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& Details: Legislation requiring insurance companies to cover medically necessary treatment for
phenylketonuria (PKU)
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Dave
Plomhon

STATE REPRESENTATIVE

-

G8TH ASSEMBLY DISTRICT

TO: All Legislators SEP 2 0 8%
FROM: Rep. Dave Plombon
DATE: September 21, 1995
Re: Extended deadline for co-sponsorship of LRB 3069/2 requiring

insurance companies to cover medically necessary formulas and
foods for people with PKU.

Due to increased interest in LRB 3069/2, the deadline for co-sponsorship has
been pushed back to Friday, September 29th. If you are interested in signing

onto this bill, please call 6-9192. d&Qﬁ \6)_/@/(@ C[)
W IV —

Analysis by the Legislative Reference Bureau

This bill requires every health insurance policy (called “disability insurance
policy” in the statutes), including health care plans offered by health maintenance
organizations, preferred provider plans and the state, and every self-insured health
plan of the state or a county, city, village, town or school district, to provide coverage
of any special medical formulas, specially formulated foods or other products that are
prescribed by a physician as medically necessary for the treatment of an infant or
child with coverage under the policy or plan who has any of a number of diseases spe-
cified in the bill, including phenylketonuria (PKU). Every such policy or plan must
also provide coverage of any special medical formulas, specially formulated foods or
other products that are prescribed by a physician for a pregnant woman with cover-
age under the policy or plan who has PKU for the protection of the fetus. Specifically
excluded from the requirement are health insurance policies that cover only certain
specified diseases, health care plans offered by limited service health organizations,
medicare replacement or supplement policies and long-term care insurance policies.

For further information see the state and local fiscal estimate, which will be’

printed as an appendix to this bill. M M
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Legislative Hotline: To leave a message or find out legislative information, call toll-free 1-800-362-9472
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November 5, 1995

Dear Representative Albers:

I have two children, Garrett 6 and Brittany 4 months, who suffer from a rare
genetic disease called Phenylketonuria (PKU). They are unable to metabolize
phenylalanine, an amino-acid found in most foods. The treatment consists of
specially made medical foods which are quite costly; at present my insurance

company does not cover this much needed prescription food.

The outcome, if this strict diet isn't followed, is mental retardation or other
serious medical problems.

[ implore you to support Assembly Bill 620 "Garrett's Bill" authored by Dave
Plombon. Please consider holding a public hearing on this matter, my family
and other PKU families would greatly appreciate it.

Thank you so much for your time.

Sincerely,

(?/W;/ﬂ cunng and éifz///c/%

Cheryl, Darwin, Garrett, and Brittany Evans
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Darwin and Cheryl Evans of Boyd try to mak

Toud 45 , G
eﬁoods appealing for their son Garrett, 5, despite his dsgpﬁe q}g; requires special food.

. Staff photo by Brian Poult

Family fights for son’s special food

State cuts could take
away needed funding

By Janean Marti
Chippewa Falls News Bureau

BOYD — Hot dogs with all the fixings.
Sizzling golden french fries from McDonald’s.
These are a few of Garrett Evans’ favorite
things.

But Garrett hasn’t had a hot dog since he
traded a Tater Tot to a child for one bite two
years ago while his parents weren’t looking.

And if he has one order of those golden
french fries, he faces the rest of the day eating
specially made low-protein food that, truth be
told, doesn’t pack quite the flavor punch of
regular food but is ludicrously expensive.

While most 5-year-olds are learning their
ABCs, Garrett’s life is ruled by the letters
PKU.

PKU is short for phenylketonuria — a dis-
ease in which the body cannot metabolize the
amino acid phenaylalanine. Since all proteins
contain phenylalanine, Garrett cannot eat meat
or dairy products or just about any food that a
5-year-old would like to eat. If he consumes
more than a minute amount of protein in a day,
he risks brain damage and mental retardation.

Garrett takes a lot of this in stride — he has
been known to turn down a plate of chocolate
cookies offered by a well-meaning relative
who wasn’t aware of his diet restrictions. And
he happily shares his special chips and crack-

basic, low-protein foods Garrett must eat. If
‘the basic food stuffs are no longer free, then
they could not afford to buy the cheese substi
tute or artificial chocolate flavoring that the
boy loves to mix in his formula “milk”
because the straight formula tastes so bad.
“We don’t know what will happen if they
cut the funds,” said Darwin Evans, who
attends the Chippewa Valley Technical
College and drives school buses for the

Costly Food '

Here are the costs of some of the
low-protein food items that Garrett
Evans eats:

M Bread, one 10-inch loaf, $5.

