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SUBJECT: Sectional analysis (SB 313)

TO: Senator Arliss Sturgulewski

FROM: M ichael F. Ford / / ' k  ^  •
Legislative Counsel

T he following is a section by section analysis of SB 313:

Section 1 - R equires insurers and hospital or medical service corporations tha t offer 
individual or group disability insurance, to provide coverage for trea tm en t of 
phenylketonuria. Provides that certain insurance policies are excluded from  this 
required  coverage. Allows the  insurer o r service corporation to im pose reasonable 
contract lim itations on the required coverage, not including a preexisting condition 
exclusion or higher deductible or copaym ent than for o ther conditions.

Section 2 - Technical am endm ent that imposes the required coverage in section 1 
upon hospital o r m edical service corporations.

Section 3 - Applicability section that requires that coverage m andated  under section 
1 only applies to  insurance policies and contracts en tered  into o r renew ed on or after 
the effective date  of the Act.
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February 3 ,  1992

Sheree E l l i o t t
HC03-8100-B
Palmer, Alaska 99645

RE: Senate B i l l  #313 -  An Act R e la t in g  to  Phenylketonuria  (PKU)

Senator S tu rgu lew sk i,

I  am w r it in g  you in  support o f  the  b i l l  y o «  are  in tr o d u c in g  t o  th e  S tate  
l e g i s l a t u r e  rega rd in g  insurance  coverage  f o r  P henylketonuria  (PKU).

My husband, Toiacand I  have a f i v e  year  old. daughter w ith  PKU. When Morgan 
was born in  Anchorage in  1986 I  was employed a t  N a tion a l Bank o f  A laska.
My m ed ica l  in su ran ce  i s  w ith  Blue Cross. When i t  came tim e to  purchase 
form ula f o r  Morgan I  had to  f i g h t  w ith  Blue Cross t o  c o v e r  the c o s t  o f  
80%, I f i n a l l y  won. However, i f  th e  time comes when I  ch oose  to  q u it e  
work, 1 w i l l  not  have m edica l in su ra n ce .  I f  I  can n ot  be sure th a t  I 
can get an., insurance  company to  cov er  t h e t s p e c ia l  form ula  Morgan must 
have to  in su re  she i s  a normal and h ea lth y  c h i ld  X w i l l  be f o r c e d  to 
keep employment w ith  NBA j u s t  so  my husband and I  have in su ran ce  cov erag e  
on our daughter .

The number o f  c h i ld r e n  a f f e c t e d  by PKU in  Alaska i s  so sm all that we 
w ouldn ’ t  be ta lk in g  more then p ock et  change f o r  the in su ra n ce  com panies. 
A l s o ,  i t  should be noted  that most o th er  s t a te s  have a lre a d y  mandated 
in surance  companies t o  cov er  phenylketonuria  i f  they want t o  do bu s in ess  
in  t h e i r  s t a t e .

Your support to  t h i s  b i l l  i s  im p era t iv e .  P lease  g iv e  i t  so th a t  a l l  
h e a l th  c a re  p o l i c i e s ,  group and in d iv id u a l ,  w i l l  p r o v id e  in su ran ce  coverage  
f o r  ph en y lketon u ria  in  the s ta ca  o f  A laska.

S in c e r e ly ,

Sheree E l l i o t t ,  
Thomas E l l i o t t

3LlS=h
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SB 313: "An Act relating to insurance coverage for treatment of
phenylketonuria."

SB 313 mandates insurance coverage for phenylketonuria. The department is 
neutral on this bill.

Phenylketonuria (PKU) is an affliction impacting newborn children which 
requires treatment with a special and expensive formula for survival. Alaska 
has about one case per year.

The treatment of PKU is expensive and beyond the ability of most persons to 
bear. Fortunately, its occurrence is sufficiently infrequent as to pose a 
negligible overall public cost.

•SlenrhA Olds,

Date:

GAO/DK/dgll378D-2
020392a
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ARLISS STURGULEWSKI 
3 /1 1 /9 2

SENATOR

31II C STREET. SUITE 550 
ANCHORAGE, ALASKA 99503 

(907) 561-7615

While in Juneau 
P.O. BOX V 

JUNEAU, ALASKA 99811 
(907) 465-3818

Senate

S p o n so r Statem ent on:

S B  313 "An Act relating to insu ran ce  coverage for the treatment 
of p h e n ylke to n u ria ."

Senate Bill 313 would amend state law by adding a new section to 
AS 21.42 requiring insurers and hospital or medical service corporations 
that offer individual or group disability insurance to provide coverage for 
treatment of phenylketonuria(PKU).

PKU is a rare inherited metabolic disorder. Babies born with PKU are 
unable to process proteins, such as milk, and so in order to remain 
healthy, they must maintain a strict diet and are placed on a mineral and 
vitamin enriched formula. If this is not done, then the build up of proteins 
causes severe brain damage and mental retardation. This bill would 
require insurance companies to cover the cost of PKU formula.

