education because of the
asthma or hove some other dis-
abling condition under IDEA
and require special education be-
cause ol that disability In either
case, modifications must he made
(or that student that are deter-
mined necessary by the child's
individual education program
team and allow the student to re-
ceivo a “free appropriate public
educauon” filefined as education
and related services provided at
the public's expense, which meet
the standards of the stole educa-
tional agency, include an appro-
priate preschool, elementary, or
secondary school education in

the stale involved, and are consis-

tent with the student’s individual
education planZ’), including "re-
filled services" designed to meet
the child's unique needs 44,I' 4'
Such related services might in-
clude allowing a student to carry
an asthma inhaler

SECTION 504 OF THE
REHABILITATION ACT
OF 1973

The purpose of Section 5(14 is
to eliminate discrimination on
the basis of a disability: "No oth-
erwise qualified individual with a

14 Government. Politics, and law

disability in the United States
shall, solely by reason of her or
his disability, be excluded from
die participation in. be denied
Ihe benefits of. or he subjected to
discrtmmaUon under any pro-
gram nr activity receiving led
eial financial assistance
Under this law, disability is more
broadly defined than under
IDF.A and. consequently, covers
a large number of youths with
disabilities who attend federally
funded programs not covered
under IDEA The federal regula-
tions promulgated under Section
504 define a disabled person as
one who ‘(ij has aphysical or
mental impairment which sub-
stantially limits one or more
major hie activities, tu) has a rec-
ord of such an impairment, or
(iii) is regarded os having such an
impairment  The term physical
im/uiirmeiit encompasses respira-
tory disorders or conditions
Major life uttinties refers lo func-
tions such as caring for oneself,
breathing, and learning " Section
504 is broader than IDEA be-
cause it apjilies to not only the
(< iion jirogram, hut also to
i ‘N nonacademic and extracur-
ricular activities' «4

As with IDEA, the regulations
promulgated underSecUon 504
require school districts lo provide
u five apliropnate public educa-
tion" lo children with disaluli
lies" In the context of Section
504, this requirement means
that “the provision of regular or
Sfiecml education and related
aids ami services  designed lo
meet individual educaUonal
needs ol handicapped persons
(must be as adequate as those
designed to mectj the needs ol

Peer Revieved | Joneset d.

nonl, mdirappod persoas

Of note, some case law is in con-
flict with the Section 504 n-gula-
Uoiu requiting a free approjiriate
rduralon Some courts, includ-
ing the US Supreme Court, have
lii'lil that Section 504 ™ > not
unjiose an obligation  a free
appropriate public education de-
spite federal regulations Wthe
contrary ” What (his conflict
means for lullin' lawsuits is un-
clear In accordance with the lan-
guage of Section 504. courts
consistently hold, however, that
Section 504 requires that schools
make reasonable accommoda-
tions to allow disabled students
to gum equal access to educa-
tional opportunities provided al
tiiul school

TITLE I OF IHE AMERICANS
WITH DISABILITIES ACT

ADA extends Section 504 lo
public accommodations m the
private sector and stale and local
jiuhlic agencies that do not re-
ceive federal luudmg (liu discus-
sion of which is beyond the
scope of this article)5" In the
context ol disabled students at-
tending jmblic schools. Section
504 and Title* Il of ADA are
similar Title Il of ADA prohibits
any public entity (e g, public
sellouts) from discriminating on
the hasis of a disability v¥° Con-
gress intended Title 1l of ADA
and its implementing regulations
to he consistent with Section
504 mm-j “though die federal
regulations and the US Depart-
ment of Education. Office for
Civil Rights have mlegireled
Section 504 more broadly than
Title Il of ADA M Under hoth

Section 504 and Title n ol ADA,
recipients of federal funds and
public cnhUes must address die
disability-related needs of dis-
abled students so they carl par-
ticipate ui services or programs
to the extent necessary to avoid
discrimination ' The definition
of cisability under Title Il of
ADA is identical to that of Sec-
tion 504 Under lhe regulations
ol Title 11 ol ADA. u school must
"make reasonable modifications
in policies -+ A school dial re-
fuses to administer medication
hecause of a student's disability
would bo in violation of Title Il
of ADA.4*

HOW THESE FEDERAL
STATUTES HAVE BEEN
APPLIED

A clear demarcation indicating
at what point a child's asthma
rises lo tile level of a disabling
condition is not available Pre-
sumably, when u child's asthma
significantly mtoi ."les with
breathing, the child would be
considered lo have a disabil-
ity Parents and the child's
health care provider, ulong with
teachers, the school nurse, and
other school officials, are in the
host position to evaluate the ef-
fect a child's astimm has on a
child's health and academic per-
formance Oilman and Schwab
recommend that health jirofes-
sionals document the following
(1) how till- disability interferes
with 1 or more life functions |e g .
breathing, leaming), (2) how die
disability affects the student's
functioning (eg, energy level, ex-
ercise needs, medication effects,
etc); and (3) what individualized
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supports or accommodations in
school the student requires in
older to access an appropriate
education M"'p37L

When a child's asthma is dis-
abling to the extent that the child
needs "special education and re-
lated services,"4*'Ih under IDEA
a school is obligated lo oiler that
student sufficient specialized ser-
vices (eg, allowing a student lu
carry tui asthma mimler) so that
the student may benefit from his
or her education5LH During
2000-2001. the US Department
of Education estimated dial
292000 children aged 3 to 21
years were served under IDEA
as a result of a disability catego-
rized as “other healdi impair-
ment *The US Supreme Court,

in Conir Rapick ty
Sood Distrmi' Gt [ estab-
lished that under IDEA, those
services may go as lar as provid-
ing a full-time, one-on-one nurse
or health assistant "h Il a student
lias no other disability and dir
student s asthma does not alfert
his or her educational perform-
ance, IDEA docs not apply ™’
However, students who need ac-
cess to an asdimn inhaler be-
cause then asthma places a sub-
stantial limitation on major life
activities (ie,, the child is dis-
abled because ol Ills or her
medical condition) hut do not
need special education remain
qualified under Section 504 and
Title Il ol ADA**" and may
avoid being labeled us children
who need special education

To succeed in a Section 504
oi Title Il of ADA claim alleging
that an accommodation was nol
granted, the claimant must show
that tire acconmioduuon was de-

nied because ol the students dis-

ability (i.. was discrimina-
tory)v'" 7L In Ht Hlga,
Hemertury Schod Oistrict £ 9
the school district refused to ei-
ther administer or ensure that
the student took asthma medica-
tion prescribed nnd filhal by a
naturopathic physician70 Instead,
the school offered to allow a
family member lo administer the
child's medication In refusing to
administer the medication, the
school district was following &
state law that prohibited the ad-
ministration of medication unless
the prescription was filled by a
pharmacist In that case, the
court upheld the policy because
the refusal applied to all students
regardless of disability status
Similarly, in Delfordv
of eclcation of thefinguson:
[ [ irsMirt School Districtss and
llavis e Furos lloivt ool
Oidridt schools refused to ad-
minister a prescription medica-
tion (methylphenidate (Ritalin)
(or attention deficit hyperactivity
disorder) because the doses ex-
ceeded that recommended by
the Frysicias Desk Reference
Until school districts had policies

prohibiting schools from adminis-

tering such prescriptions, al-
though bdlh were willing to let a
pit -ill or designee come to the
school to administer the medica-
tion The schools argued that the
policies were to protect students’

health and minimize potential lia-

hility Courts in both cases lon 4
iliat because the school policies
were neutral and applied to all
students regardless of disability
status, no discrimination hod
taken place Deftord Davis, and
EBare examples of situ-
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ations in which die claimant
could not show that tile school
district's refusal to accommodate
the child was based solely on a
disability, therefore, no violations
of Section 504 or Title Il of
ADA were found 1,7071
Although some school poli-
cies dial forbid stall to administer
medications to students have been
upheld by courts if uniformly ap-

plied, it is unlikely dial a “no med-

ications" policy (i.e, a jioliey dial
deiues die administration of any
and all medicaUons ul school) g>
plied to all students would stand
up m court because those policies
have the efle<\ of denying dul
dren widi disabilities die free ap-
propnnte public education lo
which they are entitled under
IDEA and perhaps Section 504.
or reasonable accommodations
under Section 504 and Tide Il of
ADA "*TZIL A free appropriate
public education must Iv specifi-
ially designed to meet the unique
needs of die child.”land conse-
quently, ivlulcd services, including
medications, must accompany that
design Likewise, under
Section 504, healdi services pro-
vided as part of relaied services
must he individually evaluated
and prescribed.**

INDIVIDUAL EDUCATION
PROGRAMS

Under IDEA, a 'child with a
disability" must he provided with
an appropriate individualized ed-
ucational program (IEP)" 7 Fed-
eral regulations pn nmlgatcd
under Section 504 indicate diat
schools may use IF.Psor other
plans as a means of meeting free
appropriate public education re-

gmr nents included in those reg-
ulations% (whether Section 504
includes such requiremenLs is
less clear57), An IEP is a written
statement designed to identity a
child's educational needs and
other programs and related ser-
vices the child requires to
progress in tiic general curricu-
lum " " IF.Ps are developed by an
IEP team that typically includes
Ilie disabled child's parents, regu-
lar and sjiecial education teach-
ers. and other representatives
from the local education agency
who are best suited to assist the
elnld m meeting his or her edu-
cational needs 1LA school nurse
limy be part of the IEP team
when school healdi services (eg,
administration of medications)
are necessary.™ Tins team, cre-
ated specifically for each individ-
ual child, ensures dial all aspects
ul the child's educational and re-
lated services needs are tailored
to that child Dus team, along
widi consultation from the child's
healdi care provider, is best
equipped to determine on u
case-by-case basis whether GK
medication using asthma inhalers
is appropriate

For students widi uslimiu, an

plan (Table 1)

isan appropriate jmrt of an IEP '
[lealth care providers give in-
structions on how best to man-
age die child's asthma during Ihc
school day For a student widi
asthma, it is helpful if part ol the
IEP (or 504 plan or individual
healdi service plan or asthma
management plan) includes spe-
cific information about where,
when, and how each asthma
medication is lo he taken, includ-
ing when medication possession
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TABLE 1-Elements of Typical Asthma Management Plan
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Allergy & Asthma Network

Mothers of Asthmatics

February1,2005

The Honorable Kevin Meyer
Alaska House of Representatives
State Capitol, Room 515

Juneau, AK 93801

Dear Representative Meyer:

Founded in 1985, Allergy &Asthma Network Mothers cf Asthmatics (AANMA) strives to eliminate suffering
and death due to asthma and allergies through education, advocacy, community outreach, and research.
For the last decade, the organization assisted state and federal lawmakers to secure students’ rights to
carry and self-i dminister prescribed lifesaving asthma and anaphylaxis medications while at school and
school-sponsored activities. Today, we thank you for your leadership in sponsoring HB 85, potentially
lifesaving legislation for Alaska students living with asthma and anaphylaxis.

Breathing is a right, not a privilege. Physicians prescribe lifesaving medications to patients, and with
parental support, train students how to use these medications in a life-threatening emergency. However,
not all schools protect students' rights to carry and self-admmister emergency medications. Tragically,
inconsistent school policies have led to student deaths across the country. Inmany cases, it has taken a
student's death and subsequent lawsuit to prompt statewide legislation protecting students’ rights.

On October 30,2004, President signed HR 2023, the Asthmatic Schoolchildren’s Treatment and Health
Management Act of 2004, into law. States with laws protecting students will receive asthma-related funding

preference from the federal government.

Bill HB 85 will qualify the state for this preference, create a uniform self-administration policy for all Alaska
scnools, and enable students to focus on learning. Alaska will join the nearly 20 states currently protecting
these vital student rights. We commend you for your leadership and support of Alaska students living with

asthma and anaphylaxis.

On behalf of students who just want to breathe, thank you!

With warm regards,

Mariss' Magnetti ~ Sandra Fusco-Walker
Advocacy Network Coordinator Patient Advocate

2751 Prosperity Avenue. Suite 150, Fairfax, VA 22031 + T 800 878.4403 or 703 641.9595 F 703.573 7794 « www.aanma.org
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The 52 member districts of Tin

Bi"

School Boards United

11in district forums dunng the AASB Legislative

Aly-In on February 13, 2003 and considered the following bills pending before the Alaska Legislature:

| BRVTop*c

Education Pudding
HB 1 - Base Stvdeat Allocation increase

?ERS/TRS funding (inside foundrhon)

Karly Funding
HB 20, SB 13, SB 23

Until administrativenpnau
SB 57

School Contraction Debt
HB 13

School Safety
HB 41 Min. 60 diy* fa- assault

HB 88, SB 65 Waive nunca* into adult .'nun

SB 10 Remove cap on damage awards foi
vandalism

Student Health

HB 3« ScoJoom test*

HB 85 Sctf-admh>itet drugs

SB4 SB 35 Ftnl aid rlacaes
SB 48 Psychotropic Drugs
HB 128 Physical fitness task force

Teacher Recruitment
SB 24, SB 31, SB 61

REAAA ral Distriels

84,995 miramum level in
PY06, but not adequate

Support
Support, but need option of

supplemental
Oppose
Support

Support

Monitor

Monitor

OppPOaL...eereririre

Support
Oppose

Oppose

Monitor
Support

MunidpalHlaa

84,995 minimum, but not
adequate

Support

Support March 15, but need
option of supplemental

Oppoae
Support
Support

Support

Support

Oppose
a g
Support
Oppose

Ojpoie

Monitor
Support

Large Dtslriru

84,995 nuoirnum, but not
adequate

Support
Support, but need option of

supplemental
Oppose
Support

Support

JdouMcu

Support

Oppose"

Support
Oppose

Oppose
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Support
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I Edinllio Funding
| HB 1

PfcRS/TRS funding

Entr Funding
HO 20, SB 13, SB 23

UoM Adnbltintlvt
Expenses

SB 57

Schoo) Coealrurlian Debt
HB 13

School Safely

HE 41.HB88.HBd5.5u
10

Student Health

HB 85, HB 3, SB 4, SB 35,
SB48, HB 125

Teacher Herrudlnwnf
SB 24, SB 31, SB 61

Talking Points on Education Bills

54,995 minimum needed lo provide education mandated by NCLfiand higher cods
Conftnue Ihe positive niveatii>eni fiend line established in 2004

Districts already burling ftom yean of undei-funding

Many distticli abrady al local funding cap

Federal education cut* and under-funding will impact school*.