W Macaroni, 8-0z. box, $8.50.

M Baking mix, 14-0z. box, $8.

W Peanut butter flavoring, one pint,

$20 Stanley-Boyd school district.
e The state distributes eight different special
SU:D!S;; c;%r;s O SVTERNS 10 Wb food items to PKU sufferers, including noo-

dles, pastas, baking mix and formula, said
Elizabeth Suckow, a pediatric dietitian with
Marshfield Clinic who is assigned to Garrett®
case. The money for the special foods comes:
- o from a newborn baby testing fee that all new
I_’arents Darwin and Chery! Evans take it in parents pay. All newborns are tested for PKU
stride too and have learned to cook creatively Al the rest of the foods, such as the peanw
for Garrett. Cheryl rolls, cuts and bakes special . butter flavoring that costs $20 a pint, that the
crackers and “chips”; she whips up concoc- Evanses want to use to give Garrett a varied
tions using artificial cheese or artificial peanut  and tasty diet must be purchased by the famit
butter flavoring. . “People with PKU have to have the formut

If the family is eating fish, Cheryl will fixa  And it is very, very expensive. They can’t liv
special potato dish, shaping it like a fish so without it and develop normally. If Garrett di
Garrett doesn’t feel left out. She has, in not have his special food, he would become
essence, become a chef for her little boy, cook-  slower or remain at the mental state he is,”
ing five to 12 hours a week just for Garrett. Suckow said.

Some of the assistance the Evanses used to A person with PKU can consume regular
receive to help pay for special foods has been food items but not enough in one day to keep
taken away. an active 5-year-old satisfied. For instance, it

And the Evanses fear that more cuts could Garrett were to eat regular bread, he could ea
be coming, including elimination of the pro- only one-sixth of a slice a day, Suckow said.
gram that provides them with some of the See GARRETT, Page ¢

ers with a visitor, pushing them shyly across
the kitchen table in a silent offering of friend-
ship and welcome.
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GARRETT
from Page 1

“Whes your child is saying, ‘T'm
_hungry,’ and you can only give them
one-sixth slice of bread, that won’t
fill them up,” Suckow said.

The Evanses’ fear that budget cuts
could eliminate all state heip is a real-- .
istic one, Suckow said. “The funding
will not necessarily end, but they -
. have & right to be worried.™
“ 'The state changed the way it
assists funding for children with
PKU, said Wynne Cook, care coordi-
pator with the Chippewa County
Public Health Department. : A
" Cook has worked with the Evanses %ﬁ‘&mmﬁw
in the For U program for special O s Be Shield wheo used in
health needs childred, which helps - fical treatment,” Starr said.
ﬁrzs&:m_forgdmmswnm&ﬂ- “My eqt e that the Spocial
: special health-care 0eedS. g4 are 3 medical supply. The

Budget cuts may affect certain pro- 45 are ot an expenmental treat-
grams, including the Women, Infants

-and Children program, which pro- ment :gda ; mu:;ag&cnffecuve t'reat-‘
* vides assistance for childrea and Client confidentiality laws prohibit
:if:LnMptoS years of age, Cook gy Cyoss:Blue Shield United of -

] don’t wiint pecple tthink we + g o e

; are whining and want to get some- |
- thing for nothing,” Cheryl Evans -
explains. A e Tel oo
1 “We don’f want people fo think we. .1
lare and don’t want to cook for |

testing and the discovery

~' T Vél}; -
‘don’t have that kind of ¢l

" Jevel is controlled. If your child is . -
" .going to be a genius, he willbe a "~ -

example of the healthi-ca e drisis. ;;lpoms cven;;h:sﬁ ﬁ-ﬁm
this country,” Plombon said.> * : sa.td. %) e BV
institutions for the develoy

disabled at state expense
with PKU-but before

protein foods could keep

e

y impaired by PKU. Cheryl oo st Vo
him,” she said. 0 st “(Food products) ars aver-the- % cares for twin hrothérs at 3Bt Cheryl Bvans says nothing is..
:‘aﬂj(gnw’sfozighsﬁk“"‘ mwgsmmes Rounter X 'asanddonotnwdg * ‘home where shé works who -2 ’t:iytbey‘mig;s;tbcabl:hl;taﬁord
they can carefully control his protein pay for any over-the-counter prod- PKU. :

