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SENATE BILL NO. 313 

IN THE LEGISLATURE OF THE STATE OF ALASKA 

SEVENTEENTH LEGISLATURE - FIRST SESSION

BY SENATOR STURGULEWSKI

Introduced: 5/21/91
Referred: HES, Finance

A BILL 

FOR AN ACT ENTITLED

1 "An Act relating to insurance coverage for the treatm ent of phenylketonuria."

2 BE IT  ENACTED BY TH E LEGISLATURE OF TH E STATE OF ALASKA:

3 * Section 1. AS 21.42 is amended by adding a new section to read:

4 Sec. 21.42.375. COVERAGE FOR TREATMENT OF PHENYLKETONURIA, (a) An

5 insurer authorized under AS 21.09 to offer, issue for delivery, deliver, or renew an individual or

6 a group disability insurance policy for major medical coverage on an expense-incurred basis in

7 the state, or a hospital or medical service corporation authorized under AS 21.87 to offer or

8 renew a group contract for major medical coverage in the state, must provide coverage for the

9 formulas necessary for the treatment of phenylketonuria. This subsection does not apply to

10 (1) a Medicare supplement insurance policy;

11 (2) long-term care insurance;

12 (3) an insurance policy regulated under 5 U.S.C. 89 or 42 U.S.C. 1395mm;

13 (4) an insurance policy that provides services or reimbursement exclusively for

14 optometric or vision care, dental or orthodontic care, podiatric, ambulance, mental health, or

SII0313a -1-
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1 chiropractic care;

2 (5) an insurance policy that the director has, in writing, determined should be

3 excluded from this subsection.

4 (b) The insurer or service corporation providing coverage under this section may impose

5 reasonable contract limitations but may not refuse coverage based on a preexisting condition of

6 phenylketonuria or require that the insured or subscriber pay a higher deductible or copayment

7 for the cost of treating phenylketonuria than for the cost of treating another condition or illness.

8 (c) In this section

9 (1) "copayment" means the portion of the cost to be paid by the insured or

10 subscriber in excess of the deductible;

11 (2) - cost" r.eans the lowest of the following:

12 (A) the actual charge for the treatment received for phenylketonuria;

13 (B) the usual, customary, and reasonable charge for the treatment as

14 determined by the contract of coverage; or

15 (C) the charge agreed to by contract between the provider and the insurer,

16 hospital service corporation, or medical service corporation;

17 (3) "deductible" means the portion of covered costs that must be incurred before

18 benefits become payable;

19 (4) "long-term care insurance" has the meaning given in AS 21.53.200;

20 (5) "major medical coverage" means a disability insurance contract, or a

21 subscriber contract, that provides benefits for hospital and medical care with potential lifetime

22 maximum benefits for the insured or subscriber of at least $10,000.

23 * Sec. 2. AS 21.87.340 is amended to read:

24 Sec. 21.87.340. OTHER PROVISIONS APPLICABLE. In addition to the provisions

25 contained or referred to previously in this chapter, the following chapters and provisions of this

26 title also apply with respect to service corporations to the extent applicable and not in conflict

27 with the express provisions of this chapter and the reasonable implications of the express

28 provisions, and for the purposes of the application the corporations shall be considered to be

29 mutual "insurers":

30 (1) AS 21.03

31 (2) AS 21.06

$
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1 (3) AS 21.09. except AS 21.09.090

2 (4) AS 21.18.010

3 (5) AS 21.18.030

4 (6) AS 21.18.040

5 (7) AS 21.18.120

6 (8) AS 21.21.321

7 (9) AS 21.36

8 (10) AS 21.69.400

9 (11) AS 21.69.520

10 (12) AS 21.69.600, 21.69.620, and 21.69.630

II (13) AS 21.7S

12 (14) AS 21.90

13 (15) AS 21.42.345 - 21.42.365, and 21.42.375

14 (16) AS 21.89.040

15 (17) AS 21.89.060.