Appreciate governor ‘a initiative to fund it 100 petcenl; keep inode formula

Good idea to help dioiicl planning, but when tevenun are available late in session, education should be at the table

30 petoenl ceiling it abeady unrealistic; 32 distirctssccured waivna this year

Distndi have idmlrfird S580 milhon in consfcuctan needs; governor requeuing only 530 million m FY 06 school
trpans

School employees matt be protected and oci schools must be safe from violent acta. Bui legislative should be
careful about removingdiscretion horn the hands of xliocd ofTicisls and the courts.

Districts are tkjflirfi about more unfunded mandstes front the state and fodcral govemmenL It makes sente to aForv
'..fedenta to carry and aeK-adauniUer adrtgy and asthma d»ags(HB 85) We wiH monitor other hsQs a* ibey move *
through 10epSOTW oo e

Reliir-iehme lawtias helped many districts cope with petsoone] emergenciei A teacher shortages. Coal lo lhe
I[dtmnenl program fast been nnniauJ. 1t’s a local option thaf shoald be extended.
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Testimony of Patricia Senrer MS, RN, ANP
Chair Legislative Committee

Alaski Nurses Association

HB 85

February 15, 2005

The Alaska Nurses Association would like to express their support of [iB 85. “an Act
relating to self-administration and documentation of certain types of medication

prescribed to a child attending school”

The Nurses Association cmsiled a copy of this Bill to nurses throughout the state. The
responses we received back were all supportive of the legislation
¥

This legislation mandates a practice that has already been in place in the Anchorage
School District, so there has been practical experience with implementation ofthe Bill’s
mandates. The school nurses we consulted on both the elementary and high school level
stated that they had not encountered any serious problems with student’s carrying their

own medicatioa

We did receive numerous comments that some student's, with more serious disease,
should be required to also have an inhaler left with the school nurse. As you might
imagine, student’s frequently forget to bring their inhalers to school, or the inhalers run
out of medication and the student forgets to teli their parents. There must be some
corollary to Murphy’s law that when the student forgets their inhaler is when they need it

most.
It might be advisable that a section be added to the bill that would allow the school

district to require a student to provide a back-up inhaler to be left in the office. Most
school’s already have back up epi pens on hand because they can never tell which student

might have an anaphylactic reaction to something in the environment.

Thank you for this opportunity to respond to this bill.


http://www.tkoursa.ori

National Association ofSchoolNurses

POSITION STATEMENT

Epinephrine Use in Life-Threatening Emergencies

HISTORY:

An iIncreasing number of students and school staff have life-threatening allergies.
Exposure to the affecting allergen can trigger angphylaxis. Anaphylaxis requires
prompt medical intervention with an injectaan of epinephrine.

DESCRIPTION OF ISSUE:

Avoidance, early recognition, and prompt treatment are essential to the
management of Irfe-threatening allergies. There are students and school staff
who have known life-threatening allergies, as well as those who have not been
icntafied. Prompt intervention with epinephrine svtal to saving Ines.

RATIONALE:

Medication and emergency policies inschool districts must be developed with the

safety of dll students and staff nmind. Easy access 1o < id correct use of
epinephrine are necessary to avoid life-threatening coplications.

CONCLUSION:

It is the position of the National Association of School Nurses that school nurses
supervise the management and treatment of life-threatening allergies. The s=H-
managed adninistration of epinephrine should be evaluated on a case-by-case
basis by the school nurse, the paret, the health care provider, and the student.
Wrirtten permission from the parent and health care provider must be obtained for
students with known life-threatening allergies who will self-medicate.

An individual health care plan that includes continuous monitoring, emergency
plas, and evaluation should be written by the school nurse and maintained for
every student with prescribed epingphrine. The school nurse should provide
training for school staft nthe recognirtion of life-threatenirng allergic reactions and,
iFappropriate, in the adninistration of pre-filled, single dose epinephrine
prescribed for these students.

School districts must establish direction for handling episodes of anaphylaxis n
students and staffwith no previous history of life-threatening allergies. State laws



pertaining to nursing practice willl impact the need for protocols or standing
orcers.

References/Resources:

Gold. M.S. and Sainsburg, R. "First Aid Anaphylaxis Management in Children Who Were

Prescribed an Epinephrine Autoinjection Device %E I-Pen)"; Journal of AIIer% and Clinical
Immunology. July 2000: 106(1 Pt. 1): 171-6, Clt IDS PM1D: 10887321 Ul: 20347070.

Weller, John, ‘Anaphylaxis in the General Population: A Frequent and Occasionally Fatal
Disorder That is Undér Recognized®*, Journal of Allergy and Clinical Immunology, August 1999,

part 1 vol. 104, No. 2, p271-273.

5)5bs.7 S. D. and Baker, M.D., "Anaphylaxis in Children: A Five Year Experience", Pediatrics 1997,
£7.

Masoud, Froydi, Alshedri, Mohammed, Hummel, David, and_Chaim M. Raifmon, "Anaphylaxis
and Epinephrine Auto-Injector Trammlgoz Who Wil Teach the Teachers?" Journal of Allergy and
Clinical Immunology, July 1999, vol. 104, No. 1, p. 190-193.

Am%rzican Academy of Allergy, Asthma, and Immunology. 611 East Wells Street, Milwaukee, W

Asthma and Allerg Foundation of America (AAFA), 1233 20th Street, NW, Suite 402,
Washington, DC 20036.

www.SchoolAsthma.com

Adopted: November, 2000


http://www.SchoolAsthma.com

N ational Association ofSchoolNurses

1416 Park Slreet. Suite A
Castle Rock. CO 80106
303-663-2329 -

303-663-0403
W Free: 866-627-6767

POSITION STATEMENT
The Use ot Asthma Inhalers In the School Setting

HISTORY:

The number of diagnosed cases of asthma is increasing each year. Inhaled Medication is frequently used
to manage the condition and treat acute exacerbation.

DESCRIPTION OF ISSUE:
Early recognition and prompt treatment of symptoms are vital to the management of asthma.

RATIONALE:

School district medication policies must be developed with the safety of all students in mind. Easy access
to and correct use of asthma inhalers are necessar)(, to avoid serious respiratory complications sécondary

to acute exacerbation and to improve the quality of life of students with asthma.

CONCLUSION:

It Is the position of the National Association of School Nurses to support the sel--management of asthma,
" eluding the use of prescribed, inhaled medications on a case-hy-case basis with parent, physician, school
nurse, and if appropriate, student involvement. Self-managed administration of inhaled medication for
asthma must be evaluated bly the school nurse, Written pérmission from the parent and phP/smlan must be
obtained. A written individual health care plan that includes continuous monitoring and evaluation by the
school nurse must be maintained for every student who self-administers prescribed inhaled medications.

Adopted: June 1993
Revised: June 1999
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Medication Survey i '
A survey of Alaska school district* shows no consistent policy In
allowing students to carry and administer their own medication for
asthma and anaphytactic episodes. And while 14 districts indicated
suppcrt for such a policy allowing seif-admintetration of medication,
nine cistricts expressed opposition.

» . »
The survey by AASB was conducted following ir,Reduction of House
Bill 85 requiring public schools to permit students to administer their
own medication for asthma, anaphylaxis (allergic reactions to food or
insec. bites) and other potentially life-threatening illnesses.
Spon jorod by Rep. Kevin Meyer, R-Anchorage, the bill requires
written authorization from a parent or guardian and a health care

provider. .
Ten districts that responded to the survey said they currently allow
students to carry and use asthma inhalers and/or an autonnjector
syringe. Several require parental or physician permission.

4

Eleve n distncts reported requihng students to keep any such device
In the custody of a school nurse or other trained <jtaff member. Two
d8tri<"s allow Inhalers but not syringes, while three allow auto-

injeciors but not Inhalers. .

Whe i asked Ifthey would support a measure such as HB 85, nine
distri:ts indicated no. One district said they were currently in a
dispute with parents demanding that staff administer insulin to their

child

Among the 14 districts that indicated support for the bill, one district
said it would welcome any law absolving their schools of liability for

students treating themselves.

"The inhaler is much easier to administer, and all but the very
yourgest of students know how to use them and they keep them at
their desks or in accessible lockers,” the district reported.

- j
HB ]5/vas referred for the Health, Education and Social Services
Corr mittee and the Judiciary Committee.
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DUE DATE: 02AW05

Legisliiion (House Bill 85) has beea introduced to require public schools to allow
sender s to self-administer medication for the treatment of asthna, anaphylaxis

(ullergC reactions to insect bites or food) and other potentially life-threatening
illness*s. The bill contains various requirements for written authorization from

parent:, and healih-cart professionals, aswell as assurances that schools will not
be held liable for any misuse of the medication.

In prj-aration far public hearings on te hill. AAsB s taking a Quick survey 10
answer the following questions: |

1 Isityourdistrict policy for students who cany an asthmainhaler or auto-injector
ayringe to aim those devices into the schodl office or nursing station?

Asthma Inhaler  Yes B No

Auto-injector Syringe Yes No

« »

2. Ifyestoeither, who is authorized to dispense such medication’?

School nunc Office ace. L
Secretary Classroom teadher
Site administrator COther J

3. Has your district had any recent incidences in which a student bad a severe
asthma attack or anaphylactic episode? Canyou describe the circunstances
briefly? _

4. \Wbuld your district support achange in state law that allows students to carry and
self-administer medication with an asthaiinhaler or aglf-iryector ayringe?

Yea No

r
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Changes to HB 85 in CS HB 85 version 24 LS 0367\Y

HB 85

1) Page 2, line 19:
“shall be permitted to carry an inhaler..”

2) Page 2, line 20—26: Underlined deleted
“times as long as the pupil does not
endanger any person through the misuse
of the inhaler. Misuse of an inhaler
includes exceeding the prescribed dosage
of the medication. An inhaler includes
metered-dose. breath-activated, and dry
powder inhalers, and spacers and holdin |
chambers, (d) The school may confiscate
a self-administered medication if a pupill
misuses the medication.”

3) To page 2, iine 27-28: replaced
"advanced nurse practitioner  public
health nurse.”

4.) Not included in MB85

CSHB 85

1) To page 2, line 19: Inserted
“shall be permitted to carry and store
with the school nurse an inhaler...”

2.) Page 2, lines 20-24: replaced with
“times, (d) If a student uses the student's
prescribed medication in a manner other
than as prescribed, disciplinary action
according to school codes may be
imposed upon the student. The imposed
disciplinary action may not limit or
restrict the student's immediate access to
the student’s prescribed medication.”

3.) Page 2, lines 25-26: Ieplaced with
“licensed nurse”

4.) Page 2, lines 26: added
“pharmacist”

Prepared by Representative Meyer’s Office



Changes to HB 85 in CS HB 85 version 24-LS 0367\F

HB 85

1) Page 1, line 8-
*,or other potentially life-threatening
illness..”

2.) Page 2, line 3-
“is able to self-administer the medication
safely.”

3.) Not included in HB 85

4.) Not included in HB85

CSHB 8

1) Page 1, line 8 -
Deleted - or other potentially life
threatening illness.”

2.) Page 2, lines 2-4 -
Added - “has demonstrated to the health
care provider the skill level necessary to
administer the medication as
prescribed.”

3.) Page 2, lines 10-12 -
Added: “(5) a written treatment plan for
the pupil for managing asthma or
anaphylaxis c; isodes and a list and
dosage of medication needed during
school hours that is signed by the pupil’s
health carc provider; and"

4.) Page 2, lines 13-14 -
Added: “(6) any oiher documentation
required by the school that is consistent
with this section.”

Prepared by Representative Meyer's Office



SENATE COMMITTEE REPOR1
DATE: 3/16/05 FURTHER:  Judiciary

DATE TURNED
INTO OFFICE:

Health, Education and Social Services Committee considered CS FOR HOUSE BILL NO. 85(JUD)
HB 85 PRESCRIBED MEDICATION FOR STUDENTS

"An Act relating to self-administration and documentation of certain types of medication prescribed to a child
attending school."

and recommends: Senate Bill:
. ] Same Title
[ 1 be replaced with CS ({ 1 New Title
[ 1 adopt previous CS (Mouse Bill:
[ 1 Same Title
[ 1 attached amendment(s) [ J Technical Title
Change
[ 1 adopt Letter of Intent by Committee [ 1 New Title w
SCR#_
[ 1 further referral to Committee
NEW FISCAL NOTE(S): PREVIOUS FISCAL NOTE(S):

[ ] APPROPRIATION - no fiscal note

Do Do Not

Pass Pass No Rec Amend

Chair:



R epresentative Kevin M evyer

HOUSE DISTRICT 30

MEMORANDUM

L VTE: April 6, 2005

TO: Senator Fred Dyson, Chairman
Senate HESS Committee

CC: Senator Cary Wilken, Vice-Chair
Senator Lyda Green
vSenator Kim Elton
Senator Donny Olson

FROM: Michael Pawlowski, Representative Meyer’s Office
RE: Testimony on House Bill 85 Prescribed Medicationfor Students
Mr. Chairman,

Attached is the oplnlon from legislative legal regarding the application of HB 85
Prescribed Medicationfor Si. dents to private schools. Your reiteration, and clarification
of the testimony | gave was that HB 85 does not apply to private schools, hut thet if a
private school chose to follow the law they could receive the same benefits.

The all hed memorandum from legislative legal clarifies that HB 85 does not apply to
private schools, but that if a private school chose to follow the law they would benefit
from the indemnity provisions and not necessarily the law itself. The distinction | failed
to make in my testimony to the committee was that a private school benefits not from the
passage of HB 85, but from following the prescribed steps in the legislation.

I sincerely apologize for failing to make that distinction and thank the Chairman and
committee for their consideration. If | can be of any further service please contact me a

extension 2812.