: i) . gets,” Luljak said. .
'm;‘,’;dﬁy. um npmber of ¢ 5 T policy was developed bused
T Buanes have done beautiful: . 00 industry standards, and most
ly,” Suckow. Said. “They have been . mmg?ofd . .payevfm
excellent parents. They work on mea- o the-count products,
suring his fopds. They continually try - &:
to come up with creative ideas for . ;=
;Ganctt'smcals.” Ok .

- Cheryl Evans has workedasa - -
ol Comy 0 LT
years, and her group insur- g the
ance Garet's medical | 5 youopen to (paying
LT S ._for some specialty food products),
i doyoudptha:forcvayoncwbo
jas special dictary neods?” Luljak

O

Ot ¢ fnsurance cotapanies do pro-
> coverage for foo(gm-
gﬁmsdomt,Suckowsaid.She )

“As a society we aré betteE "_A)"éff:[’&)'-“'r e,

" ing for these foods than caring for -

Garrett if he incurs permaneat brain
damage,” Starr said.
If Blue Cross-Blue Shicld denies

the Evanses’ appeal, they-coyld take .
“the insurance company-to court. 1’

£

“But an appeal trial costs gaoney. I-
don’t know if they can affc
Starr said. L

The Evanses face 2 polmcnl' !

plcarequﬁﬂ}}’KU;: weani

L R e
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' Garrett Evans, 8,
and his three-
month-old sister
Brittany must eat
special foods
because of a
disease that
won't allow them
to eat meat or
dairy products,
Stafi photo
by Jeff Thompson

Proposed law wo,uld make msura y
for special food s.needed by dlseas‘ ’

K Janean Marti . help Garrett and other childfen with dis- and Cheryl is Lhat the
Chippewa Falls News Bureau ’ eases that require specialifopds, .~ that Garfety’s doctor says .
CHIPPEWA FALLS —- Six-year-old Garrett has phenylketon Garrett,‘gnd his 3-month-old sister,

Garrett Evans'would rather show visi- - ~ @ genetic disease in which-the: body can- - ne
tors his new swingset thap- sﬁ{ indoors  not metabolize the aminz acld‘gheny- | incredits ¥ expensive. .

and talk about a legislative bill named  lalanine. _bread Garrett eats costs
after him. gxs Because all pmtems $5 a loaf; an.8-ounce hox of noodles,

As a matter of. fact Garrett doesn’t lalanine, Garsett cinnot gat meat or $8.50; a two-week supply of formula

ay too much attention to talk about dairy products or just aboit any food for Brittany 18917 b
gezv legislation introduced by state Rep.  that a typical 6-year-old eats, Garrett,»B ittany and others with PKU

i David Plombon, D«Stanlcy, that could The problem for Garrett S parents, : CAEAARN P Aa

- i



]

st jueptodunr YT

: N v "pres uoquio] m
«‘SOI[IWE] U0 UIBIS: JO IO BY
sind 31 “setqrure; 103 91q 31q €S ®
pue JOLSIp AW Uf SWOOUL UEIpAt
Y3 ST gorym ‘000‘0T$ JO owooul
ue jo doy oy JJO jBY} e} nog,,
183K ® (00'p$ 0) 000°TS SY SPOOY
\ ' 18103dS §.j321i85 10J.111Q Y],

31} Jey) ST NS

;
i

PEaISUI SIED [EUONNINSUI JO SIS0
oy Aed 03 jueA A3y} PINOM,
“pres 14107 ‘SUORNINSUT 9180 [B1D
~ads ur pojqesip Afrejuawidoasp |
a1e oym ofdoad 9snoy 03 Aed 0)
uey). SPNIspooy.eroads oy 1oy Aed
Lo onma.anﬁuaﬁpmﬁacHB%ono
| gonw ST ‘I11Q $,M0qWOld PUROIE
Sur{[e1-91e.8poo; [eoads Bunrmbar.
SUONIPUOD 19Y}0. PUY- USIPIY2 N3]d
[ILM SOT[IuIe] . s-sosueAf 4L "
, “pres uoquiold