16 * See. 3. AS 21.42.375, enacted by sec. 1 of this Act, applies to individual and group disability

17 insuiance policies and hospital or medical service subscriber contracts entered into or renewed on or after

18 the effective date of this Act.
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& la £ k a  a te  le g is la t u r e

SENATOR
ARLISS STURGULEW SKI

S e n a t e

Mil C STREET, SUITE 550 
ANCHORAGE, ALASKA 99503 

(907) 561-7615

Whilt in Juneau 
P.O. BOX V 

JUNEAU, ALASKA 99811 
(907) -365-3818

V \

■-* r

MEMORANDUM February 5, 1992

TO: Senator Pat Pourchot, Co-Chairman
Senate Finance Committee

FROM: Senate Arlis
Senate District

.riiss S tu rgu lewskT"^) 
istrict F ^ ^

RE: SB 313 "An Act relating to insurance coverage for the
treatment of phenylketonuria."

Senate Bill 313 is now in the Senate Finance Committee. As it has no 
fiscal impact, would if be possible for the Senate Finance Committee to 
waive the bill. If it is not possible to waive SB 313, I respectfully 
request a hearing for the bill.

Senate Bill 313 was heard and passed out the Senate HESS Committee on 
February 4, 1992. It has three zero Fiscal Notes from the Departments of 
Health and Social Services, Administration, and Commerce and Economic 
Development.

I have enclosed a sponsor statement and packet of information for Senate 
Finance Committee members. If you have any questions on SB 313, please 
do not hesitate to contact me or Betty Hargrave on my staff.

T h a n k  y o u  fo r  y o u r  c o n s id e ra t io n  o f th is  re q u e s t.

Enclosures
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SB 313 "An Act re la tin g  to  in su rance  coverage fo r the  trea tm en t 
o f p h e n y lk e to n u r ia ."

Senate Bill 313 would amend state law by adding a new section to 
AS 21.<2 requiring insurers and hospital or medical service corporations 
that offer individual or group d isability 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 d iet 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 
Adm inistration, Division of Retirement and Benefits and the Department 
of Commerce and Economic Development, Division of Insurance.
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For an Act entitled: "An A ct r e l a t i n g  to i n s u r a n c e  c o v e r a g e  
for the t r e a t m e n t  of p h e n y l k e t o n u r i a . "

Sum m a r y

This b i l l  amends AS 21.42, The Ins urance Contract, b y  a d d i n g  
a new section, AS 21.42.375, C o v e r a g e  for T r e a t m e n t  of 
P h e n y l k e t o n u r i a .

AS 2 1 . 4 2 . 3 7 5  requires an insurer, a u t h o r i z e d  u n d e r  AS 21.09 
or AS 21.87, to p r o v i d e  c o v e r a g e  for the f o r m u l a s  n e c e s s a r y  
for the t r e a t m e n t  of p h e n y l k e t o n u r i a  ( P K U ) . This section 
does not a pply to

1. a M e d i c a r e  s u p p l e m e n t a l  i n s u r a n c e  policy;
2. l o n g - t e r m  care insurance;
3. an i n s u rance p o l i c y  r e g u l a t e d  u n d e r  5 USC 89 or

42 USC 135mm;

4. an i n s u r a n c e  p o l i c y  that p r o v i d e s  services or
r e i m b u r s e m e n t  e x c l u s i v e l y  for o p t o m e t r i c  or vision 
care, dental or o r t h o d o n t i c  care, podiatric, 
ambulance, m e n t a l  h e a l t h  or c h i r o p r a c t i c  care; and

5. an i n s u r a n c e  p o l i c y  that the d i r e c t o r  has, in
writing, d e t e r m i n e d  s h o u l d  be e x c l u d e d  from this 
section.

D i s c u s s i o n

PKU is a rare 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  in 
a p p r o x i m a t e l y  1 in 11,000 live births. T e s t i n g  for P K U  is 
r e q u i r e d  d u r i n g  the first week of life (between 48 hours and 
7 days of age) and is don e with  a s impl e h e e l  prick. C h i l d r e n  
w i t h  P K U  are u nable to m e t a b o l i z e  an e s s e n t i a l  amino acid 
(phenylalanine), w h i c h  is f ou nd in the p r o t e i n s  of most foods. 
To r e m a i n  healthy, c h i l d r e n  w i t h  PKU  m u s t  m a i n t a i n  a strict 
diet a n d  ingest a m i n e r a l  and v i t a m i n  e n r i c h e d  formula. If 
the p r o t e i n  i ntake is not s e v ere ly restricted, the b u i l d  up 
of p r o t e i n s  c ause s severe b r a i n  d a m a g e  a n d  m e n t a l  retardation. 
The use of specia l formul as and a c o n t r o l l e d  diet can p r e v e n t  
the e x c e s s  of p r o t e i n  in the i n d i v i d u a l ' s  b o d y  and the brain
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d a m a g e  can be prevented, a l l o w i n g  the individual an 
o p p o r t u n i t y  to d e v e l o p  normally. T h e r e  is an average of one 
n e w  P K U  infant d i a g n o s e d  y e a rly in the State of Alaska.