Email: Representative Kevin Meyer®-legis.state.ak.us » Toll Free: (K66) 465-4945
Session: State Capitol, Juneau, Alaska 99801-1182 « Photic: (907) 465-4945 Fax: (907) 465 :1476
Interim: 716 W. 4th Ave.. Anchorage. Alaska 99501-2133 « Phone: (907) 269-0199 Fax: (907) 269-0197



LEGAL SERVICES

DIVISION OF LEGAL AND RESEARCH SERVICES
LEGISLATIVE AFFAIRS AGENCY

(907) 465-3867 Of 465-2450 STATE OF ALASKA Stale Capitol
FAX (907) 465-2029 Juneau, Alaska 99801-1182
Deliveries to: 129 6th St., Rm. 329

Mail Stop 3101

MKMORAN I)UM April 6. 2005
SUBJECT: Effect of HB 85 on Private Schools (CSHB 85(JUD)
Work Order No. 24-LS0367\Y)

TO: Representative Kevin Meyer
Attn: Mike Pawlowski
FROM: Jean Mischel

Legislative Counsel

You have asked whether CSHB 85(JUD) applies to private schools, and if not. whether a
private school may choose to comply withr the Act, should it become law. and receive
what is construed as the immunity protections provided in the bill. The bill requires a
school to permit self administration of certain prescribed medication by a student under a
specified procedure. The procedure includes the provision of a release of liability and a

hold harmless agreement to the schooal.

In my opinion, HB 85 docs not expressly apply to private schools and, while a private
school is not otherwise precluded from following an identical procedure as contained in
HB S5 to allow for self administration of medication by a student at the schoal, it is
inaccurate to say that the bill would voluntarily apply to the school and therefore afford
additional protection. However, if the procedures in the bill are followed, the school
would have acquired a release and indemnity agreement frcm the parents of the school
that presumably would afford the school protection from civil liability if drafted

correctly.

There is a type of exemption for religious and private schools from government
regulation under AS 14.45.100. The exemption is quite narrow and reads as follows:

AS 14.45.100. EXEMPTION. A religious or other private school that
complies with AS 14.45.100 - 14.45.130 is exempt from other provisions
of law and regulations relating to education except law and regulations
relating to physical health, fire safety, sanitation, immunization, and
physical examinations.

A "private school” is defined in AS 14.45.200 as a school that accepts no state or federal
funds.



Representative Kevin Meyer
April 6, 2005
Page 2

The exemption under AS 14.45.100 pertains to laws and regulations relating to education
and specifically requires only those private schools that choose to comp'y with
AS 14.45.100-14.45.300 to comply with other laws and regulations relating to health and
safely. The exemption walks a fine line between competing constitutional interests
including protecting public health, safety and welfare and prohibiting interference with
free exercise of religion and establishment issues raised by over regulation. It may be
argued under the police powers of the state that all private schools, whether in
compli. ice with AS 14.45.100-14.45.300 or not, may be regulated for the benefit of the
health, afety and welfare of ihc students and staff.

The exemption only requires compliance wath a specific list of health and safety laws.
The list docs not include medication other than immunizations though the term "physical
health” may be read broadly to include the administration of a select few prescription
medications taken by some students. The question really is one of degree.

HB 85 does not even affect all students - only those who need asthma and anaphylactic
medication and whose parents are willing to go through the documentation process
required by the bill. Docs HB 85 relate so strongly to a need to protect the health and
welfare of students that it should be applied to all public and private school students, in
the face of a potential First Amendment challenge? The legislature has mede this
judgment call in other instances.

For example, the legislature expressly extended the Safe School Zone Act to private
schools under AS 11.61.210. A principal of a public or private school is required to train
students in emergency safety drills under AS 14.03.140. In addition, a provision
allowing for the search of school lockers by peace officers and other appropriate persons
was cross-referenced for voluntary private school applicability under AS 14.43.190.

HB 85's effect is not expressly applicable to private schools by cither a reference to
private schools or the addition of a cross-reference in AS 14.45.100-14.45.300 as hes
been done in the past to make the legislative intent clear. Notably, a federal law
encouraging states to allow self-administration of medication by students for preferential
receipt of federal funds docs not extend to private schools.

Absent an amendment to the bill to expressly apply the self-administration of medication
procedure to private schooals, it is doubtful that a court would apply the provision to
private schools either for voluntary or mandatory compliance. Even if a court found that
HB 85's procedure relates to "physical health" under AS 14.45.100, the exemption only
requires compliance when the private school elects to meet other standards under AS
14.45.100-14.45.300. I a court found that HB 85's procedures otherwise fall within the
police powers of the slate, then the procedures could be mandated, a result |1 think that the

private schools wish to avoid.

I can recommend a few changes to this bill to allow for voluntary compliance by a private
school if that is the intent of this bill. Without a change, the applicability to a private



Representative Kevin Meyer
April 6, 2005
Page 3

school is questionable. A private school could, it seems to me, set up its own procedures
allowing self-administration of medication in the school that include a release and
indemnity agreement without the passage of HB &5.

If I may be of further assistance, please advise.

JMM:Imb
05-107.Imb
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Representative Mike Kelly

House District 7

Fairbanks
119 N Cushman. Ste 213

Fairbanks. AK 99701
Phone (907) 452-6084
Fax (907) 452-6096

MEMORANDUM

To: Senator Dyson, Chair. Health, Education and Social Services Committee
From: Rep. Mike Kelly -

Date: January 24,2006 %

Re: Committee Hearing Request - CSHB 92(JUD)

Attached you will find the hill packet for CSHB 92(JUD) - "AnAd relating to the purchase of interests in
corporations, including limited liability companies, by the University of Alaska. " The packet contains the

following:

- Current version of the hill

Sponsor Statement
Fiscal Note

Testimony of University of Alaska Associate General Counsel Mary C. Greene
- Questions & Answers, Associate General Counsel Mary E. Greene

Memorandum hy Craig Dorman. Vice President for Research and Academic Affairs

Background information

In addition. | have provided written testimony from Meg Greene - acting General Counsel for the University
of Alaska, written testimony from Dr. Craig Dorman - Vice President of Research for the University of

Alaska and reference material.

Thank you for your time and attention to this request. 1l | can provide any other relevant information or
answer any immediate questions you might have, feel free to contact me directly at extension 4976 or my

staff. Derek Miller at extension 6890.

Member: House Finance Committee
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House Finance Committee

Representative Mike Kelly

House District 7

CSHB 92(JUD)

"An Act relating to the purchase of interests in nonprofit corporations hv the University ofAlaska."

The University of Alaska has proven to be a valuable tool in Alaska's economic development. In a
desire to allow the university to continue and expand its vital role in this area, we propose a much needed
change in Alaska’s corporate liability laws intended to protect the university from liability arising from
"piercing the corporate veil".

“Piercing the corporate veil" is "a judicial process whereby the court will disregard the usual immunity of

corporate entities from liabilityfor wrongful corporate activities perpetratingfraud. The doctrine which holds that
the corporate strut lure with its attendant limited liability of stockholders may be disregarded and personal liability
imposed on stockholders, officers, and directors in the case of fraud or other wrongful acts done in the name of the
corporation.Generally, we believe this is a sound policy intended to protect consumers from fraudulent
corporate abuses and encourage good corporate citizenship. However, in the university context the
application of this theory has the unintended consequence of discouraging university investment in new
corporate endeavors resulting from intellectual property generated by faculty research.

The university cannot support various types of economic development initiatives or associate with
public groups through nonprofit corporations without the fear of liability arising from "piercing the
corporate veil". As described above, the university could become liable for the tort obligations of a
corporate entity it may start up. where the entity was not adequately capitalized or insured.

In one such immediate example the university rejected a 501 (c)(3) nonprofit corporation to lead the
business enterprise institute because of potential corporate veil liability. Likewise, the university has not
been supportive of efforts by faculty members with intellectual property to start up corporations,
recognizing that if liability were incurred by such a corporation, there would be substantial risk tha: such
liability could puss on to the university. The most recent version of the bill stipulates that instances of fraud
or other malfeasance committed by the university will not protect it under the corporate veil This is
positive change »n the original bill that clarifies that while the Legislature wants to encourage responsible
university investment intended to advance its research mission, it also wants to guarantee ongoing
protections to the general public.

Our intent with HB 92 is to specifically define a university/corporate liability structure intended to
encourage new university investment in nonprofit corporations resulting from research-generated
intellectual property or companies created and managed on university lands. The University of Alaska is a
valuable component to Alaska’s economic engine and this bill will go lo great lengths to expand its ability
to increase economic development in our state.

\}V Notlan. JR.. & Nolan-Haley, 3. M (1990) Piercing the corporate veil In Blacks Law Dictionary, (pp. 1147-1148) Si. Paul. MN:
est,

Member: House Finance Committee



FISCAL NOTE

STATE OI: AI.ASKA Fiscal Note Number: 1
2005 LEGISLATIVE SESSION Bill Version: CSHB 92(EDU)
(H) Publish Date: 4/18/05

Revision Date/Time (Note if correction): Dept. Affected: University of Alaska
Title University of Alaska and Corporations [RDU

. e Kel Component
Sponsor epresentative Kelly
Requester Companent No.
Expenditures/Revenues (Thousands of Dollars)
Note: Amounts do not include inflation unless otherwise noted below.
OPERATING EXPENDITURES FY 2006  FY 2007  FY2008  FY 2009 FY2010  FY 2011
Personal Services
Travel
Contractual
Supplies
Equipment

Land & Structures
Grants & Claims

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES I I I I I

ICHANGE IN REVENUES ( )

FUND SOURCE (Thousands of Dollars)
1002 Federal Receipts

1003 GF Match

1004 GF

1005 GF/Program Receipts

1037 GF/Mental Health

Other (Specify Type-Do not abbreviate)
TOTAL 0.0 0.0 0.0 0.0 0.0

Estimate of any current year (FY2005) cost: - 00
Mark this box IX) if funding for this bill is included in the Governor's FY 2006 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

ANALYSIS:, @achasgmrate ireessay) D .
The hill limits the unlIIersnys' IEE%EI liability 10 the amount that the university invested into a separate

corporation for the ﬁur 0sé of advancing the public purpose of the university. This bill would create no
additional cost for the University.

Prepared hy:  Pat Pitney Phone 450-8191
Division University of Alaska Date/Time 4/15/05 1:53 PM
Approved by:  Pat Pitney Dale 4/15/2005CS
Agency University of Alaska

0.0

00
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TESTIMONY OF MARY E. GREENE
ASSOCIATE GENERAL COUNSEL
UNIVERSITY OF ALASKA

lappreciate the opportunity to present a fuller explanation ol some of the questions posed
by members to ne during the meeting held April 5. 2005. at 5:30 p.m

One of the questions raised concerned why the University of Alaska should be treated
differently than other corporations. There are several reasons. First, unlike most
corporations, the University is aconstitutional corporation created in Article VII, section
2 of the Alaska Constitution. That makes the University a part of the state unlike other
corporations. The property of the Stale and the University is owned by the people of
Alaska, not by a few shareholders. The University’s mission is to serve 1+ public
interest, not provide dividends to investors like other corporations. Public money and
public assets would be tapped if a plaintiff was able to pierce the corporate veil and reach
University assets in addition to the money the University invested as a shareholder.

The effort of the University to avoid potential liability beyond those funds it voluntarily
invests in acorporation is very much like the slate’s actions when it creates a state
corporation or authority and refuses to pledge the credit of the state. That says to
creditors of the authority or state corporation that they can only look to the assets the
legislature has placed in the authority or corporation to pay the debts of the authority or
corporation. The legislature has frequently used this tool to protect slate assets while a
the same time promote economic development or create a service that serves the public
interest. For example, the legislature refused to pledge the credit of the state in the
creation of the Alaska Railroad Corporation (AS 42.40.690), the Alaska Housing Finance
Corporation (AS 18.56.170). corporations organized under the Business and Industrial
Development Corporation Act (AS 10.10.190), the Alaska Student Loan Corporation
(AS 14.42.260), the Alaska Medical Facility Authority (AS 18.26.150), Regional
Electrical Authorities (AS 18.57.110). the Knik Arm Bridge and Toll Authority (bonds)
(AS 19.75.241), state and municipal port authorities (AS 29.35.640). Regional Resorrce
Development Authorities (bonds) (AS 30.13.090). Adak Reuse Authority (bonds) (a S
30.17.240), the Alaska Natural Gas Development Authority (AS 41.414(H), Alaska
Energy Authority (bonds) (AS 44.83.130), the Alaska Municipal Bond Bank Authority
(bonds and notes) (AS 44.85.130), and the Alaska Industrial Development and Export
Authority (bonds) (AS 44.88.120). HB 92. if enacted, would do no more for University
investments than the legislature has done is these instances. It would allow the
University to voluntarily invest funds where the Board of Regents authorizes the
investment AND the investment advances a public purpose. Those voluntarily invested
funds would, of course, not be protected. They would be available for the payment of the
corporation's debts. But a clever plaintiff would not be able to go beyond that
corporation’s assets to the other assets of the University. That is, the University would
not have to pledge its credit by investing in a project that advances a public purpose.



If granted this protection, the University could help its faculty develop their research
ideas into marketable goods and promote the economic development of Alaska. It could
participate in worthwhile non-profit corporations that neet a public purpose. It could do
so without risking the public’s money that is invested in the University.