Enclosed is a position paper from Commissioner Mala in support of 
this bill. Commissioner Mala points out that the cost of the formula is far 
less than the cost of treatment for the permanent and long term damage 
caused by the lack of treatment. The Department of Health and Social 
Services, Division of Public Health has submitted a zero Fiscal Note.

Michael Ford, Legislative Counsel, Division of Legal Service prepared 
a sectional analysis of SB 313 which I have enclosed.

Also enclosed are zero Fiscal Notes from the Department of 
Administration, Division of Retirement and Benefits; the Department of 
Commerce and Economic Development, Division of Insurance; and the 
University of Alaska, Statewide Budget Office.



SENATE B IL L  NO. 313

F o r  an  A c t  e n t i t l e d :  "A n  A c t  r e l a t i n g  t o  in s u r a n c e  c o v e ra g e  
f o r  th e  t r e a tm e n t  o f  p h e n y l k e t o n u r i a . "

T h is  b i l l  amends AS 2 1 .4 2 ,  The I n s u r a n c e  C o n t r a c t ,  b y  a d d in g  
a new  s e c t i o n ,  AS 2 1 .4 2 .3 7 5 ,  C o v e ra g e  f o r  T r e a tm e n t  o f  
P h e n y lk e t o n u r ia .

AS 2 1 .4 2 .3 7 5  r e q u i r e s  an  i n s u r e r ,  a u t h o r i z e d  u n d e r  AS 2 1 .0 9  
o r  AS 2 1 .8 7 ,  t o  p r o v id e  c o v e ra g e  f o r  t h e  f o r m u la s  n e c e s s a r y  
f o r  t h e  t r e a tm e n t  o f  p h e n y lk e t o n u r ia  (P K U ). T h is  s e c t i o n  
d o e s  n o t  a p p ly  t o

1 . a M e d ic a r e  s u p p le m e n ta l  in s u r a n c e  p o l i c y ;
2 .  l o n g - t e r m  c a re  in s u r a n c e ;
3 . an in s u r a n c e  p o l i c y  r e g u l a t e d  u n d e r  5 USC 8 9 o r

42 USC 135mm;
4 . an in s u r a n c e  p o l i c y  t h a t  p r o v id e s  s e r v ic e s  o r

r e im b u r s e m e n t  e x c l u s i v e l y  f o r  o p t o m e t r i c  o r  v i s i o n  
c a r e ,  d e n t a l  o r  o r t h o d o n t i c  c a r e ,  p o d i a t r i c ,  
a m b u la n c e , m e n ta l  h e a l t h  o r  c h i r o p r a c t i c  c a r e ;  a nd

5 . an  in s u r a n c e  p o l i c y  t h a t  t h e  d i r e c t o r  h a s , i n
w r i t i n g ,  d e te rm in e d  s h o u ld  b e  e x c lu d e d  f r o m  t h i s  
s e c t i o n .

D is c u s s io n

PKU i s  a r a r e  i n h e r i t e d  g e n e t i c  d i s o r d e r  o c c u r r i n g  i n  
a p p r o x im a te ly  1 i n  1 1 , 000 l i v e  b i r t h s .  T e s t in g  f o r  PKU i s  
r e q u i r e d  d u r i n g  th e  f i r s t  w ee k  o f  l i f e  (b e tw e e n  48 h o u r s  and  
7 d a y s  o f  a ge ) a n d  i s  d one  w i t h  a s im p le  h e e l  p r i c k .  C h i ld r e n  
w i t h  PKU a r e  u n a b le  t o  m e t a b o l i z e  an  e s s e n t i a l  a m in o  a c id  
( p h e n y la la n in e ) ,  w h ic h  i s  fo u n d  i n  t h e  p r o t e i n s  o f  m o s t f o o d s .  
To re m a in  h e a l t h y ,  c h i l d r e n  w i t h  PKU m u s t m a in t a in  a s t r i c t  
d i e t  a n d  i n g e s t  a m in e r a l  a n d  v i t a m in  e n r i c h e d  f o r m u la .  I f  
t h e  p r o t e i n  i n t a k e  i s  n o t  s e v e r e l y  r e s t r i c t e d ,  t h e  b u i l d  up  
o f  p r o t e i n s  c a u s e s  s e v e r e  b r a i n  dam age a n d  m e n ta l r e t a r d a t i o n .  
The u s e  o f  s p e c ia l  f o r m u la s  a n d  a c o n t r o l l e d  d i e t  c a n  p r e v e n t  
t h e  e x c e s s  o f  p r o t e i n  i n  t h e  i n d i v i d u a l ' s  b o d y  a nd  t h e  b r a i n

Summary
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dam age c a n  be  p r e v e n te d ,  a l l o w in g  th e  i n d i v i d u a l  an 
o p p o r t u n i t y  t o  d e v e lo p  n o r m a l ly .  T h e re  i s  an a v e ra g e  o f  one  
■ aw PKU i n f a n t  d ia g n o s e d  y e a r l y  i n  th e  S t a t e  o f  A la s k a .