The D e p a r t m e n t ' s  Section of Maternal, Child, and Family H ea lth 
s p o n s o r s  P K U  g e n e t i c  c o u n s e l i n g  a n d  follow-up services 
(clinics) in A n c h o r a g e  (one in the s p ring and one in the 
fall) . E a c h  c linic is s t a f f e d  by a physician, nutritionist, 
social  worker, a n d  a genetics counselor. Currently, there are 
12 i n d i v i d u a l s  w i t h  PKU ut i l i z i n g  the servi c e s  p r o v i d e d  by the 
S t ate 's P K U  clinics. B e y o n d  the clinics, the PKU individuals 
are g i v e n  a m o n t h l y  b l o o d  test. The results of the b l o o d  
tests are f o r w a r d e d  to the A n c h o r a g e  G e n e t i c s  counselor, then 
d i s t r i b u t e d  to the P K U  i n d i v i d u a l ' s  pediatri cian.

In a d d i t i o n  to t he b l o o d  tests, the diets of PKU individual!

are m o n i t o r e d  on a m o n t h l y  basis. Special formula, for PKU 
individuals, serves the same h e a l t h  a nd life su stai n i n g  
p u r p o s e  that m e d i c a t i o n s  do for m a n y  o t h e r  diseases. The cost 
for f o r m u l a  and special foods vary d e p e n d i n g  on the child's 
age. O ne case of formula costs about $180. D e p e n d i n g  on the 
c h i l d ' s  age, they m a y  use two to t h r e e  cases of formula per 
month.

W i t h o u t  the special diet, the cost to the PKU individual is 
a l i f e t i m e  as a s e v e r e l y  m e n t a l l y  r e t a r d e d  citizen. The
f i n a n c i a l  cost to the State for i n s t i t u t i o n a l i z a t i o n  could
e x c e e d  a m i l l i o n  d o llars p e r  p e r s o n  o v e r  a lifetime. The cost 
of the f o rmula  is far less th an the cost of t r e a tment for the 
perman e n t ,  l o n g - t e r m  d a m a g e  c a u s e d  due to the lack of the 
s p e c i a l  diet.

M a n y  s ta tes require, by statute, that insurance  companies 
c o v e r  P K U  formula, one of w h i c h  is the State of Washington. 
M a n y  i n s u r a n c e  c o m p a n i e s  that serve A l a s k a  residents will not 
c o v e r  P K U  f o rmul a without the. s t a t u t o r y  requirement. Due to 
t he cost of the special diet to the family of a PKU 
individu al, e s p e c i a l l y  low- in c o m e  families, there is the risk 
t h a t  t h e  n e c e s s a r y  p r e c a u t i o n s  are not taken, t h ereby 
s u b j e c t i n g  the P K U  i ndivi dual to the risk of permanent, l o n g­
t e r m  damage.

P P - 9 2 - 3



T h e  D e p a r t m e n t  supports SB 313, w h i c h  will require  i n s u rance 
c o v e r a g e  of formula n e c e s s a r y  for the t r e a t m e n t  of 
p h e n y l k e t o n u r i a .