‘spocy ATessaosu Afeotpsur Imbar
yeq ‘d SUIpRIoUL ‘SUONIpUOD
30 sodAy urpye: 107,98819A00. 20U
-Insur 91U $31e1s oY JIPH. -
ki "pres urmIeQ ‘Stgs
s8uny) SuwaA00 10§ — 10§ SEM 30UE

. IpaI

6} pooy Tetosds St
2 -

{ SToniaT oA
posu ULIP[IYD SIY ples ulml
" '9]qeAIoquN ST PITYD © 10] POOy
 K1esso00U A[[ROIpAT 13A0D:30U INY -

0F:uonBIPIW
9y} BIpLAYL"
A91):981BO9Qq "
oiad ) sty)-BULIFA0D
sargedinod. 30URINSUL

fgraw p

O R

£oii0d 21010 ug BHIPIO

: diog put soinass | -144 |
“onfuInsu] [ Uo 291 WO ' s38pastp oufin diil
oy 01 parsjaiiuaaq sey [[1q 9L * | -unsKoomoy ‘BIUAUISO]
dor e resud joul S0P SIYVIEY |'uone[s139 wnﬁo.aowwﬂww
jsorafiriiferouRUL) PASIAE 3 ->.wo.mn%:wqaoao, gas

$orayut feroads’e o1 wﬂﬁu, 3 ,

P

, ~'preg UOQUIO[J “A[IUE]
afe1oae 9y} jo-198pnq 9yl yeaiq
‘ued jeY) pOOJ AIESS309U A[]ROT
-powt sAIsuadxa; £194 annbar, T11q.
§,00quIOd U PIPR[OUT SISTISI(] ‘,
e T 'spasUl.
fxejorp feroads i uosrad AI9A3
10] SJJNISPOOJ 10§ Buided o3 100p
oy uado p[nod ‘pres el WOl
‘0s op Q1 ‘SBUIPIAY 9qny UTENSO 10
suIpedy SNOUIABIIUI UL PISn aso)
j0 uondeoxs 9y} YIIim syonpoid
-.pooy 103 Aed 0} j0U 1 Auedwos
oY1 30 Aotfod [e1ouds. oy} pres ‘Iou
.-IBD 9OUBINSUI §,[A10UD) ‘UISUOISIM
JO paruQ) PIRIYS dn[d-ss0I) dnig
1oy wewsoxods © Ieak ST IR
*[13d SWIPN[OUL ‘SISEISIP
JO IaQUINU € JO. 9UO'SBY OYM PIIYo .
‘10 JUeUT UE JO JUSUNEaI} oY) IOJ ATeS
_-s000u Aqpeorpowt se uemoiskyd e Aq
‘paquosald- sjonpoxd 19Y10 IO Spooy
porenuioy AJ[eroadss ‘senuLioy. [ed!
-paw [eropds Aug JO 98819400 ApIA
-o1do} Aorjod eowrernsty gifesy A1oad.
“oxmba1 prnom;Iq S HOqWOLd
L S Buuoae 19Nng
nuged 10 93L[0S0YD Sy} NI ‘SWII
pooj [eroads - Amxn[,, 2y} duole.
19] ‘p¥s1q se Yons ‘spooy Tetoads
215Bq 91} USAI10] Aedqou [im 98e1.
-AOD 30UERINSUI YI[esy S,[A18Y)) SIpIA
;-01d 1oy Auedwod oy} pue BULO]
~2}B]000UD Y} Ang 0} pIOJE JOUUED
ATrurey oy) ‘pres [£197D) ‘ST 9[quOLY, -
: "pres umre( ‘dn 3 SuIxIw
1snf Fe8

<
1

oW SoBU B[NTLIOY: STYL,,’

A "g|nuLo} 943 03 SULOAE]

312100010 [EOYTIE [E109dS SU} PPE 0}

wous sty s394 19LIBL): ‘peq 0S. $A)se}

P[UULIO] dAISUadXd 91} SNEq PUY

ousBi[raiur [euriou-doaadp 03 e
U0y NI, [eroads oY) oAy 1SU

.. }.ebed woy
- Qoo4

e




November 9, 1995

Darwin and Cheryl Evans
Rt. 1 Box 121A
Boyd, WI 54726
Dear Mr. and Mrs. Evans:
Thank you for sharing your story with me. It is important for
legislators to be reminded of the real stories behind the
legislation thi§ffz g5oposed in the legislature.