The  D e p a r tm e n t 's  S e c t io n  o f  M a te r n a l ,  C h i l d ,  a n d  F a m i ly  H e a l t h  
s p o n s o r s  PKU g e n e t i c  c o u n s e l in g  and  f o l l o w - u p  s e r v ic e s  
( c l i n i c s )  i n  A n c h o ra g e  (one  i n  t h e  s p r i n g  a n d  one  i n  t h e  
f a l l ) . E a ch  c l i n i c  i s  s t a f f e d  b y  a p h y s i c i a n ,  n u t r i t i o n i s t ,  
s o c i a l  w o r k e r ,  a nd  a g e n e t i c s  c o u n s e lo r .  C u r r e n t l y ,  t h e r e  a r e  
12 i n d i v i d u a l s  w i t h  PKU u t i l i z i n g  t h e  s e r v ic e s  p r o v id e d  b y  t h e  
S t a t e ' s  PKU c l i n i c s .  B e yo n d  t h e  c l i n i c s ,  t h e  PKU i n d i v i d u a l s  
a r e  g iv e n  a m o n th ly  b lo o d  t e s t .  The r e s u l t s  o f  t h e  b lo o d  
t e s t s  a re  fo r w a r d e d  t o  th e  A n c h o ra g e  G e n e t ic s  c o u n s e lo r ,  t h e n  
d i s t r i b u t e d  t o  t h e  PKU i n d i v i d u a l ' s  p e d i a t r i c i a n .

I n  a d d i t i o n  t o  t h e  b lo o d  t e s t s ,  th e  d i e t s  o f  PKU i n d i v i d u a l s
a r e  m o n i t o r e d  on  a m o n th ly  b a s i s .  S p e c ia l  f o r m u la ,  f o r  PKU 
i n d i v i d u a l s ,  s e r v e s  t h e  same h e a l t h  a n d  l i f e  s u s t a i n i n g  
p u rp o s e  t h a t  m e d ic a t io n s  do  f o r  many o t h e r  d is e a s e s .  The c o s t  
f o r  f o r m u la  a n d  s p e c ia l  fo o d s  v a r y  d e p e n d in g  on  t h e  c h i l d ' s  
a g e . One c a s e  o f  f o r m u la  c o s t s  a b o u t  $ 1 8 0 . D e p e n d in g  on  t h e  
c h i l d ' s  a g e , t h e y  may u se  tw o  t o  t h r e e  c a s e s  o f  f o r m u la  p e r  
m o n th .

W i t h o u t  t h e  s p e c ia l  d i e t ,  t h e  c o s t  t o  t h e  PKU i n d i v i d u a l  i s  
a l i f e t i m e  as  a s e v e r e ly  m e n t a l l y  r e t a r d e d  c i t i z e n .  The
f i n a n c i a l  c o s t  t o  t h e  S t a t e  f o r  i n s t i t u t i o n a l i z a t i o n  c o u ld
e x c e e d  a m i l l i o n  d o l l a r s  p e r  p e r s o n  o v e r  a l i f e t i m e .  The c o s t  
o f  t h e  f o r m u la  i s  f a r  le s s  t h a n  th e  c o s t  o f  t r e a tm e n t  f o r  t h e
p e rm a n e n t ,  lo n g - t e r m  damage c a u s e d  due  t o  t h e  l a c k  o f  t h e
s p e c ia l  d i e t .

M any s t a t e s  r e q u i r e ,  b y  s t a t u t e ,  t h a t ,  in s u r a n c e  c o m p a n ie s
c o v e r  PKU fo r m u la ,  one  o f  w h ic h  i s  t h e  S t a t e  o f  W a s h in g to n .  
Many in s u r a n c e  c o m p a n ie s  t h a t  s e r v e  A la s k a  r e s i d e n t s  w i l l  n o t  
c o v e r  PKU f o r m u la  w i t h o u t  th e  s t a t u t o r y  r e q u i r e m e n t .  Due t o  
t h e  c o s t  o f  t h e  s p e c ia l  d i e t  t o  t h e  f a m i l y  o f  a PKU 
i n d i v i d u a l ,  e s p e c i a l l y  lo w - in c o m e  f a m i l i e s ,  t h e r e  i s  t h e  r i s k  
t h a t  t h e  n e c e s s a r y  p r e c a u t io n s  a r e  n o t  t a k e n ,  t h e r e b y
s u b je c t i n g  t h e  PKU i n d i v i d u a l  t o  t h e  r i s k  o f  p e rm a n e n t ,  lo n g ­
te rm  dam age .