S B  3 1 3
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R e c o m m e n d a t  i o n

Peter M. Nakamura, MD, MPH, D i r e c t o r  
Di v i s i o n  of P u b l i c  H e a l t h

D a t e :

T h e odore A. Mala, MD, MPH 
C o m m i s s i o n e r

De p a r t m e n t  of H e a l t h  and Social Servic es

D a t e :



D I V I S I O N  O F  L E G A L  S E R V I C E S

LEGISLATIVE AFFAIRS AGENCY 
STATE OF ALASKA

(907) 465-3867 or 465-2450 
FAX (907) 465-2029 
Mail Slop 3101

M E M O R A N D U M  D ecem ber 10, 1991

\
SUB JECT: Sectional analysis (SB 313) ^

<*
TO: Senator Arliss Sturgulewski

FROM : M ichael F. Ford j i \  ■ / .
Legislative Counsel

The following is a section by section analysis of SB 313:

Section 1 - R equires insurers and hospital o r 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 o r 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 or 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 o.r the Act.

240 Main Street, Suite 500 
Juneau, Alaska 99801-2101

M FF:LM B
91-304.1mb



BROOK *  CANDY KE ISTOV ICH 
P .O .  Box 103383 

430 V. 89th A venue  
A n c h o r a g e ,  A l a s k a  99510 

(907) 344-6364

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  
l u n e a u ,  A l a s k a

Dea r  Sena  t o r t

We w o u l d  l i k e  to take  t h i s  o p p o r t u n i t y  to  e x p r e s s  o u r  s u p po r t  (or SB 313.

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 rn  A p r i l  13, 1989, w i t h  
P h e n y l k e t o n u r i a  (PKU). We f e e l  t h a t  we a r e  one  o f  the  l u c k y  p a r e n t s  to  h a v e  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 ,  w h i c h  i s  
c o v e r i n g  e i g h t y  p e r c e n t  (80$) o f  M e l i s s a ' s  m e d i c a l  and f o rm u l a .

T he  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  take  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  S250.00 a mon th  o r  $3,000.00 a y e a r ,  no t  t o  m e n t i o n  t h e  o t h e r
f oods  she i s  a b l e  to  ea t  I n  v e r y  l i m i t e d  q u a n t i t i e s .  Her food  budge t  a l o n e  i s
j u s t  abou 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 on ,  and m y s e l f ) .  W i t h o u t  t h e  i n s u r a n c e  c o v e r a g e ,  we d o n ' t  know 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 om p a n i e s  who do b u s i n e s s  i n  A l a s k a  to  c o v e r  p e o p l e  w i t h
PKU i s  a mus t !  We s u p p o r t  any B i l l  t ha 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 l

I f  we c a n  p r o v i d e  any o t h e r  s u p p o r t  f o r  SB 313, p l e a s e  d o n ’ t h e s i t a t e  to  c m l l
e i t h e r  C a nd y  o r  m y s e l f .  Thank  you f o r  a l l  y o u r  work!

S i n c e r e l y ,

B rook  B .  . 1 s t o v i c h



F e b ru a ry  3, 1992

Sheree Elliotc
HC03-8100-B

Palmer, Alaska 99645

RE: Senate Bill //313 - An Act Relating to Phenylketonuria (PKU)

Senacor Sturgulewski,

I am wricing you in support of the bill yor are introducing to the Scate 

legislature regarding insurance coverage for Phenylketonuria (PKU).

My husband, Tora^and I have a five year old daughter with PKU. When Morgan 

was born in Anchorage in 1986 I was employed at National Bark of Alaska,
My medical insurance is with Blue Cross. When it came time co purchase 

formula for Morgan I had to fight with Blue Cross to cover the cost of 
60%. I finally won. However, if the time comes when 1 choose co quite 
work, I will not have medical insurance. If I can not be sure that I 
— . 0 *« oomnanv to cover cht-special formula Morgan muse
have co insure she is a normal and hesitny cnixa * wi*. e j

keep employment with NBA just so my husband and I have insurance coverage 

on our daughter.

The number of children affected by PKU in Alaska is so small that ve 
wouldn't be talking more then pocket change for the insurance companies. 

Also, it should be noted chat most other states have already mandated 
insurance companies to cover phenylketonuria if they want to do business 

in their scate.

Your support to this bill is imperative. Please give it so that all 
health care policies, group and individual, will provide insurance coverage 

for phenylkeconuria in the scate of Alaska.

Sincerely,

Sheree Elliotc 
Thomas Elliotc

3 - S 9 -  J t / s ?