2
I will semd a notice to you to let you know when a hearing is
schednled, and if you are able to come to Madison, you may wish to
to tatify.
Best wishes to your family.

Sincerely,

Sheryl K. Albers
State Representative

50th Assembly District (rd 7
c: Representative Dave Plombon \/Mjb* ‘
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PK1]J Bricling Paper

m&&mm&m 18mmkﬁavynwdcfectfmmdmmostpopuhlmgrwpsmlhnmdcnce in the USA of sbout | in 16,000 live
births. As aresult, phenylalanine, an amino acid used by the body to make profein, accumulstes in the blood. If untreated, this disorder

produces mental retardation, which s usually scvere, extreme hyperactivily, psychosis, sametimes scizures, and hair and skin changes,

Newhorns are screeoed wilhin the firt few days of life. If abnormally high levels of phenylalanine are present, a confirmatory test is
performed and treatment is begun.

Treatment consists of restricting the phenylalanine intake in order not to excocd the minimum requirement to allow normal growth and
dgevelopuxent. Tu this way, the mental retandation and other changes can be prevented. Periodic monitonng of phenylalanine levels arc
required particularly in the first year of life. Many physicians arc now recommending thet tréutownt should continue throughout life in
order to avoid subtle changes in [Q and behavioral problems. ‘The phenylalanine restriction involves the use of & metabolic farmula, as a
low phenylalanine ik subsditute, and, in some cases, there is also « need for low protein foods made from wheat starch and comstarch.

Apart from PKTUJ, there are are numcrous other conditions that also require dictary treatment. Theat are 2l lcast 26 abnormalities of
aminoacid metabolsim m addition w PKU which are treated by dictary restriction of various aminoacids or proteins. Some camples of
these include maple syrup urinc disease, homocystinacmia, lysinc intolerance, which all produce various forms of mental retardstion,
skeletal and ncurological problerms.

There are also ahnamalities of carboliydrates metabolism, such as galactoscmia, glycogen storage discasc and fructose intolerance which
produce various problems such as liver damege, mental retardation and hypoglycemia. Dietary mudifications or restrictions in certain
types of carbohydrate mtake arc required for these conditions.

The foods, farmulas and special dicts noeded 1o treat all of the above conditions arc available without u physician's prescription. They all
represent types of modified dict and replace what would oterwise be considered a normal food intske.  In this respect, they are really no
different from the special dicts that are required ir multiple other medical conditions. For cxample:

Obesity, which requires a special weight reducting dict of Timited caloric intake while at the samc time providing adequate

3
F

Diabctes, requiring special carbohydrale Hraitations.

Hypertension and congestive heart failure which may require special dicts that are low in sodium content,

Chronic kidney failure, requiring dicts containing restricted amounts of sodium, potassium and protcm.

Malabsorption syndromes secondary to gluten sensuivily, requiring gluten free diets.

Hyperlipidemias, includimg high cholesterol, requining low fat and low cholesterol dicts.

Irritable bowel syndrome or diverticulitis, requiring bigh fiber diets.

Gout, requiring diets that aveid food high in purine content.

Certain forma of resistant cpilepsy that may require ketogenic dicts that are low in carbubiydrate and high in fat in order to
produoe a state of ketosis which reduves seizure activity.

10, Cysti Fibrasis requiring high celoric with high proicin and fat intake, vitamin and salt supplements Tn the case of infents with
C.F. and pancreatic insufficiency, formulae containing spocial types of protein and fut arc used instead of wholc milk.

1. Food allergies requiring dictary mxxdification, or avoiduce.

12. Caronaty artery discase and other forms of arteriosclerusis requiring reduced fat intako.

CmuA A wE ~

Thcmodiﬁeddiclmnﬁn:dibﬂ’?([l is no different from the dictary treatment of all the sbowe conditions. In genersl, special foods replace
or substituts fur the food that would normally be eaten by the individual and do not represent a "medication” in any scose of the word.
These foods arc available without a physician'y prescription.

Mandating coverage for the modified diet required by individuals with PKU would logically result in coverage heing expected for the dict
mexdifications required for al! of the conditions mentiimed sbove andd any specia! food products (such as low salt, low fat, etc.) thot were
part of that dict  This expectation would be buth unreasonable and proliibitive when applicd to the provisim of health insurance benefits.