PP-92-3



T h e  D e p a r t m e n t  s u p p o r t s  S B  3 1 3 ,  w h i c h  w i l l  r e q u i r e  i n s u r a n c e  

c o v e r a g e  o f  f o r m u l a  n e c e s s a r y  f o r  t h e  t r e a t m e n t  o f  

p h e n y l k e t o n u r i a .
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Recommendation

P e te r  M. N a ka m u ra , MD, MPH, D i r e c t o r  
D i v i s i o n  o f  P u b l i c  H e a l t h

D a te : / ' J  V ■' V 1.

T h e o d o re  A . H a i a ,  MD, MPH 
C o m m is s io n e r
D e p a r tm e n t o f  H e a l t h  a n d  S o c ia l  S e r v ic e s
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Hal Ingalls 

Vicki R. Diemer 

2811 Pribilof Street 

Anchorage, AK 99517

F ebruary 3, 1992

Senator Arliss Sturgulewski 
P.O. B ox V

Anchorage, AK 99517 

Dear Senator Sturgulewski:

W e  want to of f e r  you our sincere "thank you" for you r  efforts in 

introducing bill #313, "An Act Relating to Insurance Coverage for 

Phenylketonuria". Hopefully, with your hard work and our prayers 
this bill will be passed.

We are fortunate that at the present time that we can shoulder the 

additional costs of D e r e k’s medical foods, but no one icnows wha t  

the future holds in store for them and with the p a s sage of this bill 

a lot of families in this state will sleep easier. So few children 

are bor n  each y e a r  with this birth defect that the h ealth care 

insurance c o m p a n i e s  will barely feel the affects of bill # 3 1 3 's 

passage. However, the families that have b o r derline incomes that 

are affected by the birth of a P K U  child find the added expense 

overwelming w i t h o u t  h ealth care coverage. If that should happen 

the b urden would fall upon the state (all of us as taxpayers).
N o  one wants that to happen.

Please contact us any time if y ou need any information or if w e  

can a ssist in the passage of this bill.

Sincerely,

A M S
Hal Ingalls



BROOK. & CANDY KRISTOVICH 
P .O .  Box 1 0 3 3 8 3  

430  W. 8 9 t h  Avenue 
An ch o r a g e ,  A l a s k a  9 9 5 1 0  

( 9 0 ? )  3 4 4 - 6 3 6 4

S e n a t o r  A r l i s s  S t u r g e l e w s k i  
J u n e a u ,  A l a s k a

D e a r  S e n a t o r t

We w ou ld  l i k e  t o  t a k e  t h i s  o p p o r t u n i t y  t o  e x p r e s s  o u r  s u p p o r t  f o r  SB 3 1 3 .

Candy and I h a v e  a d a u g h t e r ,  M e l i s s a ,  who was b o r n  A p r i l  1 3 ,  1 9 8 9 ,  w i t h
P h e n y l k e t o n u r i a  ( P K U ) .  We f e e l  t h a t  we a r e  cne  o f  th e  l u c k y  p a r e n t s  t o  ha ve  an 
i n s u r a n c e  company such as B l u e  C r o s s  o f  W a s h i n g t o n  and A l a s k a ,  wh ich  i s  
c o v e r i n g  e i g h t y  p e r c e n t  ( 8 0% )  o f  M e l i s s a ’ s m e d i c a l  and f o r m u l a .

The L o f e n a l a c  t h a t  M e l i s s a  i s  r e q u i r e d  t o  t a k e  i n  o r d e r  t o  s u r v i v e  c o s t s  us
a p p r o x i m a t e l y  S 2 5 0 . 0 0  a month o r  $ 3 , 0 0 0 . 0 0  a y e a r ,  n o t  t o  m en t i o n  th e  o t h e r
f o o d s  she i s  a b l e  t o  e a t  i n  v e r y  l i m i t e d  q u a n t i t i e s .  He r f o o d  budget a l o n e  i s
j u s t  ab ou t  as much as  i t  i s  f o r  t h e  o t h e r  t h r e e  i n  o u r  f a m i l y  (my w i f e ,  f o u r
y e a r  o l d  s o n ,  and m y s e l f ) .  W i t h o u t  th e  i n s u r a n c e  c o v e r a g e ,  we d o n ’ t k n o v  how
we w o u l d  a f f o r d  t o  e a t .

R e q u i r i n g  i n s u r a n c e  c ompan ie s  who do  b u s i n e s s  i n  A l a s k a  t o  c o v e r  p e o p l e  w i t h
PKU i s  a must I We s u p p o r t  any B i l l  t h a t  r e q u i r e s  t h i s  t ype  o f  c o v e r a g e !

I f  we can  p r o v i d e  any  o t h e r  s u p p o r t  f o r  SB 3 1 3 ,  p l e a s e  d o n ' t  h e s i t a t e  t o  c a l l
e i t h e r  Candy o r  m y s e l f .  Thank  you f o r  a l l  y o u r  wo rk !