Thank you.
Mary E. Greene
Associate General Counsel



QUESTIONS & ANSWERS
ASSOCIATE GENERAL COUNSEL MARY E. GREENE

5 examples of UA or any university's investment in a corporation that worked

well.
THE UNIVERSITY GENERALLY DOES NUT INVEST IN CORPORATIONS. ONE OF THE REASONS IT DOES
NOT. IS T/IAT. AS A DEEP POCKET. IT IS VERY CONCERNED ABOUT LIABILITY IF THE CORPORATE VEIL

IS PIERCED

5 reasons why UA would invest in a corporation, and what the benefits of UA
investment would he to UA and to the venture.

hi-1 P CORPORATIONS WITH FACULTY MEMBER:

PROMOTE ECONOMIC DEVELOPMENT BY TURNING .1 RESEAIK I PRODUCT INTOA MARKETARLE

PRODU
FOSTER BETTER RELATIONSHIPS \WITH RESEARCH FACULTY.
A ENHANCE REPUTATION OF UNIVERSITY THROUGH MARKETABLE PRODUCT ILIKE UNIV. OF B

WUTH GATORADE) OR INVENTIVE PRODUI T1' LIKE SOME OF THE MAPPING PROGRAMMING THAT IS
GOING ON'HERE)

NON PRO! II' ( OOPERTIVE CORPORATION WITH OTHER UNIVERSITIES OR RESEARCHERS

/ CHANCE TO WORK W TH OTHERS TO SOLVE LARGE IMPORTANT ISSUES
2 ASSISI OTHERS INADDRESSING ISSUES OF I'l BLIC CONCERN

Is there in-kind investment that results in equity? How would that he

structured?
THEREARE INSTART-UPS, NORMALLY WHAI UNIVERSITIES DO IS TOC ONTRIBUTE THEIR INTEREST

IN PATENTS OR OTHER INTELLECTUAL PROPERTY TO THE CORPORATION OTHERS ARE MORE
WILLING TOLEND MONEY TO .4 START I'l' IF HIE WHO! E IP IS PORPERTY OF THE CORPORAHON  IT

DOES NO HARM NO MONEY IS INVESTED Il | IT HELPS I11E START-UP.
| CANNOT GIVE SPECIFICS. BUT IT IS COMMON IN RESEARCH UNIVERSITIES TO DO SOMI:_I'HING LIKE

THIS. MOST DO ..OT MAKE MONEY FOR THE CORPORATION. BUT DO GET THINGS TO MARKET. |
SPOKI WITH ONE OF THE ATTORNEYS FROM THE | IVFRSITY OF CHICAGO ABOUT I11EIR PROGRAM
ATA CONFERENCE A WHILEAGO THEY HAD SEVERAL START UPS. NONE HAD EVER PAID OFF IN
DOLLARS. BUTALL THOUGHT IT STILL TO BEA GOOD IDEA

3 examples of lost 0|i) portunities for UA under current |Iabl|l% law.
/' BUSINESS ENTERPRISE INSTITUTE WANTED TO ORGANIZE A NON-PROFIT VMITH UNIVESITY
PARTICII’AHON INSTEAD OF AS/t DEPARTMENT Ol HIE UNIVERSITY GENERAL COUNSEL WOULD

NOT ALIAWRFCAIISE OF THE DEEP POCKETC()RP \ AT ISSI IE
2 \WE HAVE HAD OFFERS TO PARTICIPATE INSTARTUPS WITH FACULTY MEMBERS. BUT | DO NOT

KNOW HIE SPECIFICS.

Arguments for eliminating lawsuit options against UA, in the face of the loss
of protection the current law may give non-UA stockholders of the spin-off
company, or any member of the public that may be harmed by the spin-off.



1 THECREDITORS OF THE CORP AND OTHER PARTICIPANTS WOULD BE TREATED JUST THE SAME

AS THE LAWNORMALLY WOULD TREATTHEM. EVERY INVESTOR WOULD LOSE ITS SHARE OF THE
IMONEY INVESTED. THE CREDITORS OF v CORPORATION CAN NORMALLY NOT COLLECT MONEY
OWED BY THE CORPORATION FROMAN INVESTOR.  THATIS THE WHOLE REASON TO INCORPORATE IN
IMANY INSTANCES. AN INVESTOR CAN PROTECT HIS OR HER ASSETS WHILE STILL INVESTING IN THE

BUSINESS.

2 THE ONLY THING THAT WOULD BE LOST TO CREDITORS/OTHER INVESTORS IS THE POSSIBILITY OF
GOING AFTER THE DEEP POCKET OF THE UNIVERSITY BY ATTEMPTING TO PIERCE THE CORPORATE
VEIL THERE ARE PRECAUTIONS THATTHE UNIVERSITY CAN TAKE BUTTHE TEST IN ALASKA ISNOT
HACKAVHITE IT1SA BALANCING TEST. IF THE PLAINTIFF WAS SYMPATHETIC THERE IS ENOUGH
WGGLEROOM IN THE LA v FOR AJURY THAT vims SO INCLINED TO HELP OUT THE SYMPATHECTIC
PARTY BY YAPPING THE UNIVERSITY. HIE I'NIVERSITY CANNOT RISK THE PUBLIC'S ASSETS BY
RISKING A DETERMINATION THAT WE WERE TOO INVOLVED TO KEEP CORPORATE PROTECTIONS
GIVEN TOALL AND THUS ARE LIABLE FOR THE CORPORATION'S DEBTS.

Would UA investments }'\ﬁ;ﬁicall be temporary?
| DOUBTIT. HOWEVER IFASTART-UP IN FACT TOOK OFF AND A IARGER CORPORATION WANTED TO

BUY IT. THE UNIVERSITY WOULD LIKELY SELL SOASNOT TOBLOI K THE DEAL.WITH NON-PROFITS,
NORMALLY THERE ISLITTLE ORNO WAY QUT ONCE YOU INVEST FROM 1 PRACTICAL PERSPECTIVE.
| AM GOING TO FORWARD THIS TO DIANNE MCLEAN WHO DOES IP FOR THE UNIVERSITY.  SHE MAY
HAVE SOME KNOWLEDGE ABOUT START UP OR OTHER OPPORTUNITIES THE UNIVERSITY HAS

MISSED.



MEMORANDUM

DATE: 6 April 2005

TO: House Education Committee, Chair Mark Neuman

FROM: Craig Dorman. Vice President for Research and Academic Affairs,
University of Alaska Statewide System

RE: Comments re HB92 from

Thank you for the opportunity to testify briefly last evening on the proposed
change to AS 14.40.458, University Corporate Relations. Per your request, | will

briefly reiterate my points:

The authorization requested is limited to ownership of stock, or membership in a
corporation, that would "advance the mission of the University of Alaska,
pursuant to the policies of the Board of Regents". Thus, such ownership or
membership would be undertaken only to advance the instructional and research
responsibilities of the university, and not principally as a money-making
enterprise.

The motivation for participation in ownership of a corporation derives ba .ically
from PL- 96-517 of 1980 (and amendments in PL 98-620 of 19X4), commonly
referred to as the Bayh-Dole Act. This Act permits universities to elect
ownership of inventions made under federal funding, and to become directly
involved in the commercialization process. In the quarter century since its
enactment, this Act has fundamentally changed university-industrial
relationships, and has resulted in the introduction of many new technologies into
public use. While there arc a variety of ways that universities can transfer their
technology to industry, the incubation of new small businesses has proven very
successful in enhancing local, state and national economic development,
particularly in the vicinity of university campuses. As part of that incubation
process, universities may encourage and even assist their faculty to take an
equity interest in bringing one of their inventions or ideas into public use; and
since under Bayh-Dole the ownership of the invention accures to the university
(with sharing rights as detailed in the testimony of Judge Greene), universities
may (and many do) elect to invest their non-general fund resources to encourage
such activity. Ali such arrangements are conducted as business arrangements
with full review by University General Counsel, and the proposed provision in
AS 14.40 seeks to limit the University’s liability to the obligations specified in

those agreements.

The university is seeking this provision at this time because of recently enhanced
emphasis on support of state needs, and in particular our interest in supporting
diversified econonrc development in the state. As | have stated in earlier
testimony to the House and Senate Finance Committees, nationally, industry
conducts 70% of R&D, and universities conduct 14% In Alaska, UA conducts



55% of R&D, and industries only 10%. This disparity suggests the need for even
greater diligence on the part of UA than is typical for universities, in taking an
active role in the development and incubation of new business. Recent actions to
this end include both external and internal reviews of our technology transfer
procedures, the formation of the Business Enterprise Institute (BEI) at the
College of Business and Public Policy at UAA, the establishment of the Office of
Electronic Miniaturization and search for a Vice Chancellor for Research and
Economic Development at UAF, and UAF collaboration with local groups in
Fairbanks in the establishment of the “NanookTech Technology Accelerator™.

BEI and NanookTech are examples of entities that may evolve into non-profit
corporations in which the university may wish to participate. As with stock
ownership, the intent of the proposed change to AS 14.40 is to limit the
university’s liability to those obligations to which it explicitly agrees as a
condition of its membership. Another example, which | briefly mentioned during
my oral testimony, is the Alaska Ocean Observing System (AOOS), one of a
number of such regional systems around the U.S., as recommended by the U.S.
Commission on Ocean Policy. AOOS is designed to support safety of life at sea,
improved weather forecasting, fisheries, and safety of marine transportation, and
the University has played a leading role in its establishment and development.
As AOOS and the associated national associations and federal funding
mechanisms mature, it will likely become a 501(c)(3) corporation, and again the
University would like to be able to continue to participate without the fear of
liability reaching beyond its explicit obligations as a member.



SPIN-OFF COMPANY MODELS FORYUNI\|<IERkSITIES: Hands O fi, Hands On, or Up-to-
our-Nec

Prepared by
K. Diane McLean
Director, Intellectual Property  Licensing
Deputy Director. Office of Sponsored Programs
University of Alaska Fairbanks

Universities that are able to accept equity in start-up businesses, u jally accept the equity in lieu
of up-front licensing fees. Most universities have policies dictating whether or not the university
will accept a scat on the start-up's board and define triggers are for stock divestiture. Many
universities try to hold the stock for as short a time as is reasonable. The desired technology is
licensed to the start-up for reasonable commercial ternms. Sometimes the inventing faculty
member is given a leave of absence during the new business' startup phase. Agreements are often
mede that allow the start-up access to university facilities.

There are typically three approaches used by universities to spin-off companies: Hands Off (U.
of Washington uses this one.). Hands On, or the Up-to-Your-Neck approach. The Hands

off Approach requires the faculty member to develop his/her own business plan, find venture
funding and pay all other start-up costs. The university negotiates with a representative of the
company (not the faculty member to avoid conflict of interest) for the technology license.
Typically, the deal has a low or no up-front fee thet is balanced by higher than usual royalties
down the road and the university receiving equity in lieu of the up-front money. In thet case, the
university's costs are the patenting and maintenance fee payments while waiting on a royalty

stream to begin.

With the Hands on Approach the university may review the faculty member's business plan, go
with them to help acquire venture capital, and maybe provide a little funding. Otherwise it would

be the same as the Hands Off Approach.

With the Up-to-Your-Neck approach the university puts together lhe business management team
or provides a business incubator. The university provides substantial funding and other start-up

support for the business.

Typically universities that regularly enter into start-ups or have ownership in other corporations
use aresearch . undation/corporation as the intermediary. These foundations come in all sorts of
flavors. Some universities run all their research awards through the foundation. Others use the
foundation to handle IP, development and entrepreneurial activities, etc.

Universities that handle start-ups thoughtfully and well attract high energy, innovative faculty
who, in tum, attract top-notch students. (Students often tend to settle near communities where
they attended school.) Start-ups can provide training grounds for students and valuable
collaborators for university faculty, as well as economic development opportunities. There are a
number of successful models for handling start-ups.



Health, Education, and Social Services Committee
Alaska State Senate

MEMORANDUM

To: Senator Ben Stevens, President
Alaska State Senate

From:  Senator Fred Dyson, Chair
Senate H.E.S.S. Committee

Date:  February 3, 2006

Re: HB 92— An Act relating to the purchase of interests in nonprofit corporations by the
University of Alaska."

The Senate Health, Education, and Social Services Committee respectfully requests that HB 92 bhe
waived from the H.E.S.S. Committee and instead, be referred to die Labor & Commerce or

Judiciary Committee for consideration.

Respectfully,
Senator Fred Dyson,

Senator Lyda Green Senator Kim Elton

(™ herfu-,
Senator Gary wilken

+Alaska State Capitol «Juneau, Alaaka 99801 ¢ Butrovich Room 205 « Monday. Wednesday, I'nday 1:30p.m. e
« Committee AideJason M. Hooley « (907) 465-3762 phone ¢ (907) 465-4587 fax ¢






Representative Jay Ramras AlaSka State Leg|S|atu re State\:\fgi;sigfe:i?n’l toa

Co-Chair, House Resources
V-Chair, Economic Develop. Juneau, Alaska 99801-1182

Tourism & Trade (907)465- 3004
House State Affairs Fax: 465-2070
119 N. Cushman &t Suite ?°7 Toll Free: (877) 465-3004
Fairbarks, Alaska 99701

Phone: (907) 452-1088

Fax: (907) 452-1146 House District 10

House of Representatives

Sponsor Statement
CSHB 109(FIN)

Hearing impairment has been shown to be the most common disability in ncwboms, affecting
about 3 in every 1,000 babies. House Bill 109 will protect ncwboms in the State of Alaska by
mandating that ncwboms receive hearing screening a birth, or within thirty days of birth, if not
bom in a hospital. Once at risk infants have been identified, this bill will then serve to assist
parents of at risk children with appropriate, available follow-up care. Finally, the Department of
Health and Social Services shall prepare an annual report to the Governor detailing the
program's needs and success.

Statistics show that in Alaska. 30 to 40 babies are bom each year with some type of congenital
hearing defect. Further studies have shown that children with hearing impairment not detected at
birth, will not be detected, until 2-3 years of age, and that the most critical period for speech and
language development is from birth to three years of age. When children are not identified and
served early, special education for a child with a hearing loss may ¢ & an additional $420,000,
and deafness has an estimated lifetime cost of approximately $1 million per individual. These
savings in special education costs will pay for universal newborn hearing screening many times

over.

As of December 2003, 80% of ncwboms in Alaska have been screened for hearing impairment.
Even though 80% sounds like a large number, because newborn hearing screening is not
mandated and the screening, reporting, and follow-up is not institutional in facilities across the
state, Alaska remains in the "unsatisfactory” category when rated nationally.

Represontative_Jay Ramras@legis. state, ak. us



LEGAL SERVICES

DIVISION OF LEGAL AND RESEARCH SERVICES

507) 485367 o 4652450 O TATE OF ALAskA State
AX (907 2652020 nea, Alska 0000
Mal top)318? DeIiveFllgs to:ulZ&lJ 8th § R
MEMORANDUM February4,2005
SUBJECT: CSHB 109( ), Infant Hearing Screening

(Work Order No. 24-LS0450\G)

TO: Representative Jay Ramras
Attn: Jane Pierson

FROM: Jean M. Mischi
Legislative Cot

You have requested a sectional summ described bill.

