


FURTHER: FINANCE

Mr. Speaker: HEALTH, EDUCATION &
The Committee on SOCIAL SERVICES_______________has had C,B 737______________
"An Act making a s p e c ia l  a p p rop r ia t ion  to  the Department o f  Health  
and S o c ia l  S e rv ices  to  be used to  combat the causes and e f f e c t s  o f  
b i r t h  d e fe c t s ;  and prov id ing fo r  an e f f e c t i v e  d a te ."
under consideration and -(-a--Hva-joni-t-y--of-t-he--comnvi-t-t-ee) -(-the- commi-ttee-) 
reports 1t back with the following recommendations:

[ ] do pass [ ] do not pass

[ ] do pass with attached amendments(s)
[ ] same title

[ ] replace with CS for _________________________________________[ ] new title

and recommends ________________________

( 5 )

3 / 2 6 / 8 2  D a t e :  ___________________________________________

[ ] AND attaches a "Letter of Intent" [ New Fiscal Note

[ ■- } reports it back without recommendation

[ ] referred to t h e _________________________________________Committee

MEMBERS SIGNING MEMBERS HAVING
DO PASS OTHER RECOMMENDATIONS:

---
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SENATE BILL NO. 737

"An Act making a special appropriation to the Department of Health 
and Social Services to combat the causes and effects of birth defects."

This bill appropriates $100,000 to this Department that may be 
utilized over the next 5 years, for which will continue to enhance a 
birth defects counseling service. In the past, this program was initiated 
and continued for several years by the National Foundation for Prevention 
of Birth Defects. It is anticipated that we will have to find another 
source to fund this service as that voluntary organization has indicated 
that other priorities have emerged for their support.

The Birth Defects program provides services * anging from diagnoses 
or confirmation of diagnoses, management and counseling. The categories 
covered include genetic disorders, chromosomal disorders (e.g. Down Syn­
drome), environmental (e.g. fetal alcohol syndrome) and those syndromes 
and malformations of unknown origin. They also receive many requests 
for information regarding amniocentesis, sickle-cell screening, drug 
exposure during pregnancy, etc.

The needs for services are rapidly increasing. The March of Dimes 
Birth Defects Foundation estimates that 1 out of 12 babies born has a 
significant birth defect. In Alaska during 1981, the Department of 
Vital Statistics recorded approximately 9550 live births, which statis­
tically could represent almost 800 babies with significant birth defects. 
This 1s twice the number they can see in one year. A viable contracting 
mechanism has been established with the University of Washington using 
available Federal funds in addition to Foundation money. Federal funds 
are not available for FY 33 or beyond. This mechanism serves four 
cities in Alaska every two to four months. A continuation level would 
require close to $50,000 per year. An expansion of the frequency and 
geographic availability of this service would require the expenditure 
of some additional funds.

This service is considered by the Department to be a much needed 
preventive and cost effective program.

POSITION

Division of Public Health

Approved by:

Department of Health and 
Social Services

Date:



FISCAL MOTE

THE LEGISLATURE OF THE STATE OF ALASKA
TWELFTH LEGISLATURE

I . REQUEST
Bill/Resolution No. Senate Bill No. 737___________________________________
Title "An Act making a special appropriation to the Department of Health andmakinq

—  "'Senate "HtSS"

II,

Requested by.
Social Services to combat the causes and effects of birth defects." 

FISCAL DETAIL
Agency Affected Department of Health and Social S e r v i c e s _________
Program Category Affected HeaIth/Pub1ic Health 
BRU, Program, Or Subprogram(s) Affected Child & Family Health
(Note: If more than one budget component is affected, separate line-item 

amounts and funding for each component ;n the analysis section.)

EXPENDITURES (Thousands of Dollars)

FY 82 FY 83 FY 84 FY 85 FY 86 FY 87

1 0 0  FET.30NAL SERVICES 0 0 0 0 0 n

2 0 0  TRAVEL 0 0 0 p 0 0

3 0 0  CONTRACTUAL 0 0 0 0 0 0

400 COMMODITIES cr 0 0 0 0 0

500 EQUIPMENT
600 LAND & STRUCTURES

0 0 0 0 .  Q . . o
0 0 0 0 0 0

700 GRANTS,CLAIMS,ETC. ........... O '  ' 0 0 0 ...................0

TOTAL 0 0 0 0 0 0

FUNDING (Thousands of Dollars)

GENERAL FUND 0 '  ()
. . . .  . . .