S i n c e r e l y ,



M a r k  and Pat Swank 
1000 W h i t n e y  Road 

Anchorage, AK 99501

February 2, 1992

Senator Arliss Sturgulewski 

P.O. Box V 
Juneau, AK 99811

Dear Senator Sturgulewski:

Please accept this letter as o ur show of support for bill #313, 

An Act Relating to Insurance Coverage for treatment cf P henyl­

ketonuria. We believe Alaska should join the bulk of the rest 

cf the country in mandating insurance companies to provide 

h e a l t h  insurance coverage for people affected by this birth 

defect.

T he Ingalls family have been friends cf ours for more then ten 

years and we have watched thorn go through the horror of being 

told they ha v e  a handicapped child and seen the joy this child 

has b r o ught to them in his "normalcy". We've also seer, the 

fight they've h ad to obtain h e a l t h  insurance coverage for 

Derek and feel cnat no one should h a v e  to go t h r ough that 

b attle again.

We hop e  your concern and efforts in presenting this bill will 

be rewarded.

M a r k  Swank P a t  S w a n k



Haleen Ingalls 

118 W. 10th Avenue 

Anchorage, AK 99501

February 2, 1992

Senator Arliss Sturgulewski 

P.O. B o x  V 

Juneau, AK 99811

Dear Senator Sturgulewski:

Please accept this letter as m y  support for bill #313, "An 

Act Relating to Insurance Coverage for Phenylketonuria". 

Alaska's laws need to reflect m o s t  of the other states and 

make insurance companies offer h e a l t h  care coverage for the 

children that a re affected by this birth defect.

My grandson, D e r e k  Ingalls, has P KU and we count our blessings 

every day that it was caught in time and that his family is 

able to get the medical foods h e  needs to k e e p  h i m  sound. I 

have seen his family struggle w i t h  the health insurance issue 

and shoulder the financial burden of his extra needs and know 

that it's a hardship that no one should ha v e  to bear alone. 

It's time we ma d e  the h ealth insurance companies assist these 

few families in their special needs.

Haleen Ingalls



Jeff and Paula Cotton 

2800 Pribilof Street 

Anchorage, AK 99517

February 1, 1992

Senator Arliss Sturgulewski 

P.O. Box V 

Juneau, AK 99811

Dear Senator S t u r g u l r e s k i :

We are sending this letter to you to offer our support for bill 

#131, A n  Act Relating to Insurance Coverage for treatment of 

Phenylketonuria, It's time the insurance companies that are 

doing business in this state are made to do the responsible 

thing and give health insurance coverage to any and all persons 

who hav e  this birth defect..

Having been neighbors of the Ingalls family since their son, 

Derek, was born and knowing what problems they have encountered 

trying to obtain h ealth insurance for Derek, we feel it's time 

that our state passed this bill so that no other family has to 

endure what the Ingalls have had to to get insurance for their 

heathy "normal" son.

Your efforts in presenting this bill are g r e atly apprciated.

Sincerely,

fL > tu  <9
Jeff Cotton Paula Cotton



January 31, 1992

L o r e l l  B on n e t
2801 Pribilof Street

Anchorage, AK 99517

Senator Arliss Sturgulewski 

P.O. Box V  

Juneau, AK 99811

Dear Senator Sturgulewski:

Please accept this letter as showing my support for bill #313 

"An Act Relating to Insurance Coverage for the treatment of 

Phenylke t o n u r i a”.

I have been a neighbor of Derek Ingalls since before his birth 

and have had the pleasure of watching h im gro w  into a happy, 

healthy, "normal" three year old. What a tragedy it would 
have been or be for h i m  to become mentally handicapped because 

insurance coverage was not available to his family to help 

differ the costs of his medical foods. What a tragedy that 

any family should have to face this kind of problem.

Let's ma k e  the insurance companies take the burdor, off the 

state and parents of PKU children. It's time they w e r e  made 

to take the responsible position of providing insurance cover­

age for the f e w  children affected b y  this rare birth defect.



Senator A r l i s s  Sturgulewski 
P.O. Box V 
Juneau, AK 99811

Dear Senator Sturgulewski:

I would like to add m y  name to your list of supporters for 

Bill #313, "An Act Relating to Insurance Coverage for Phenyl­

ketonuria". It's time the insurance companies in this state 

were m a d e  to take the responsible stand o n  this m atter and not 

leave the full burden of keeping the children affected by this 

birth defect healthy on the parents or the State of Alaska.