As a preliminary matter, note that a sectional summary of a bill should not be considered
an authoritative interpretation of the bill and the bill itself is the best statermrent of its

contents. If you would like an interpretation of lhe bill as it may apply to a particular set
of circumstances, please advise.

Section 1 Describes legislative findings with respect to newborn and infant hearing loss,
the value of early intervention and the relationship to language ability.

Section 2. Describes legislative intent to cover 100 percent of newborns and infants
under the hearing screening and intervention program established by the act by January |,

2008,
Section 3. Adds certain individuals who have been authorized by the Depan.ncnt of

Health and Social Services to the list of individuals who may perform hearing screening
tests without an audiology license.

Section 4. Requires the state Bureau of Vital Statistics to forward names and addresses
of parents of newborns bom outside of a hospital to the Department of Health and Social
Services for notification of the merits of hearing screening.

Section 5. Requires certain minimum insurance coverage for newborn and infant
screening.

Section 6. Establishes a newborn and infant hearing screening, tracking, and intervention
program within the Department of Health and Social Services.



Representative Jay Ramras
February 4, 2005
Page 2

Section 7. Authorizes the Department of Health and Social Services to promulgate
regulations required to implement the act before the effective date of the act.

Section 8. Adds arevisor's instruction to make conforming amendments.
Section 9. Provides an immediate effective date for secs. 6 through 8 of the act.

Section 10. Provides aJanuary 1, 2006 effective date except as stated in sec. 9.

JMM:Imb
05-031.Imb



FISCAL NOTE

STATE OF ALASKA
2005 LEGISLATIVE SESSION

Revision Dnlo/Timo (Note if correction): COlTCCth 4/1 5/05
RELATING TO NEWBORN HEARING

Title SCREENING

Sponsor RAMRAS
Requester ~ HOUSE (FIN)

Expenditures/Revenues

OPERATING EXPENDITURES Fy 2006 Fy 2007
Personal Services
Travel

Contractual
Supplies
Equipment

Land & Structures
Grants & Claims
Miscellaneous

TOTAL OPERATING 319
Capital exPENPITUREs | 1

CHANGE INREVENUES (0) 1

319

FUND SOURCE

1002 Federal Receipts

1003 GF Match

1004 GF

1037 GF/Mental Health

Other(Specify Type-do not abbreviate)
Other(Specify Type-do not abbreviate)

TOTAL

319

319

Estimate of any current year (FY2005) cost:

394
394

394

394

Fiscal Note Number.
Bill Version:
() Publish Date:

Dept Affected
RDU Public Health
Component Women, Children and Family Health

HB109CS(FIN)-DHSS-DPH-04-15-05

Health & Social Services

Component No. 2788
(Thousands of Dollars)
Fy 2008  Fy 2009 Ry 2010 Ry 2011
474 55.8 64 6 646
42,4 55.8 64.6 64.6
1 1
(Thousands of Dollars)
(29.7) (1116) (1159)  (1198)
71 167.4 180.5 1844
474 55.8 64.6 64.6

Mark this box (X) If funding for this bill is included in the Governor's FY 2006 budget proposal: 1 1

POSITIONS

Full-time
Part-time
Temporary

ANALYSIS: (Attach a separate page il necessary)

The intent of this bill is to ensure all newhorns arc provided with hearing screening within 30
days of their birth, and that those identified with a positive screen or high risk factors receive a
second screen or diagnostic work-up, are enrolled in early intervention and receive treatment as
needed. Projected costs associated with maintenance of the Early Hearing Detection and
inte.vention program (EHDI) are based on the following assumptions: |) The number of
newborns screened is based on the average number of births currently at 10,000 per year. 2)
The diagnostic rate of hearing loss is estimated to be at 0.3% ofthe 10,000 births=30 newly
diagnosed infants per year, however, not all newborns with hearing loss will be immediately
identified. 3) 90% of newhorns would be screened by FY 06; 95% by FY 07; and 100% by FY

08 and beyond. (Continued on P.2)

Prepared by: Richard Mandsaaer. M,D.

Phone 465-3090

Division Public Health

Date/Time 04/13/2005

Approved by: Joel S. Gilbertson. Commissioner

Date 04/15/2005

Agency Department of Health and Social Services

Rortd 023204 0VB

Page 10f3



FISCAL NOTE
FN#

STATE OF ALASKA BILL NO HB109CS(FIN)-DHSS-DPH-04-15-05
2005 LEGISLATIVE SESSION

ANALYSIS CONTINUATION
4) There is aneed lo follow an additional 10%%6o0f all newborns each year who arc a high risk for

later onset hearing loss during their first three years of life. Thus, the program requires a reporting
and surveillance system for tracking all nowboms and assisting them with ongoing hearing
screening, diagnostic and intervention services.

At present the Division of Health Care Services is receiving two federal grants to support the
development of this program. One grant, scheduled to be completed in March of FY 05, covers the
expenses associated with development of the newborn hearing program, including assisting hospitals
with implementation and education, and professional ai d public educational information. The second
grant will end in August of 2005 and covers start up costs associated with the statewide early
detcction/intcrvention surveillance and tracking system Both grants have been submitted for
continuation funding for three additional years. This would provide funds for infrastructure costs
through March 2008 if anarded. General Funds are also being requested in FYOS8 to fund the fourth
quarter activities aflcr the expiration of the continuation grant. This portion is shown as a switch fund

from Federal to GF.

The increased line item expenditures shown on page 1will be utilized for:

GRANTS AND CLAIMS (S31.9in FY 06): Additional funds for special hearing resources would be
needed for the existing Early Prevcntion/ILP programs to work with the anticipated increased
volume as children arc identified earlier and thus require services during the 0-3 period. The
additional grant funds would be awarded incrementally over the next five fiscal years to allow for
increased capacity-building to support special hearing services for children identified with hearing
loss in preparation for school readiness and learning. The dollar figure is based on:

1) An average FY 05 cost of S3,100 per newly enrolled infant, with a 3%inflation factor built in
annually. 2) Only assumes about 50% of the newly diagnosed infants would enrall in the early
intervention hearing resources program (10 new infants in FY 06; 12in FY 07; 14in FY 08; 16in
FY 09; and I18inFY 10and FY 11).

The General Funds replacing Federal Funds (and so not shown as line item expenditures on page 1)
will be allocated by cost category as follows:

PERSONAL SERVICES (S72.0 covers all of these personnel expenses in FY 09 and assumes a 35
percent annual merit increase):

a) 0.5 FTE - EHDI Health Program Manager Il (R/19). This position oversees the maintenance of the
reporting and surveillance activities of the program, assures early intervention referrals, tracks high-
risk infants through the age of 3, provides outreach education to providers, and technical assistance
to health care facilities throughout the state.

b) 0.5 FTE - Administrative Clerk 111 (R/10). This pasition provides administrative support and data
entry for the activities required for maintenance of a statewide newborn hearing screening program

TRAVEL (S1.0in FY 08): Travel costs are included for the EHDI manager to visit screening sites
for TA and program compliance. Additional travel funds would be required in FY 09 with the

termination of federal funding.

(Continued on P. 3)
Page 20f3



FISCAL NOTE
FN#

STATE OF ALASKA BILL NO. HB109CS(FIN)-DHSS-DPH-04-15-05
2005 LEGISLATIVE SESSION

ANALYSIS CONTINUATION

SUPPLIES ($1.0 in FY 08): This includes the cast of postage to mail brochures and technical
assistance resources.

CONTRACTUAL ($27.7 in FY 08): Includes the actual cost of supporting web-based data and
surveillance system Cost averages at $3.00 per newbomn. Costs also include those needed for the
reprinting of educational materials for parents and providers. Slight increases in contractual costs are

included in FYO9 and beyond.

Page 30f 3



FISCAL NOTE

0.0

STATE OF ALASKA Fiscal Note Number.

2005 LEGISLATIVE SESSION Bill Version: CSHB 109(F|N)
(H) Publish Date: 4/14/05

Revision Date/Time (Note if correction): Dept Affected Education & Early Development

Title "An Acl relatin% to establishing a screening, frack- |RDU TLS

ing, and intervention program related lo the hearing of newborns" Component  Special & Supplemental Services

Sponsor Representative Ramras

Requester  Lahor and Commerce Component No 166

Expenditures/Revenues (Thousands of Dollars)

Note. Amounts do not include inflation unless otherwise noted below

OPERATING EXPENDITURES FY 2006  FY 2007 FY 2008 FY 2009  FY 2010  FY 2011

Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures

Grants & Claims 00 00 00 00 00

Miscellaneous

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0
CAPITAL EXPENDITURES

CHANGE IN REVENUES ( )

FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts

1003 GF Match

1004 GF 0.0 ) ) ) )

1005 GF/Program Receipts

1037 GF/Mental Health

Other (Specify Type--Do not abbreviate)
TOTAL 0.0 0.0 0.0 0.0 0.0

Estimate of any current year (FY2005) cost: 0.0
Mark this box ZX) if funding for this bill Is included n the Governor's FY 2006 budget proposal:

POSITIONS
Full-time
Part-time
Temporary

0.0

0.0

ANALYSIS:  @ttzcha ssoaratepace if o B
Sec. 47 20.330 relates to the gsa?g I|shmenf of ?wdellnes for the provision of follow-up care for newbomn and
|

infant children in the state who have been identified as hav Sk (
The Department of Education & Early Development identifies no costs at this time.

Prepared by:  Barbara Thompson, Director Phone 465-8727
Division Teaching & Lean ing Support Date/Time 4/12/05 10 08 AM
Approved by  Karen Rehfeld, Deputy Comissioner Date 04/12/2005
Agency Education & Early Development

fied as having or being at risk of developing a hearing loss.
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FISCAL NOTE

STATE OF ALASKA Fiscal Note Number

2005 LEGISLATIVE SESSION Bill Version CSHB 109(FIN)
(H) Publish Date 4114105

Refwsmn Date/Time rgNote IfC rect|c¥ 2: . Dept Affected ~ Commerce

Tille creening Newhborns for Heanng Ability RDU Occupational Licensing (117)
Component Occupational Licensing

Sponsor Ramras, et al

Requester House Finance Component No. 2360

Expenditures/Revenues (Thousands of Dollars)

Note: Amounts do not include inflation unless otherwise noted helow

OPERATING EXPENDITURES FY 2006  FY 2007  FY2008  FY2009 FY 2010  FY 2011

Personal Services

Travel

Contractual

Supplies

Equipment

Land & Structures
Grants & Claims

Miscellaneous
TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES
CHANGE INREVENUES () |

1002 Federal Receipts

1003 GF Match

1004 GF

1005 GF/Program Receipts

1037 GF/Mental Health

Other 1156 - Receipt Supported Services

TOTAL 0.0 0.0 0.0 0.0 0.0 0.0
Estimate of any current year (FY2005) cost: - 00
Mark this box (X) if funding for this bill is included in the Governor's FY 2006 budget proposal:
POSITIONS
Full-time
Part-time
Temporary

ANALYSIS:  @tiatha sqarate page itrecessary)

The amendment made to the Audiology statute in Section 3 of this bill does not require new funding to be
implemented.

Prepared by:  Jennifer Strickler, Administrative Manager Phone (907)465-2144
Division Occupational Licensing Date/Time 4/11/05 6:24 PM
Approved by  Edgar Blatchford. Commissioner Date 4/11/2005
Agency Commerce. Community, and Economic Development
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Whv Is Mandatory Newborn Hearing Screening and Reporting So Important?

1 Every day, 33 babies (or 12,000 each year) arc bom in the United States with
permanent hearing loss, or 3 in every 1,000 births (1). In Alaska, approximately
10,000 babies are bom each year and according to statistics 30-40 will likely

have some type of congenital hearing loss.

2. The evidence for the benefits, practicability, and cost-efficiency of universal
newborn hearing screening is so compelling that 38 other states have passed
legislative mandates requiring that newborns be screened for hearing loss (2).

3. Hearing impairment is the most common disability- in newborns, with ahigher
incidence than cerebral palsy, Down Syndrome, and severe mental retardation (3).

4. Hearing impairment is approximately 30 times more prevalent than PKU and
hypothyroidism, screened through the metabolic disorder screening programs, and

mandated by law in all 50 states. (4).

5. The cost of identifying a newborn with hearing loss is less than 1/10ththe cost of
identifying newborns with metabolic disorders such as PKU and hypothyroidism,
for which screenings are required in every state (5). For most birthing hospitals,
the cost for newborn hearing screening per child is between S20 - $60 and
continues to decrease (6). Many birthing facilities in Alaska, implementing
newborn hearing screening voluntarily, include the cost in the total labor and

delivery package cost.

6. Children not detected at birth or soon after, will not be detected, on average, until
2-3 years of age, and the most critical period for speech and language
development is from birth to three years of age (7).

7. When children are not identified and served early, special education for a child
with hearing loss may cost an additional $420,000, and deafness has an estimated
lifetime cost of approximately $ 1million per individual (8). These savings in
special education costs will pay for universal newborn hearing screening many

times over.

8. If left undetected, hearing loss can impair achild’s language, speech, psycho—
social and cognitive development. Recent research has compared children with
hearing loss who receive early intervention and amplification (i.e. hearing aids)
before 6 months of age versus after 6 months of age. By the time they enter first
grade, children identified earlier (prior to 6 months of age) are 1-2 years ahead of
their later-identified peers in language, cognitive, and social skills (9, 10, 11).

9. If it remains undetected, even mild hearing loss or hearing loss in only one ear has
substantial detrimental consequences. For example, research shows that children



with hearing loss in one ear are ten times a: likely to be held back at least one
grade compared to a matched group of children with normal hearing (12).

10. The American Academy of Pediatrics, the National Institutes of Health, the
American Academy of Audiology, the Joint Committee on Infant Hearing, and
the National Association of the Deaf have recommended thet all babies be
screened for hearing loss before they leave the hospital (13).