0 0 o
FEDERAL FUNDS U (T~ 0 0 0 0

OTHER (Specify Source) U 0 rr~ ~ n - 0

POSITIONS

FULL TIME 0"' ■ -0- 0 0 0 8 ■ ■
PART TIME ~TT u 0 ’ 0 0 ( T

TEMPORARY or I) 0 0 . _Q____ 0

III. ANALYSIS (See Fiscal Note Preparation Instruction, Section III)

The $100,000 appropriation in this bill may be expended over a 5 year period

IV. DATE M rch 3, I9H2________ PREPARED BY £.S. Rabcau. H.D.____________
a g e n c y  JimLU-iiOiai-Uii S'SoLidl Serving

Originals legislative Finance PHONE 465-3QQQ_____________
cc i budget and Management

Trime Sponsor (First Legislator Named)
33-001 (Rev. 12/81)



JAY S. HAMMOND, Coventor

DEPT. OF HEALTH AND SOCIAL SERVICES POUCH H-OS
JUNEAU. ALASKA 99811-9976
PHONE: 4 6 5 - 2 0 3 0DIV IS ION OF PUBLIC HEAL TH

April 13, 1982

DOCUMENT NO. 143-82

The Hnnorable Michael Beirne 
Representative 
Alaska State Legislature 
Pouch V
Juneau, Alaska 99811

t*
Dear Representative Beirne:

In response to your staff's inquiries on SB 737 we have 
investigated the possibility of charging responsible third 
parties for genetic counseling services.

Indeed it is possible to get some reimbursement. For instance, 
genetics clinics in Washington State charge $30 for an
intake interview by a genetic associate and charge $40-70
for a physician's extensive or comprehensive evaluation. At
the University of Washington charges of $120 for an initial
visit and $60 for follow-up visits. Blue Cross will pay
these charges if, and only 1f , there is a patient who has
the disease or condition. In about half of the cases managed 
in these clinics is this the case.

In the other halfof the work load third party recovery would
be unlikely. Examples of these cases are families with 
repeated mis\arriages, families where there has been a death 
with congenital malformations or where a relative has a 
heritable disease. Much of genetic counseling is in this 
ca tegory.

Regarding travel expenses, we would have to negotiate this 
witn the Insurance carriers. In sum, billing of third 
parties for services under this appropriation is an a d d ­
itional source of revenue which we are willing to pursue.
It will not, however, negate the need for the appropriation.
The experience of genetic counseling services 1n other 
states indicates that only a portion of the necessary 
funding support will be recovered from third party billing.

Sincerely yours,

E.S. Rabeau, M . P .  
Di rector

ESR/DAS/sd

M - ’ TBLH



U n i v e r s i t y  o f  A l a s k a . F a i r b a n k s  t
Foirbonks, A 'oska 99701 

WAMI Medical Education Program 
January 2*, 1982

The Honorable Charles Parr 
The Alaska Senate 
Poi ch V
Juneau, AK 99811 %
Dear Charley:

Would you please give serious consideration to supporting legislation, 
based on the attached draft material, to maintain and strengthen a birth 
defects prevention and treatment program for Alaska?

Birth defects exert lifelong impairments for affected children. Medical 
understanding of these conditions has enormously expanded in the past tvo 
decades. Today over 600 syndromes are recognized. Most are individually rare 
but in the aggregate affect at least^A percent of all newborns— 500 infants in 
Alaska each year. * *

Because of the rarity and complexity of many of these problems, their 
management requires tbe services of physicians specializing in this area. Such 
physicians are only found in major medical centers. No such specialists are 
currently practicing in Alaska.

- An itinerant birth defects clinic program in Alaska vao initiated by the 
March of Dimes in the early 70s and has . »n supported by MfD thru a series of 
annual grants to the WAMi Program. The March of Dimes is no longer able to 
continue this support.

The Department of Health and Social Services has provided assistance as 
its resouces have permitted, largely turu the use of certain Federal funds 
which are now disappearing.

Both the March of Dimes funds and state funds have been used to partially 
support a birch defects specialist position thru the University of Washington 
School of Medicine, travel expenses for 7 to 8 itinerant clinics per year 
serving Ketchikan, Juneau, Sitka, Anchorage, Fairbanks and occasionally Bethel, 
and a trained coordinator in Anchorage.

The attached draft authorizing bill and budget are Intended to permit 
Department of Health and Social Services support of this program. Ihe alterna­
tive is expensive with disruptive and recurring travel to medical centers



U n i v e r s i t y  o f  A l a s  : a  

Senator Charles Parr Page 2 J a n u a r y  25, 1 9 8 2

outside of Alastca for the children and their families. This is o f t e n  at s t a t e  

expense. It is more cost effective to bring one or two specialists' t o  s u b­

stantial numbers of children, than to bring families to the s p e c i a l i s t s .  The 

added benefit of education, advice and training provided b y  t h e s e  i t i n e r a n t  

specialists to local school, medical and nursing, personnel f u r t h e r  c o n t r i b u t e  

to the day-to-day care of the children and assistance to the s e  f a m i l i e s .
I

I have initiated this modest legislative effort simply b e c a u s e  I a m  

convinr that it is in the best interest of the citizens of Alaslca. T h e  

pr ogram vL«ch I administer ant:tipatec no financial interest in t h i s  a r r a n g e m e n t .