February 2, 1992

Sincerely,

c m  i t  a *  v *  r * n



A l a s k a  S t a t e  L e g i s l a t u r e

R e  p r e s e n  t a t i v e  M a r k  H a n l e y

MEMORANDUM

To S e n a to r  A r l i s s  S t u r g u le w s k i ,  C h a i r  
S e n a te  C o m m it te e  o n  H e a l t h ,  E d u c a t io n  a n d  
S o c ia l  S e r v ic e s

F rom R e p r e s e n t a t i v e  M a rk  H a n le y  t

SB 313 " I n s u r a n c e  f o r  PKU"

D a te J a n u a r y  3 0 , 1992

P le a s e  s e e  t h e  a t t a c h e d  l e t t e r  f r o m  my c o n s t i t u e n t  r e g a r d in g  
S e n a te  B i l l  3 1 3 .

I ' d  l i k e  t o  r e s p e c t f u l l y  r e q u e s t  t h a t  t h i s  l e t t e r  a n d  t h e  
c om m en ts  o f  L e w is  J o h n s to n  b e  s u b m i t t e d  i n t o  t h e  o f f i c i a l  h e a r in g  
r e c o r d  o n  t h i s  l e g i s l a t i o n .

I  a p p r e c ia t e  y o u r  c o n s id e r a t i o n .  I f  y o u  h a v e  q u e s t io n s  o r  
c o n c e r n s ,  p le a s e  c o n t a c t  e i t h e r  m y s e l f  o r  my s t a f f  p e r s o n ,  M i c h e l l e  
T o o h e y .

Interim 3111 C St.. Suite 410 Anchorage. AK 99503: (907) 561 ■2033 Session: State Capitol Juneau. AK 99801-1182: (907) 465 4939
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Dear

This l e t t e r  i s  to  ask f o r  your support f o r  b i l l  #313 "An Act R e la t in g  to  
Insurance Coverage f o r  the Treatment o f  P h en y lk e ton u r ia " .  This b i l l  was 
in trodu ced  in  the spr in g  1991 s e s s io n  by Senator  Sturgulew ski and would 
r e q u ir e  insurance companies to' ‘p ro v id e  h e a l th  insurance to  people  with 
P heny lketonuria , PKU, and to  cov er  the m ed ica l  food s  n ecessa ry  f o r  t h e i r  
treatm ent.

Phenylketonuria  i s  a ra re  b i r t h  d e f e c t  that can cause severe  mental r e ­
ta rd a t io n  i f  the m edica l food s  needed to  c o n t r o l  the phenyla lanine l e v e l  
in  the a f f e c t e d  persons system are n o t  u sed . I t  would be d ia s tr o u s  f o r  a 
person  with PKU to  be denied  h e a lth  in su ran ce  and coverage  f o r  t h e i r  med­
i c a l  fo o d s .  This would not  o n ly  a f f e c t  them and t h e i r  f a m i l ie s ,  but a ls o  
the r e s t  o f  the s ta te  by c o s t in g  us m i l l i o n s  o f  d o l l a r s  in  s p e c ia l  ed u ca t ion  
a n d /o r  i n s t i t u t i o n a l  ca re  f o r  an. u n trea ted  person  with PKU. This would be 
money out o f  a l l  o f  our pockets '.  To mandate insurance companies to  cov er  
the requ ired  formula and h e a lth  c a re  on t h e i r  p o l i c i e s  would on ly  c o s t  them 
three  to fo u r  thousand d o l l a r s  per y ea r  per  PKU a p p l ic a n t  as the m edica l 
food  i s  the on ly  a d d i t io n a l  expense needed f o r  a PKU person . C e r ta in ly ,  
th is  amount i s  not  enough to  even put a dent in  the insurance companies 
c o f f e r s  s in ce  o n ly  one in  f i f t e e n  thousand b ab ies  born has PKU. This would 
be enough, though, f o r  someone w ith  a m arginal income to  take themselves 
out o f  the w ork force  and have the s t a t e  p i c k  up the a d d i t io n a l  expense o f  
m edica l foods  and w e l fa re  c o s t s  i f  they  found them selves with a PKU c h i ld  
and n o 'h e a lth  insurance co v e ra g e .  T h is ,  a g a in ,  would be a severe  draw on 
" o u r "  p ock e ts .

Most o ther  s ta te s  have a lrea d y  passed s im i la r  b i l l s  and I hope Alaska w i l l  
take the same stand. Insurance companies need to  be made to  take the respon ­
s i b l e  p o s i t i o n  o f  p ro v id in g  h ea lth  in surance  coverage  f o r  Phenylketonuria  
and i t s  requ ired  foods  on both  group and in d iv id u a l  p o l i c i e s .