11. To date, 23 of 23 communities in Alaska with birthing hospitals have voluntarily
implemented universal newborn hearing screening programs. The majority of the
screenings are performed in hospitals by nurses prior to discharge. However, in
some smaller communities, public health nurses perform the screenings during
home visits after hospital oischarge. As of December 2003, the total number of
newboms in Alaska that received hearing screening was approximately 80% (14).

12 Even though 80% sounds like a lai ge number of Alaska’s newboms, because
newborn hearing screening is not mandated and the screening, reporting and
follow-up is not institutionalized in facilities across the state, Alaska remains in

the “unsatisfactory" category when rated nationally.

13 Due to Alaska’s large geographic size, high staff turnover occurs as well as
difficulty recruiting and keeping healthcare providers in many of it’s more mral
communities. And because the screening and reporting is not mandated, it is
often times not a priority at birthing facilities and among providers. As aresullt,
it is increasingly difficult to keep nurses and other providers with the knowledge
necessary to maintain a newborn hearing screening program. Gaps in screening
occur in hospitals, thus babies miss their screening and are not followed for high

risk factors.



Alaska Early Hearing Detection & Intervention

Program Overview

January 2005

In Alaska each year, approximately 10,000 babies are born and according to national
statistics, about 30 of them will have some type of congenital hearing loss.

Hearing impairment is the most common disability in newhborns, with a higher incidence than
cerebral palsy, Down Syndrome and severe mental retardation.

Early Identification is important because:

m The most important period of speech and language development is from birth to age

three.
m Delay in diagnosis can impair a child's language, speech, psycho-social and cognitive

development.
m The average age of identification of a hearing impairment in the absence of newborn

hearing screening is 2-3 years of age.
m Through early identification, children identified at birth with a hearing loss can learn and

progress at a rate comparable to those with normal hearing.

Alaska EHDI Program

The Alaska Early Hearing Detection & Intervention (EHDI) Program began in April 2000. the
EHDI Program is funded by two federal grants from: the Health Resources & Services
Administration (HRSA) and Centers for Disease Control & Prevention (CDC).

Key program include the followmg
m Ensure that babies born in Alaska have newborn hearing screening prior to hospital

discharge
m Ensure that all newborns who fail hearing screening receive an audiological evaluation by

three months of age. _ N _
* Ensure that infants diagnosed with heai ing loss are referred to and enrolled in
appropriate early intervention and other needed services by six months of age.

Screening
To date, 23 of 23 communities within Alaska have implemented universal newborn hearing

screening programs. The majority of screenings are performed in hospitals by nurses prior
to discharge. However, in some smaller communities, public health nurses perform the

screen during home visits after hospital discharge.

Legislation
Nationwide, 38 states have enacted legislation requiring hospitals to implement newborn

hearing screening programs. Ir Alaska, newborn hearing screening was introduced and
worked on during the 2001, 2002, 2003, and 2004 legislative sessions.



Data & Evaluation _ _ _ _
A primary role of the Alaska EHDI Program is to support hospitals, audiologists and other

health care providers, and assist early intervention programs (Infant Learning Program) in
their tracking and follow-up efforts. The EHDI Program received a grant from the Centers
for Disease Control & Prevention (CDC) to develop an electronic data tracking and

surveillance system to facilitate the follow-up process and ensure smooth transition occurs
through services. The EHDI Program is purchasing the web-based database, Oz, and will

begin implementing in communities In 2005.

Loaner Program _ o _ _ _ _ _ )
The EHDI Loaner Program provides assistive hearing devices (i.e. hearing aids) for children

(0-3 Years) whose families cannot otherwise afford them. For example, these families are
not eligible for Denali Kid Care and/or do not have private insurance that covers hearinﬁ
aids and/or cannot afford to purchase hearing aids themselves. The Loaner Program allows
these families to "borrow" money to purchase hearing aids for 6 12 months. The Loaner
Program is made possible through a g.ant from the Mental Health Trust Authority.

Education & Outreach o _
The EHDI Program travels to communities introducing the Alaska EHDI Program.

Presentations target primary health care providers in those communities (i.e. pediatricians,
public health nurses, community health aide/practitioners) regarding newborn hearing
screening and early hearing detection and intervention.

To assist with this effort, educational materials were developed by EHDI Program with
assistance by many dedicated providers and parents. The following materials are available
from the EHDI Program: 1) general brochure regarding: universal newborn hearin
screei ..ng for parents and prospective parents, 2%] brochure outlining the protocol for
ﬁarents to follow if their newborn does not pass the newhorn hearing screening, 3) basic
earing loss information for parents and the general public, 4) parent resource manual for
families of children diagnosed with hearing loss, 5) provider guide for health care providers,
6) hospital orientation manual regarding implementation of universal newhorn hearing
screening, and 7) video/DVD for community health aide/practitioners (CHA/Ps) in rural

Alaskan communities.
For copies of the materials and/or information regarding the EHDI Program, contact:
Margaret Lanier Kossler
4501 Business Park Blvd. Suite 24
Anchorage, AK 99503-7167
Margaret lanier(5)health.state.ak.us e-mail

(907) 269-3466 - telephone
(907) 269-3465 - fax

http://hss.state.ak.us/dhcs/newhorn


http://hss.state.ak.us/dhcs/newborn
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Hearing Loss

Hearing loss is one of the most common
hirth defects, affecting about 3 in 1,000
habies. Hearing loss that is present at
hirth is called congenital hearing loss.
Hearing loss also can develop later in
childhood or during adulthood.

Hearing loss can have a major impact
on the life of a child and his family
Because language and communication
develop so rapidly during the first 3
years of life, an undetected hearing loss
is likely to interfere with a child's
speech, language and communication
with others. Hearing loss also can result
in learning problems that affect a child's
performance at school. The goal of
early screening, diagnosis and treatment
is to help children with hearing loss to
develop language and academic skills
equal to their hearing peers.

Because hearing loss in infancy is hard
to recognize, most hospitals screen all
newborns before they are discharged.
Most states have an Early Hearing
Detection and Intervention program to
help ensure that infants who don't pass
the screening receive follow-up care.
The March of Dimes, the American
Academ?/ of Pediatrics, the Maternal
and Child Health Bureau, the Centers
for Disease Control and Prevention
CDC) and others strongly support
these programs.

W hat causes hearing loss in babir e
and children?

Hearing loss can be inherited (genetic)

or can be caused by illness or injury. In
some cases, the cause of hearing loss is
not known. About 90 percent of babies
with congenital hearing loss are born to
hearing parents.

Cienctic factors are believed to cause
about 50 percent of cases of congenital
hearing loss. About 25 genes that play a
role in hearing loss have been identified.

About 30 percent of children with
hearing loss also have other birth
defects. In such cases, hearing loss is
parr of a syndrome (group of birth
defects that occur together'.

[lInesses that can cause congenital
hearing loss include infections during
pregnancy, such as rubella (German
measles), cytomegalovirus, toxoplas-
mosis, herpes or syphilis. Babies born
preterm also are at increased risk.

After birth, head injuries or childhood
infections, such as meningitis, measles
or chickenpox, can cause permanent
hearing loss. Certain medications, such
as *he antibiotic streptomycin and
related drugs, also can cause hearing
loss. Ear infections (otitis media' may
cause temporary hearing loss.

Are there different types of
hearing loss’

Hearing loss is the decreased ability to
hear sounds. When sound enters the
outer ear (auricle or loinna), it moves
through the ear canal to the eardrum
(tympanic membrane). Incoming sound
causes the eardrum to vibrate which
moves three small bones (ossicles) in the
middle car. In this way, the ear canal,
the eardrum and the middle ear transmit
sound from the outside world to the
inner car (cochlea). Within the inner
car, thousands of tiny hair cells detect
the incoming vibrations and convert
them into signals that arc relayed to the
auditor)' nerves, which send neural im-
pulses to the hearing center in the brain.

Hearing loss .s often discussed in terms
of where the loss occurs in the hearing
pv.liway.

+ Conductive hearing loss occurs when
something interferes with sound pas-
sing through the outer or middle ear.
A blockage in the car canal, damage
to the eardrum, or fluid or an infec-
tion in the middle ear gcalled otitis
media) are examples of conditions
that can cause a conductive hearing
loss. This type of hearing loss is
usually temporary and can often be
corrected with medication or surgery.

+ Sensorineural hearing loss usually
occurs when the hair cells in the inner
ear cannot detect all incoming vibra-
tions or when neural impulses arc not
transmitted to the brain. Prenatal
infections, lack of oxygen at birth, or
genetic factors can cause this type of
hearing loss, which is generally
permanent. However, many children
can be aided with devices that amplify
sound. Sensorineural hearing loss
also can result from damage to the
brain's audiiory center.

* Mixed hearing loss occurs when a
child who has a sensorineural hearing
loss also has a conductive loss (such
as fluid in the middle ear). It is very
important that children with
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permanent hearing loss be monitored
and treated for middle ear problems
so hearing is not further reduced.

How art newborn screened for
hearing loss’

Newborns are scret icd with one of two
tests, both of which measure how a
haby responds to sound. Both tests take
5to 10 minutes, arc painless, and can be
done when the babv is resting.

In the otoacoustic emissions (OAE) test,
a small microphi €is placed in the
haby's ear. The microphone, connected
to a computer, si.ids soft clickin

sounds into the tar and records the inner
ear’s response to sound.

In the automattd auditory brainstem
response (AAfR) test, soft clicking
sounds are pr. sentcd to the car through
small earphones. Sensors placed on the
head and connected to a computer
measure braii wave activity in response
to sound.

W hat hap >em ifa baby doesn’t
pass the I taring screening?

Ifa baby |>snot pass the OAE or the
AABR, if test should be repeated or
the bat snould be referred to a hearing
speeiJ < audiolog' ' or an ear,

nose a ‘d throat specialist (ENT or
otolary iﬁ‘;qologist)for more extensive
tests to Inermine if the baby has a
hearinp !iss. It isimportant for babies
to be a essed by specialists who have
cxperic  cc testing very young children.
Diagnostic testing should be completed

by 3months of age.

Parents must keep in mind that the
screening tests cannot diagnose hearing
loss. Up to 5 percent of babies will have
abnormal results on their hearing
screening test. However, additional
tests show that onlly about Lin 10 of
these babies actually have hearing loss.

H"w arc- bab'cs and children tested
for (tearing loss’

3 he most common hearing test for
infants under 6 months of age is the
diagnostic auditory brainstem response
test. It is similar to the automate
screening test, but it provides more
information and must be administered
by a specialist.

Children between 6 months and 2 years
ofa%e often are tested with visual
reinforcement audiometry (VRA).

S3INIAOIN 888
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During VRA resting, a series of sounds
is presented to the child through
earphones or speakers. The child is
trained to turn toward any sound, and
is then rewarded with an entertaining
visual image for responding.

Children between 2 and 4 years of

age are tested with conditioned EI?/
audiometry (CPA). They are aske

to perform a simple play activity (like
placing a ring on a peg) when they heat
asound. This issimilar to the test for
older children and adults, who are asked
to press a button or raise their hand
when they hear a sound.

These tests also may be recommended if
achild was not screened as a new born;
if he has had persistent car infections,
meningitis or other illness that can cause
hearing loss; has been diagnosed with a
s ndrome that can include hearing loss;
or if a parent suspects the child is not
responding normally to sounds.

W hat arc some- signs of hearing
loss in infants and young children’

Parents should be alert to any signs of
hearing loss and discuss them with rheir
child’s pediatrician. Some signs include:
failure to startle at loud sounds; not
turning toward the sound of a voice or
imitating sounds after about 6 months
of age; lack of babbling at 9 months; not
using single words by 18 months; or
using gestures instead of words to
express needs. Parents should be
concerned about hearing loss tn older
children if they develop vocabulary
more slowly than rheir peers; have
speech that is difficult to understand or
that is too loud or too soft; often ask
you to repeat what was said; turn the
TV too loud. At school age, children
with hearing loss often appear inatten-
tive and have difficulties learning to
read or perform simple mathematics,
and fall behind at school.

How is hearing loss treated?

A child with a congenital hearing loss
should begir. receiving treatment before
6 months of age. Studies suggest that
children treated this early are usuallf/
able to develop communication skills
(using spoken or sign language) that are
as good as those of hearing peers.
Because of a federal law (the Individuals
with Disabilities Education Act),
children with a hearing loss between
hirth and 3 years of age have the right to
receive interdisciplinary assessment and
early intervention services at little or no
cost. After age 5. early intervention and
special education programs are provided
through the public school system.

There arc a number of treatment
options available, and parents will need
to decide which are most appropriate
for their child. They will need to
consider the child’s age. developmental
level and personalit?/, the severity of the
hearing loss, as well as their own
preferences. Ideally a team of experts
including the child’s primary care
Frovider, an otolaryngologist, a speech*
anguage pathologist, audiologist and an
educator will work closely with the
parents to create an Individualized
Family Service Plan. Treatment plans
can be changed as the child gets older.

Children as young as 4 weeks of age can
benefit from a hearing aid. These
devices amplify sound, making it
possible for many children to hear
spoken words and develop language.
However, some children with hearing
loss arc helped more than others by
hearinfg aids. Some children with severe
to profound hearing loss may not be
able to hear enough sound, even with

a hearing aid. to make speech audible.
A behtnd-the-car hearing aid is often
recommended for young children
because it is safer and more easily fitted
and adjusted as the child grows as
compared to one that fits within the car.

Parents also will need to decide how
rheir family and child are going to
communicate. Ifthe child is going to
communicate orally (speech’, he may
need assistance learning listening skills
and lip reading skills to help him
understand what others are saying.
Many children with hearing loss also
need speech or language therapy.

A child also can learn to communicate
using a form of sign language. The tvpe
preferred by most deaf adults is
American Sign Language (ASL), which
has rules and grammar that is distinct
from English. There arc also several
variations of sign language that can be
used along with spoken English.

Surgery may he recommended if a child
has a permanent conductive hearing hiss
caused by malformations of the outer or
middle car, or by repeated car
infections. Although fluid in the middle
ear usually results i only temporary
hearing loss, chronic car infection can
cause a child to fail behind in language
skills. In some cases, a doctor may
suggest inserting a tube through the
eardrum to allow the middle car to
drain. This procedure generally does
not require an overnight hospital stay.