Mark and Pat Swank 
1000 Whitney Road 
Anchorage/ AK 09501

February 2, 1992

Senator Arliss Sturgulewski 
P.O. Box V 
Juneau, AK 99811

Dear Senator Sturgulewski:

Please accept this letter as our shew of support for bill #313, 

An Act Relating to Insurance Coverage for treatment of Phenyl­

ketonuria. We believe Alaska should join the bulk of the rest 
cf the country in mandating insurance companies to provide 

health insurance coverage for people affected by this birth 
defect.

The Ingalls family have been friends cf curs for more then ten 
years and we havn watched thorn go through the horror of being 
told they have a handicapped child and seen the joy this child 

has brought to them in his "normalcy". W e ’ve also seen the 
fight they've had to obtain health insurance coverage for 

Derek and feel that no one should have to go through that 
battle again.

We hope your concern and efforts in presenting this bill will 
be rewarded.

Mark Swank Pat Swank



Haleen Ingalls 
118 W. 10th Avenue 
Anchorage, AK 99501

February 2, 1992

Senator Arliss Sturgulewski 
P.O. Box V 

Juneau, AK 99811

Dear Senator Sturgulewski:

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

Act Relating to Insurance Coverage for Phenylketonuria". 
Alaska's laws need to reflect mcst of the other states and 

make insurance companies offer health care coverage for the 
children that are affected by this birth defect.

My grandson, Derek Ingalls, has PKU and we count our blessings 

every day that it was caught in time and that his family is 
able to get the medical foods he needs to keep him sound. I 
have seen his family struggle with the health insurance issue 
and shoulder the financial burden of his extra needs and know 
that it's a hardship that no one should have to bear alone. 

It's time we made the health 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 99311

Dear Senator Sturgulreski:

We are sending this letter to you to offer our support for bill 
#131, An 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 have 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 health 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 greatly apprciat.ed. 

Sincere y,

Jeff Cotton Paula Cotton



January 31, 1992
Lorell Bonnet
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 
Phenylketonuria".

I have been a neighbor of Derek Ingalls sincx before his birth 
and have had the pleasure of watching him grow into a happy, 

healthy, "normal" three year old. What a tragedy it would 
have been or be for him 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 make the insurance companies take the burdor. off the 

state and parents of PKU children. It's time they were made 
to take the responsible position of providing insurance cover­
age for the few children affected by this rare birth defect.



Senator Arliss Sturgulewski 
P.O. Box V 

Juneau, AK 99811

Dear Senator Sturgulewski:

I would like to add my 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 made to take the responsible stand on this matter 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,

A  o r
, i>• ] ̂

c m  i t  a h  - r t  r i " 7



/  9 ? 1  C i'6 / ^  I  * s / y

/1/7 cho.'ay,' fitc. y r ? u ? 
Dear /-Jĉ/cry
This letter is to ask for your support for bill #313 "An Act Relating to Insurance Coverage for the Treatment of Phenylketonuria". This bill was introduced in the spring 1991 session by Senator Sturgulewski and would require insurance companies to provide health insurance to people with Phenylketonuria, PKU, and to cover the medical foods necessary for their treatment.
Phenylketonuria is a rare birth defect that can cause severe mental re­tardation if the medical foods needed to control the phenylalanine level in the affected persons system are not used. It would be diastrous for a person with PKU to be denied health insurance and coverage for their med­ical foods. This would not only affect them and their families, but also the rest of the state by costing us millions of dollars in special education and/or institutional care fcr an untreated person with PKU. This would be money out of all of our pockets'. To mandate insurance companies to cover the required formula and health care on their policies would only cost them three to four thousand dollars per year per PKU applicant as the medical food is the only additional expense needed for a PKU person. Certainly, this amount is not enough to even put a dent in the insurance companies coffers since only one in fifteen thousand babies born has PKU. This would be enough, though, for someone with a marginal income to take themselves out of the workforce and have the state pick up the additional expense of medical foods and welfare costs if they found themselves with a PKU child and no'health insurance coverage. This, again, would be a severe draw on "our" pockets.
Most other states have already passed similar bills and I hope Alaska will take the same stand. Insurance companies need to be made to take the respon­sible position of providing health insurance coverage for Phenylketonuria and its required foods on both group and individual policies.
Sincerely

(jti) IS JoP i’.sVp-
nflt' Citudx'ifj d
A ’f h ,  o n ? n .