S in ce re ly



FISCAL NOTE
STATE OF ALASKA

1992 LEGISLATIVE SESSION

Revision Date:
Title: "An Act relating to insurance coverage for the treatment of

Sponsor: Senator Sturgulewski
Requestor:

BILL NO. SB 313

Dept: University 
BRU: All 

Component: All

Component Serial No. 730

Expenditures/Revenues: (Thousands of Dollars)

OPERATING FY93 FY94 FY95 FY96 FY97 FY98
PERSONAL SERVICES
TRAVEL
CONTRACTUAL 0.0 0.0 0.0 0.0 0.0 0.0
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS. CLAIMS
MISCELLANEOUS

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL

REVENUE

FUNDING: (Thousands of Dollars)
GENERAL FUND 0.0 0.0 0.0 0.0 0.0 0.0
FEDERAL FUNDS
OTHER
TOTAL 0.0 0.0 0.0 0.0 0.0 0.0

POSITIONS:
FULL-TIME
PART-TIME
TEMPORARY

Estimate of current year impact: None

ANALYSIS: (Attach a separate page if necessary.)
Incidence rate is so low as to preclude estimation of budget impact. Prescription drug treatment is estimated to be S:)75/month/pcrson

per Jean Freeman of Human Resources 2/28/92

Prepared by: Marsha Hubbard. D i r e c t o r Phone:  474-7593
Division: Statewide Budget Office_____________  —>.  ̂ Date: 3/5/92

Approved by: Brian Rogers. Vice President for Finance
Agency: University o f Alaska  j .  y  '  ( J  Dale: 3/5/92

Distribution (by preparer): Legislative Finance, Legislative Sponsor, Requestor, OMB, & Impacted Agcncy(ics).
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F I S C A L  N O T E
STATE OF ALASKA BILL NO. Senate Bill Mo. 313
1992 LEGISLATIVE SESSION

Revision Date:_________________________________________ Dept. A ffected Health & Social Services_______
Title : Insurance coverage fo r the treatment BRU: State Health Services_________
______________ of pheny lke tonuria_______________________Component: Maternal, Child & Family Health
Sponsor: S tu rgu lewski____________________________  ______________________________
Requestor: HES_____________________________________ C O M PO N EN T SER IAL N O .0-60-40602-290

Expenditures 'Revenues_____________   (Thousands of Pollan?
OPERAT ING FY93 FY94 FY95 FY96 FY97 FY98

PERSONAL SERVICES
TRAVEL
CONTRACTUAL
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS, CLAIMS
MISCELLANEOUS

0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0
0.0 0.0 0.0 0.0 0.0 0.0

TO TA L O PER AT IN G 0.0 0.0 0.0 0.0 0.0 0.0

CAP ITAL

REVENUE

FU N D IN G : (Thousands of Dollars)
0 .0 0 .0 0 .0 0 .0 0 .0 0 .0

0 .0 0 .0 0 .0 0 .0 0 .0 0 .0

0 .0 0 .0 0 .0 0 .0 0 .0 0 .0

0 . 0 0 . 0 o o 0 . 0 0 . 0 0 .0

GENERAL FUND 
FEDERAL FUNDS 
OTHER 
TO TA L

PO S IT IO N S :
FULL-TIME 0.0 0.0 I 0.0 0.0 0.0 I 0.0
PART-TIME 0.0 0.0 I 0.0 0.0 0.0 I 0.0
TEMPORARY 0.0 0.0 i 0.0 0.0 0.0 I 0.0

Estimate o f cu rren t year im pact: none

AN ALYS IS : (A ttach a separate page if necessary)

No fisca l impact

__Prepared by: Peter M. Nakamura, MD, MPH . /  , Phone: (907) 465-3090
D ivision: Pub lic  Health 7_ I f  /! Date: 1/23/92

: i h i / nApproved by Com m issioner: Theodore Mala, MD, MPH j  Date:
Agency: D epa rtm en t o f Health and Social Servides

D istribu tion (by preparer):
Legislative F inance OMB
Legislative Sponso r Im pacted Agency(ies)
Requestor

(Rev 12/91) • Page 1 o f 1
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FISCAL NOTE
BILL NO. SB 313

STATE OF ALASKA
1992 LEGISLATIVE SESSION

Revision Date: _____________________________
Title: An Act relating to insurance coverage for the 

treatment of phenylketonuria.

Sponsor_______ Sturgulewski_________________
Requestor:_____ Senate HESS Committee___________

Expenditures/Revenues: (Thousands of Dollars)

Component:__________________

COMPONENT SERIAL NO.____

Department Affected: All State
BRU:_______________ All State

OPERATING FY93 FY 94 . . FY-fe . FY 96 FY 97 FY 98
PERSONAL SERVICES 0 0 0 0 0 0
TRAVEL 0 0 0 0 0 0
CONTRACTUAL 0 0 0 0 0 0
SUPPLIES 0 0 0 0 0 0
EOUIPMENT 0 0 0 0 0 0
LAND & STRUCTURES 0 0 0 0 0 0
GRANTS. CLAIMS 0 0 0 0 0 0
MISCELLANEOUS 0 0 0 0 0 0
TOTAL OPERATING 0 0 0 0 0 0

CAPITAL 0 0 0 0 0 ... o

REVENUE 
FUND SOURCE:

0 0 0 0 0 0

FUNDING: (Thousands of dollars)
GENERAL FUND 0 0 0 0 0 0
FEDERAL FUNDS 0 0 / 0 0 0 0
OTHER 
FUND SOURCE 0 0 0 0 0 0
TOTAL 0 0 0 0 0 0

POSITIONS
FULL-TIME- 0 0 0 0 0 0
PART-TIME: 0 0 0 0 0 0
TEMPORARY: 0 0 0 0 0 0

Estimate of current year impact:________ Ngng,
ANALYSIS: (attach a separate page if necessary.)
Despite the expansion of coverage under this bill, the occurrence of phenylketonuria (PKU) in newboms is so small, the 
application of an insurance rate increase would be impossible to quantify._________________________________________

Prepared By: Gary Bader ~ 7 l :  /7, Phone:________ 4654470_______________
Division: Retirement and Benefits Date: Tanuarv 30.1992________________

Approved by Commissioner: Nancy Bear U s e ra ^ ^ g ^ f  Date: ( -______________
Agency:_______ Department of Administration '

Distribution (by preparer): Legislative Finance, Legislative Sponsor, Requestor, OMB & Impacted Agency(ies).

Rev 10/90 Pagel of 1

/^ A / /I d n v n



S T A T E  OF A L A S K A
1 9 9 2  LE G IS LA T IV E  SESS IO N

F IS C A L  N O TE
B ILL N O . SB 313

Revision Date: 2 / 4 /9 2 _______________________  Departm en t A ffe c ted : Cornmerce & E co n . D ev .
T ide : An  A c t  r e l a t i n g  t o  in s u r a n c e  c o v e r -BRU : In s u ra n c e ________________ __________

ag p  f n r  p h p n y l k p t - n n n r i a______ Com ponent: Operat i ons__________ _________
Sponsor: S e n a to r_S tu r g u le w s k i___________  ___________________________ ___________________
Requestor:   COMPONENT SERIAL NO . L  j  5

EXPENDITURES/REVENUES: (Thousands o f  DoHars)
OPERATING FY 93 FY 94 FY 95 FY 96 FY 97 FY 98

PERSONAL SERVICES
TRAVEL
CONTRACTUAL
SUPPLIES
EQUIPMENT
LAND & STRUCTURES
GRANTS. CLAIMS
MISCELLANEOUS
TO TAL OPERATING 0 0 0 0 0 Q

CAPITAL 0 0 0 0 0 0 -
.

REVENUE 
FUND SOURCE: 0 0 0 0 0 0

FUNDING : (Thousands o f Dollars)
GENERAL FUND !
FEDERAL FUNDS

!
I

OTHER
FUND SOURCE:

iI
I

TO TAL 0 0 0 0 0 .0 j
POSITIONS:

FULL-TIME 0 0 0 0 0 0
PART-TIME ;

TEMPORARY

Estimate o f cu rren t year im pac t:

Prepared By: Don K o c h , C h ie f  o f  M a r k e t  S u r v e i l l a n c e Phone:  4 6 5 -9 5 7 7
D iv is ion :_______In s u r a n c e _______________________________ '7C/~a1 Da i6 : 2 / 4 /9 9 .

A pp roved  by Com m iss ioner: G le m  A '  0 1 d s
Agency : D e p a r tm e n t o f  Commerce & Econorm ' c  n p ve lo p fn ^n t-__________  Date:

Dw triburion (by preporer): L^g. Fin., Legislative Sponoor, Requestor, O M B /D B R , Gov. Legis. O fc., & Imp&cted Agoncy(ioo).

R.v 10/7/91 •/—, / ^ P«geJ_
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(7) x .O U S E  C O M M IT T E E  R E P O R T
Date Referred: March 6, 1992 FURTHER REFERRALS: LABOR AND COMMERCE

Date of Committee Action: ^ ^ ^

The HEALTH. EDUCATION AND SOCIAL SERVICES Committee considered: SB 313

SENATE BILL NO. 313 INSURANCE FOR PHENYLKETONURIA (PKU)

"An Act relating to insurance coverage for the treatment of phenylketonuria."

RECOMMENDATIONS: 
be replaced w ith ________

] have attached amendments(s) 
‘H'dci pass 
] do not pass 
] no recommendations 
] individual recommendations 
] additional referral to th : ____

( ] the same title 
J  ] a new title

Committee

ADOPTS: letter of Intent

ATTACHES NEW FISCAL NOTE(s):

[ ] fiscal im pact____________________

(Dept) APPROVES PREVIOUS: 

[ ] fiscal no te(s)______

(Dept/Date)
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Copies o f  minutes l i s t e d  below were o r ig in a l ly  included 
in  th is  f i l e .  The minutes are a v a ila b le  on the STAIRS 
database CMPR. In order to save space cop ies  o f  minutes 
have not been l e f t  in  the f i l e s .

Mary Van Nimwegen
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