Sur gery also may be an option for sonic
children with severe to profound
sensorineural hearing loss. A device

called a cochlear implant can be
surgically inserted in the inner car of
children as young as 12 months of age ro
stimulate hearin?. The surge requires
a hospital stay Ol one to scvr  days.
With additional language al speech
therapy, children with coc  ar implants
may learn to understand sj vh and
speak reasonably well, but ...e amount
of improvement is variable.

Does the March of Ditties support
research on heating loss’

Several March of Dimes grantees are
exploring the role that specific genes
play in causing hearing loss, with the
goal of developing treatments for
hereditary hearing loss. Others arc
seeking to prevent hearing loss bv
preventing infections that can cause it
and to improve treatment of individuals
with hearing loss. One is developing
improved hearing aids that amplify
speech more clearly.
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N ewborn

Every stare and U.S. territory now
screens newborns for certain disorders
of body chemistry. These birth defects
have no immediate visible effects on a
baby but, unless detected and treated
early, can cause physical problems,
mental rctaidation and, in some cases,
death. A number of states are also
screening babies for hearing loss.

Fortunately, most babies are given a
clean bill of health when tested. But
when test results arc abnormal, early
diagnosis and proper treatment can
make the difference between lifelong
impairment and healthy development.

Here are the answers to some common
questions parents ask about newborn
screening tests.

Which ing t
IOSEIKEy 15 B ghen oy oy

All states and U.S. territories screen
newborns for phenylketonuria (PKU).
This was the nation’s first newborn
screening test. Developed with the help
of the March of Dimes, it has been
routinely administered since the 1960s.
PKU affects about | baby in 12,000.
Babies with the disorder cannot process
a ﬁart of protein called phenylalanine,
which is found in nearly all foods.
Without treatment, phenylalanine builds
up in the bloodstream and causes brain
damage and mental retardation.

When PKU is detected early, mental
retardation can berprevented by feeding
the baby a special formula that is low in
phenylalanine. This low-phenylalaninc
diet will need to be followed throughout
adolescence and, generally, for life.

Women of childbearing age with PKU
need to remain on this special diet prior
to and during Fregnancy. This will
prevent mental retardation in their
children by avoiding fetal exposure to
high maternal phenylalanine levels.

Along with PKU testing, all states and
U.S. territories test newborns for hypo-
thyroidism, and most test for galacto-
semia. Congenital hypothyroidism is
the most common disorder identified
by routine screening. It affects about
1haby in 4,000. Congenital hypo-
thyroidism is a thyroid hormone
deficiency that retards growth and
brain development. Ifit is detected in
time, a baby can be treated with oral
doses of thyroid hormone to permit
normal development.

Screening Tests

Galactosemia, which affect* about
1baby in 50,000, can cause death in
infancy, or blindness and mental
retardation. A baby with galactosemia
is unable to convert galactose, a sugar
present in milk, into glucose, a sugar
the b_Jy uses a* an energy source.
The treatment for galactosemia is to
eliminate milk and all other dairy
products from the baby's diet; this
dietary restriction is lifelong.

You can find out which tests are
routinely done in your state by asking
your health care provider or state health
department. You can also visit the web
site of the National Newborn Screening
and Genetics Resource Center at
http://genes-r-us.uthscsa.edu/resourc s
newhborn/state, htm.

What other disgrders can newborn
screening tests detect?

Currently, tests arc available for over 30
inborn errors of body chemistry. Babies
are not tested for all of these disorders
for a number of reasons, including the
fact that not all of these disorders are
treatable. The March of Dimes would
like to see all babies, in all states,
screened for at least nine specific inborn
errors of body chemistry including
PKU, congenital hypothyroidism,
congenital adrenal hyperplasia (CAH),
biotinidasc deficiency, maple syrup
urine disease, %alactosemia, homocysti-
nuria, sickle cell anemia, medium chain
acyl-CoA dchydrog nase deficiency
(MCAD), as well as nearing screening.

All of these disorders can be accurately
diagnosed in newborns, and treatment
is likely to improve the health of these
children.

More than 40 states screen newborns for
sickle cell anemia, an inherited blood
disease that can cau bouts of pain,
damage to vital organs such as the lungs
and kidneys and, sometimes, death in
childhood. Sickle cell anemia affects
about 1in 400 African-American babies
and also occurs at a lower frequency
among people of Hispanic, Mediter-
ranean, Middle Eastern and South
Asian descent,

Early treatment can prevent some of
the complications of sickle cell anemia.
Young children with the disease arc
especially prone to certain dangerous
bacterial infections, such as pneumonia
and meningitis. Studies in recent years

March
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have shown that treatment with
penicillin, beginning by 2 months of
age and continuing to about 5 years,
dramatically reduces the risk of these
infections and the deaths that result
from them. Newborn screening alert*
the physician to begin antibiotic
treatment before infections begin.

More than 25 states test for CAH. This
group of disorders, in which there isa

eficiency of certain hormones, affects
genital development and, in severe cases,
can disturb kidney function and cause
death. Lifelong treatment with the
missing hormones suppresses this
disease, which occurs In about 1in
5,000 babies.

One newborn screening test, developed
by a March of Dimes grantee, detects
biotinidasc deficiency. About 20 states
screen for this disorder. Biotinidasc

is an enzyme that recycles biotin, one
of the Bvitamins, in the body. A
deficiency of this enzyme, wKich occurs
in about 1in 70,000 babies, may cause
frequent infections, hearing loss, mental
retardation and even death. If the
deficiency is detected in time, problems
can be prevented by giving the baby
extra biotin.

Maple syrup urine disease and
homocystinuria arc rare life-threatening
disorders that affect fewer than 1babv
in 250,000. About 20 states screen for
maple syrup urine disease, and 15 for
homocystinuria.

At least eight states are now testing

for MCAD, a disorder that can cause
sudden death in infancy and serious
disabilities in survivors, sue, as mental
retardation. MCAD affects about |
baby in 15,000. Normally the body
burns fat for energy when it runs out of
stored sugar (glucose). Babies with
MCAD cannot make this switch, so
they may suddenly develop seizures,
respiratory failure, cardiac arrest or go
into a coma or get infections or other
ilnesses if they do not eat regularly.
When diagnosed early, the disorder can
be successfully treated with a steady
food intake and avoidance of fasting.

About half of all states now screen
newborns for hearing loss. Approxi-
mately 1to 3 in 1,000 babies in well-
haby nurseries and 2 to 4 in 100 in
intensive care nurseries have significant
hearing loss. Without testing, most
habies with hearing loss are not
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diagnosed until 2 to 3 years of age. By
this time, they often have delayed speech
and language development. Detection
of hearing loss in the neonatal period
allows the baby to be fitted with hearing
aids before 6 months of age. Recent
studies show that this early intervention
helps prevent serious speech and
language problems.

How arc the tests for inborn ertois
of body chemistry and hearing loss
done?

Inborn errors of body chemistry are
detected by a blood test. The baby’s
heel isfpricked to obtain a few drops of
blood for laboratory analysis. The same
blood sample can be used to screen for
anumber of disorders. Usually, the
babr's blood specimen is sent to a state
public health laboratory for testing,
and findings arc sent to the health

care professional responsible for the
infant's care.

Babies are tested for hearing loss with
one of two tests that measure how the
baby responds to sounds. The tests
use either a tiny soft earphone ot
microphone that is placed in the baby's
ear. It either of these tests shows
abnormal results, the baby may need
more extensive hearinﬁ testing to see

if he or she does have hearing loss.

How soon aft*' bi*th should
screening tests b< done?

A blood specimen should be taken from
every newborn prior to hospital release.
Some of the tests (such as the one for
PKU) may not give accurate results,
however, if they arc done too soon
after birth. Because of early hospital
discharge, some babies arc tested within
the first 24 hours of life. Because some
cases of PKU can be missed when the
test is performed this early, the
American Academy of Pediatrics
recommends that a reFeat specimen

be taken 1to 2 weeks later from infants
whose initial test was taken within the
first 24 hours of life. Hearing tests are
also usually performed before the baby
is discharged from the hospital. Babies
born outside the hospital should have
newhorn screening tests done before
the 7th day of life.

W fiai docs an abnormal tost n sub
m« an?

Parents should not be overly alarmed

by abnormal test results, as the initial
screening tests give only preliminary
information that must be followed up by
more precise testing. Most babies with
abnormal thyro" I screening test results,
for example, prove normal in further
testing, as do many with abnormal
hearing test results.

What should Ido if my child is
diagnose d with one of the
conditions for which ho was tested.’

Your child may need follow-up
treatment at a pediatric center that
specializes in children with inborn errors
of bod%/ chemistry. It is essential for
your child’s healthy development that
you follow the recommendations of his
or her doctor. As your child grows, he
or she will need careful, continued
evaluations and monitoring.

Ifoni of my children has a disorder
will my pthor children also havr it

When one child in a family has PKU,
galactosemia, biotinidasc deficiency,
sickle cell anemia, CAH or MCAD,
the chance of the same birth defect
occurring in a sibling is 1in 4. The
chances remain the same with each
pregnancy. Parents who have a baby
with one of these disorders can discuss
their risk of having another affected
child with their health care provider
or a genetic counselor.

These disorders arc inherited when both
parents have the same abnormal gene
and pass it on to their baby. A parent
who has the abnormal gene, but not the
disease, is called a carrier. The health of
a carrier is rarely affected.

Congenital hypothyroidism usually is
not passed on through Earents’genes.
The siblings of those who have this
disorder arc seldom affected.

Hearing loss can be passed on through
parents' genes. However, other causes
of hearing loss, such as infections that
are passed on to the baby during
pregnancy or birth, are unlikely to recur
In another pregnancy.

You also may wish to read these other
March of Dunes Fact Sheets:

Hearing Loss
PKU
Sickle Cell Disease
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Birth Defects

About 150,000 babies are born each
year with birth defects. The parents of
one out of every 28 babies receive the
frightening news that their baby has a
birth defect.

A birth defect is an abnormality of
structure, function or metabolism (body
chemistry) present at birth that results in
physical or mental disability, or is fatal.
Several thousand different birth defects
have been identified. Birth defects are
the leading cause of death in the first
year of life.

W hat causes birth defects?

Both genetic and environmental factors
can cause birth defects. Ilowever, the
causes of about 60 to 70 percent of birth
defects currently arc unknown.

A single abnormal gene can cause birth
defects, Every human being has at least
50,000 to .35,000 genes that determine
traits like eye and hair color, as well as
direct the growth and development of
every part of our physical and biochemi-
cal systems. Genes are packaged into
each of the 46 chromosomes inside our

cells.

Each child gets half its genes from each
parent. A person can inherit a genetic
disease when one parent (who may or
may not have the disease) passes along a
single faulty gene. This is called domi
nant inheritance. Examples include
achondroplasia éa form of dwarfism)
and Marfan syndrome (a connective
tissue disease). Many other genetic
diseases arc inherited only when both
ﬁarents (who do not have those diseases)

appen to carry the same abnormal gene
and pass it on to a child. This is called
recessive inheritance. Examples include
Tay-Sachs disease (a fatal disorder seen
mainly in people of European Jewish
heritage) and cystic fibrosis (a fatal
disorder of lungs and other organs,
affecting mainly Caucasians). There
also is a form of inheritance (X-linked)
where sons can inherit a genetic disease
from a mother who carries the gene
(usually with no effect on her own
health). Examples include hemophilia
(a blood-clotting disorder) and
Duchcnne muscular dystrophy (progres-
sive muscle weakness).

Abnormalities in the number or struc-
ture of chromosomes can cause numer-
ous birth defects. Due to an error that
occurred when an egg or sperm cell was

Your Source of information

developing, a baby can be born with too
many or too few chromosomes, or with
one or more chromosomes that are bro-
ken or rearranged. Down syndrome, in

which a baby is born with an extra chro-

mosome 21, is one of the most common
chromosomal abnormalities. Affected
children have varying degrees of mental
retardation, characteristic facial features

and, often, heart defects and other prob-

lems. Babies born with extra copies of
chromosome 18 or 13 have multiple
birth defects and usually die in the first
months of life.

Missing or extra sex chromosomes (X
and Y) affect sexual development and

may cause infertilitly, growth abnormali-
a

ties, and behavioral and learning prob-
lems. However, most affected individu-
als have essentially normal lives.

Birth defects also may result from envi-
ronmental factors such as drug or alco-

hol abuse, infections, or exposure to cer-

tain medications (such as the acne drug
Accutane) or other chemicals. Many
birth defects appear to be caused by a
combination of one or more genes and
environmental factors (called multifac-
torial inheritance). Some examples
include cleft lip/palate, clubfoot and
some heart defects

What are some common types of
birth defects?

Birth defects generally are grouped into
three major categories: structural/meta-
bolic, congenital infections, and other
conditions.

« Structural/metjhohc abnormalities

When a baby has a structural birth
defect, some part of the body (internal
or external) is missing or malformed.
Heart defects are the most common type
of structural birth defect, affecting one
baby in 125. While advances in surgery
have dramatically improved the outlook
for affected babies, these remain the
leading cause of birth defect-related
infant deaths. Doctors usually do not
know what causes a baby's heart to
form abnormally, although genetic and
environmental factors arc believed to
play a role.

Spina bifida (open spine, in which the
backbone never completely closes and
the spinal cord is usually malformed)
affects one in 2,000 babies. Affected
babies suffer varying degrees of paraly-
sis, and bladder and bowel problems.
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Both genetic and nutritional factors
appear to play a role.

About one baby in 135 has a structural
defect involving the genitals or urinary
tract. These vary greatly in severity,
ranging from abnormal placement of the
urinary opening in males (hypospadias)
to absence of both kidneys. The cause
of hypospadias, which is surgically cor-
rectable, is unknown. Babies who lack
both kidneys die in the first hours or
days of life. This tragic defect is some-
times inherited.