Sincerely,

/bd

Attachment

W a y n e M y e r s ,  M.D. 

DirectVrT WAMI P r o g r a m

Distribution:

Senate 
Don Bennett 
Richard Eliason 
Vic Fischer 
Jalmar Kerttula 
Charles Farr 
Bill Ray
Arblss Sturgulewski 
Robert Ziegler

House
Michael Beirne 
Thelma' Buchholdt 
Terry Martin 
Mike Miller 
Joe Montgomery 
Sarah J. Smith

*'_tASL s» .ihmail
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FACT SHEET IN SUPPORT OF SENATT BILL 737

V

Each year since 1970 the March of Dimes has provided a grant to the 
University of Alaska to help develop genetics clinics,: general pediatric clinics, 
Ob-Gyn clinics and in-service professional education programs at least every two 
months in the larger communities throughout Alaska^ These are conducted by 
visit'ng medical professors from the School of Medi‘;^ne, University of Washington.

»

More recently this program has complemented, and has been complemented by, 
the WAMI program whereby first year medical students receive their training at 
the University of Alaska. Communities throughout Alaska have also benefited 
through the March of Dimes clinics conducted by these same visiting professors.
The savings in time and money to both programs has been great.

Needless to say March of Dimes volunteers throughout Alaska have also 
received excellent cooperation from the Department of Health and Social Services-

The continuation of the genetics portion of the March of Dimes' sponsored
clinics is in serious jeopardy because March of Dimes annual grants, this year
totaling $74,952 to the University of Alaska and to the Alaska Department of
Health and Social Services, were committed to three different clinic and
educational purposes before 1t was learned that funds from the National Genetics
Diseases Act would be cut off. * ’  — ,

The March of Dimes grant to the University of Alaska is, this year, committed 
mainly to the prevention of fetal alcohol syndrome, a condition whereby pregnant 
wo-.en who drink alcohol 1n excess run the risk of giving birth to seriously 
defective and mentally retarded children.

Another March of Dimes grant to the Department of Health and Social Services 
will finance an infant screening -ogram designed to detect congenital adrenal 
hyperplasia, a serious and usually fatal disease if not detected and treated at 
birth or very shortly thereafter. This newborn screening program involves the 
entire State of Alaska and will be used as a model to determine whether similar 
screening of newborns shor d be undertaken nationwide. It is reported that the 
highest TncrieriTe'-of THIS" Usease in the world (1 In 500 births) occurs among 
the Yupik speaking Eskimos.

Funds previously conuiitted for the March of Dimes' sponsored genetics clinics 
are currently comnitted (contracts signed) for the above and this was done before 
it was known that other funds, previously counted on, would not be available for 
the continuation of the genetics clinics which, for the past 12 years have become 
a very important part of the medical care services and educational services 
available to all Alaskans.

The passage of Senate Bill No. 737 will be a life saver 1n more ways than 
one, will prevent much suffering among Alaskans needing genetic services and will 
save literally hundreds of thousands of dollars 1n tax funds through the prevention 
of serious tlrth defects one case of which, over the lifetime of a single patient, 
can cost more than the entire amount of the requested appropriation.
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THE NATIONAL FOUNDATION-MARCH OF DIM~S 

REPORT OF PROGRESS UNDER MEDICAL SERVICE G R A N T

University of Alaska

\

Fairbanks A K

Grantee Institution ; City

•

State

Wayne W. Myers, M.D. 'Northern-Alaska Chapter
Program Director * Grantor C h apter

Calendar year covered by chis Report: 1/1/81-12/31/81 +■

•

•

1. Describe briefly the extent to which the activities you planned to i n i t i a t e  o r  concinu*
under chis granc actually were carried out during the year cover< J by this report. - If 

the volume of services rendered can be expressed quantitatively, please d o  so, e.g. 

number o f patients by diagnostic category, initial visits, r e t u r n  visits, etc. or 

numbers served vith genetic services, prenatal care or o c h e r  service.

The itinerant genetics and birth defects program conducted s e v e n  c l i n i c  tours 

providing 59 physician-days of clinic sessions and seeing 308 p a t i e n t s  f r o m  183 

families. The number of patients seen this year increased 15Z o v e r  the 2 6 7  patients 

seen in 19t0. The latter figure similarly represented a 271 i n crease o v e r  the 210 
patients seen in 1979.

Professional education conferences for physicians, nurs e s  a n d  sp e c i a l  e d u c a t i o n  

teachers were conducted in conjunction vith each clinic tour.