Metabolic disorders affect one in .3,500
babies. These disorders arc not visible,
hut can be harmful or even fatal. Most
are recessive genetic diseases. These
diseases result from the inability of cells
to produce an enzyme (protein) needed
to change certain chemicals into others,
or to carry substances from one Elace to
another. An example is Tay-Sachs
disease- Affected babies lack an enzyme
needed to break down certain fatty sub-
stances in brain cells. These substances
build up and destroy brain cells, result-
ing in blindness, paralysis and death by
age five. Phenylketonuria (PKU) is
another metabolic disorder, in which
affected babies cannot process a part of
protein, which builds up in blood and
causes brain damage. PKU is routinely
detected with newborn screening tests,
so affected babies can be placed on a
special diet that prevents mental
retardation.

« Conxettitul infections

Rubella (German measles) probably is
the best known congenital infection that
can cause birth defects. Ifa pregnant
woman is infected in the first trimester,
her baby has a onc-in-four chance of
being born with one oi more features of
congenital rubella syndrome (deafness,
mental retardation, heart defects, blind-
ness). Fortunately, with widespread
vaccination, this syndrome is now rare
in this country.

The most common congenital viral
infection is cytomegalovirus (CMV).
About 1 percent (40,000 babies a year)
of all newborns in this country arc
infected, although onlg about 10 percent
of them (.3,000-4,000) bave serious con-
sequences, including mental retardation,
and loss of vision and hearing. Pregnant
women often acquire CMV from young
children, who usually have few or no
symptoms.

defects
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Sexually transmitted infections in the
mother also can endanger the fetus and
newborn. For example, untreated
syphilis can result in stillbirth, ness born
death, or bone defects. About one baby
in 2,000 is affected.

® Other causes

Other causes of birth defects include
fetal alcohol syndrome, which affects
one baby in 1,000. This pattern of men-
tal and physical birth defects iscommon
in babies of mothers who drink heavily
during pregnancy. Even moderate or
light drinking during pregnancy can
pose a risk to the baby,

Kh disease of the newborn, which is
caused by an incompatibility between
the blood of a mother and her fetus,
affects about 4,000 infants a year. It can
result in jaundice (yellowing of the
skin), anemia, brain damage and death.
Rh disease usually can be prevented by
giving an Rh-ncgativc woman an injec-
tion of a blood product called
immunoglobulin at 28 weeks of pre%-
nancy and after the delivery of an R
positive baby.

Babies of mothers who use cocaine early
in pregnancy ma?/ be at increased risk of
birth defects. A large study has suggest-
ed that these babies arc five times more
likely to be born with urinary tract
defects than bahies of women who don't
use cocaine.

Can birth defects be prevented?

While the causes of most birth defects
arc not known, there are a number of
steps a woman can take to reduce her
risk of having a baby with a birth defect.
One important step is a pre-pregnancy
visit with her health carc provider.
During this visit, the provider can obtain
valuable information about a woman or
couple’s family history, which may help
identify risk factors for birth defects or
inherited (I;enetic conditions. This infor-
mation allows for appropriate testing
and screening to be offered prior to or
during pregnancy. During a pre-preg-
nancy visit, providers also can take a
?_ood look at a woman's health and
ifestyle, and guide her in any changes
that could improve her chances of hav-
ing a healthy baby.

A pre-pregnancy visit is especially crucial
for women with medical problems like
diabetes, high blood pressure, and epi-
lepsy, which can affect pregnancy. For
example, women with poorly controlled
diabetes are several times more likely
than women without diabetes to have

a baby with a serious birth defect.
However, if their blood sugar levels are
well controlled starting before pregnan-

cy, they are almost as likely to have a
healthy baby as women without diabetes

If awoman has never had chickenpox
(and has not been vaccinated), a pre-
pregnancy visit is a good time to check
whether she should be vaccinated prior
to pregnancy. Like rubella, chickenpox
can cause birth defects when contracted
by the pregnant woman, although the
risk is low. If she has not been vaccinat-
ed against rubella since childhood, she
should ask her doctor about the rubella
vaccine or a combination vaccine such
as measles-mumps-rubclla (MMR). She
should avoid pregnancy for one month
after chickenpox, rubella or MMR vac-
cination.

All women who could become pregnant
should take a daily multivitamin con-
taining 400 micrograms of the B-vitamin
folic acid. Studies show that taking this
vitamin prior to and in the early weeks
of pregnancy reduces the risk of having
a baby with certain birth defects of the
brain and spine, including spina bifida.
If a woman already has had a baby with
one of these birth defects, she should
consult her doctor prior to pregnancy
about how much folic acid to take.
Generally, a higher dose, 4 milligrams, is
recommended.

A woman who is pregnant or planning
pregnancy should avoid alcohol, smok-
Ing, and street drugs — these can cause
hirth defects and olher pregnancy com-
plications. She should not take any
medication — prescription, over-the-
counter, or herbal — without first
checking with her health carc provider.

Can some birth defects be diag-
nosed before birth?

Some birth defects can be diagnosed
before birth, using one or more prenatal
tests including ultrasound, amniocente-
sis and chorionic villus sampling (CVS).
Ultrasound can help diagnose structural
birth defects, such as spina bifida, heart
and urinary tract defect- Amniocentesis
and CVS arc used to diagnose chromo-
somal abnormalities, such as Down
syndrome. They also can detect, or rule
out, numerous genetic birth defects that
may be suspected because of family
history or ethnic background.

Can birth defects be treated before
birth?

A small percentage of couples will learn
throu%h prenatal diagnosis that their
baby has a birth defect. While this news
can be devastating, prenatal diagnosis
sometimes can improve the outlook for
the baby. Advances in prenatal therapy
now make it possible to treat some birth
defects before birth. For example,

biotin dependence and methylmalonic
acidemia — two life-threatening inherit-
ed disorders of body chemistry — have
been diagnosed by amniocentesis and
treated in the womb, resulting in the
births of healthy babies.

Prenatal surgery has saved babies with
unnary-tract blockages, rare tumors of
the lung, and congenital diaphragmatic
hernia (a hole in the muscle that sepa-
rates the chest from the abdomen).
More than 100 babies have undergone
experimental prenatal surgery to repair
spina bifida before birth. Preliminary
results appear promising: fewer babies
who have had surgery for spina bifida
require shunts to drain fluid from their
brain. However, it is too soon to know-
how well most of these babies will walk,
and the procedure leads to preterm
birth. Prenatal blood transfusions have
saved numerous babies with severe Rh
disease, and heart medications given to
the pregnant woman have saved babies
with serious heart rhythm disturbances.
However, even when a fetus has a con-
dition for which prenatal treatment is
not yet possible, prenatal diagnosis per-
mits parents to prepare themselves emo-
tionally, and to plan with their provider
the safest timing, location and method

of delivery

Couples who have had a baby with a
birth defect, or who have a family histo-
ry of birth defects, should consider con-
sulting a genetic counselor, These
health professionals help families under-
stand what is known about the causes of
a birth defect, and the chances of the
birth defect recurring in another preg-
nancy. Genetic counselors also can pro-
vide referrals to medical experts as well
as to appropriat mupport groups.
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Mandated Benefits Added by the Legislature in the Last Ten Years

42.345 Coverage of newly bom children (federal requirement) (1975. amended in 1992.
1995, 1996, 1997)

42.347 Postpartum hospital stay coverage (federal requirement) (1996,amended in1997)

42.353 Acupuncture coverage (offer only, does not mandate coverage)(1990,amended in
1995, 1196, 1997)

42.355 Coverage for services of .nidwives (1981, amended in 1995, 1996, 1997)
42.365 Substance abuse treatment coverage (1988, amended in 1996, 1997, 2002)
42.375 Mammography coverage (1991, amended in 1995, 1996, 1997)

42.380 Phenylketonuria (1992, amended in 1995. 1996, 1997)

42.385 Dental, Vision, Health coverage (offer only, does not mandate coverage) (1992,
amended in 1996, 1997)

42.390 Coverage for diabetes treatment (2000, amended in 2002)

42 395 Prostate and cervical cancer screening (1996, amended in 1997, 2000)

42 400 Reconstructive surgery following mastectomies (federal requirement) (2000)
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February 4,2005

Representatives: Tom Anderson, Chair, House Labor and Commerce
Pete Kott, Vice-Chair
Gabrielle LeDoux
Bob Lynn
Noun Rokeberg
Harry Crawford
David Guttenberg

Dear Representative Anderson and Members of the House LAC
Committee:

On behalfofthe pediatricians o f the Alaska Chapter of the American
Academy of Pediatrics | am writing to encourage your supportof HB 109:
Newborn Hearing Screening, Tracking and Intervention. Wc recommend
that all babies be screened for hearing loss before they leave the hospital.

The cost of identifying a newborn with hearing loss is less than 1/10® the
cost ofidentifying newboms with metabolic disorders such as PKU and
hypothyroidism, for which screenings are required in every state. For
most birthing hospitals, the cost for newborn hearing screening per child is
between $20 and $60 and continues to docreesc. The evidence for the
benefits, practicability and oost-cfficiency of universal newborn hearing
screening is so compelling that 37 states have passed legislation requiring
that newboms be screened for hearing loss. Most importantly, children
not detected at birth or soon alter, will on average not be detected until 2-3
yean ofage. The most critical period for speech and language
development ia from birth to three years of age.

Thank you for supporting HB 109.

Sincerely,

Thomas J. Porter, MD FAAP

President
American Academy 0f Pediatrics, Alaska Chapter
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February 3.2005

The Honorable Tom Anderson, Chair
House Labor and Commerce Committee
Alaska State Capitol, Room 408

Juneau, AK 99801-1182
RE: HB 109 (Ramras)-Support

Dear Chair Anderson:

On behalf of the members of AARP in Alaska, we encourage you and your colleagues on
the House Labor and Commerce Committee to support HB 109, authored by
Representative Jay Rainras and co-sponsored by Representatives Gara, Elkins, Wilson,

Gruenberg and McGuire.

AARP is not only a “senior organization." We arc also an organization of grandparents
concerned about the quality of health of all Alaskans of all ages.

The goal ofHB 109 is to have all children bom in Alaska screened for hearing problems
soon after birth. If screening is not done early, very often hearing losses or problems will
not be detected until a child is two or three years of age The most important period for
speech and language development is from birth to three. Most of our newboms are
offered this screening. AARP hopes you will enable us to have 100% of them screened
at birth. Wec arc pleased tojoin the March of Dimes in support of this bill.

We urge an “AYE” vote on HB 109.

Should you have any questions about our position, please feel free to contact me (586-
3637) or Patrick Luby, AARP Advocacy Director (907-762-3314).

. AK 99503 | toll-free 866-227-7447 | 907-341-2270 fax | toll-tr# 877-434-7598 TTY

3601 C Street Suite 1420 |Anchora8e . _ _
. Novell!, Chief Executive Officer | www.aarp.orjyak

Marie F. Smith. President | William
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Thank you for your consideration.

Sincerely,

Marie Dirlin, Coordinator

AARP Capital City Task Force
415 Willoughby Avenue, Apt. 506
Juneau, AK 99801

586-3637 (voice)

463-3580 (fax)

CC:  Vice-Chair Pete Kott
Representative Gabrielle LeDoux
R-prescntative Bob Lynn
Representative Norman Rokeberg
Representative Hairy Crawford
Representative David Guttenberg

. Representative Jay Ramras

*1002



Ul 2UU& 18:00 HI 8077278-2068

a Center for Pediafrics

Alr rtHelght* Drive, Ste 140

orage, AK 99506

e 1800, Fax: 907.278.2068

ReswHM vsJ”Ilteini
KNiHouwD M rtct

Fmc (907)4852070

R* HouMBanoe
February 1,2005

Deer Representative Ramras:

| am wrtting n eupport of House Bill 106 (‘related to screening Newboms for Hearing Abut/), which
you have agreed to sponsor | am a pediatrician In private practice in Anchorage with 26 yews of
experience. | also serve as the Alaska Chapter Champion for the Early Hearing Detection and
Intervention Program for the American Academy of Pediatrics. The American Academy of Pediatrics
ent of programs in eech state for universal screening of al infants for hearin

supports the develoer nt o Inive , , ) [
deficits at or soon after birth in order In alow for aarty Identification and intervention of hearing Impaire
children In order to maximize their potential. There are several reasons that tils program is important

1. I tearing lose If one of the most common hirth defects. One In 3000 Infants are bom in AJaske
with permanent congenital hearing loss. Without universal newborn hearing programs, the
average age of detection of even Severe hearing loss Is 2-3 years old _

2. Hearing loss has a significant negative effect on children. This would seem obvious but many
studies Indicate the negative Impactof hearing loss ona chld's emotional and soctel
development as well as language delays that do not seem to progress even after diagnosis, in
some children, when that diagnosis is delayed. Even mild and unilateral hearing loss -
ﬁroblems that often defy detection much Io_rzjgerwﬂhout an objective early hearing screen- may

ave long lasting negative effects tothe chid.

3. Early detection and intervention of hearing deficits a|%nf|c_anDy helps chldran. Numerous
studies show that when children are d|agrosed with hearing loss and appropriate intervention
to augment hearing and provide appropr* 3 communication options are started early In ffe,
preferably before 6 months of age. significant and long lasting benefits are achieved by th*
children in language akils, emotional development, social and famlial adjustment

In order to achieve these benefits for children and foelr famiies, there are eevai*J steps that must
oocur that are benchmarks for a successful eerty hearing detection and intervention program and each
of these can be greatly aided by HB 109 as written:

1. Universal hearing screen for al newhoms - This first step Is already nearly achieved In Alaska.
Due to new advancementh screening technology almostal birthing hospitals either are or soon
WM be screening newboms for hearing loss. By atiowing norvaudioiogists to administer the screen
and M1 appropriately for this service, and askng insurance componies to cover this ‘standard of
g@}{ﬁr evfalu_?glon, all'infants in the state can have this evaluation hefore they leave foe hospital or

irthing facility.

2. When a hearing screen Isfailed, foey are referred or evaluation -Thie step may have one or two
Pens. A child vioo fals foe Initial screen is referred for re-ecrsen and If still abnormal, diagnostic
nter mention is performed by 3 month ofaga. Each Institution and/or the infants medical provider
are ruaponaUe for this step. The falure to return for re-screening or for diagnostic _testmfg

markedly reduces the effectiveness offoe entire program. With the trackhg provision of your biff.