Ia addition, the March of Dimes grant supported rne following e x p l i c i t l y  

educational activities. .Dr. Louis Gluck traveled frxa the U n i v e r s i t y  of C a l i f ornia, 
San Diego, to present a workshop on neonatal intensive care at t h e  A l a s k a  P erinatal 
Care Conference in Anchorage, and to present a training session f o r  p e d i a t r i c i a n s  

in Fairbanks, Kathe Dobbs, R.N. and Zane Brown, M.D. of the U n i v e r s i t y  o f  W a s h i n g t o n

presented workshops in Juneau and Fairbanks. Nancy Warren of C h i l d r e n s  O r t h o p e d i c  

Hospital, Seattle, spoke o n  genetic counselling at the A l a s k a  Y e a r  of P e r s o n s  with 
Disabilities Conference in Anchorage.



(b) The geographic area or population served: '

Continue to serve entire state of Alaska, 1 ..

(c) The location or time schedule for these services:

Ho change,

(d) The sources of referral used: ,
••

B o t h  public and physician outreach has been improved sin c e  the sta t e  o f  A l a s k a

h i r e d  a half-time genetics associate in Anchorage O c t o b e r  1, 1981, R e f e r r a l s  hav 
increased 25-30Z for the last 2 clinics of the year,

(e) The schedule ol charges, if any, lor cnese services:

No charges! no changes,

• •
(f) The composition of the professional staff engaged in r e n d e r i n g  these services:

Dr. Virginia Sybert of Childrens Orthopedic Hospital in Seattle h a s  b e e n  retained

on half-time salary through contract vith the state of tJLaska to p r o v i d e  

continuity of care, She participated in 5 of the 7 c l i n i c  tours.

3. What, in your view, are the major strengths or accomplishments of your pro g r a m ?

The itinerant specialist clinic program appears to be the only c o s t - e f f e c t i v e  

approach to providing highly qualified consultants to A l a s k a’s small a n d  w i d e l y  scatterei 

population, The state of Alaska is now assuming financial r e s p o n s i b i l i t y  for the 
program.

A. What weaknesses or deficiencies do you see in your program and what m e a s u r e s  do 

you suggest for improvement?

The itinerant program Is now well organized and smoothly running a s  we tu r n  its 

support over to the state of Alaska. We may be calling for support fr o m  the N a t i o n a l  

Foundation officers in addition to local chapters in this effort. *

5. Any additional comments?

Without the suppot of the National Foundation, the de v e l o p m e n t  and m a t u r a t i o n  of the 
birth defects program in Alaska would not have been possible.

The Foundation »hould, I believe, count this as one of its m a n y  s u c c e s s e s  in 

improving the health of American families.

(_ lOr *. f <3'— ^ • V o  vir

D a c e

• 1/30/76



ALASKA STATISTIC Jan. - Nov. 1981

^ *°“\ — • I>

Anchorage 

Fairbanks 

June a u  

Ke tchlkan 

Sitka

No. of 

Clinics

\

No. of 

Clinic 
Days

10

No. of 

/ Clin i c  

* ’ Vi sits
i  r

) NEW R E T U P N

97

10

25

6
U 6

24

1

37"

R F F E R R A L  S O U R C E

Anchorage

F a i r b a n k s

P h y s ic ia n s

85

10

-elf Agency R e turn

24

Ju n eau 22

K e c . h l k a n

S i  ka

8

2

127

* 0

3

16
_1_

4

1

37

1



D IAGNOSTIC CLASSIFICATION

GENERALS ’ 1 Diagnosis » 1 FAmily (except in cases v h e r e  are m u l t i p l e  • :

Lagnoses per fam i l y ) .’ Does not reflect total numb e r  o f  p a t i e n t s
seen.

Single Gene Disorder

Aarskog syndrome 1
Adrenal hyperplasia 1

Aniridia 1

Cleft lip/palate and 

• periorbital edema 1

Colobona 1

Cystinosis 1

Carrier (Duchenne

muscular dystrophy) 1

Ectopia leptis ’ 1

Ehlers-Danlos (III) 2

F r i e d r e ' t h’s Ataxia 1

Hemophilia* .* 1

Juvenile o n s e t‘diabetes

• raelHtus _ 1

Lyiphedema .4 distichiasis 1 

Marfan syndrome 3

MR* hypotonia, dysmorphic,

CHD, hernia, hyperexten­

sibility 1

Metaphyseal epiphyseal

dysplasia 1

Muscular dystrophy (? type) 1 

Myotonic dystrophy 1

Neurofibromatosis 5

Osteogenesis Imperfecta II 1 

PKU . 2

Renoglycosuria 2

Retinal disease 1

• Retinitis pigmt.ntosa 1

Sickle trait 2

Stargaardt's disease 1

Tay-Sach's screen 2

Tuberous sclerosis 1

Vaardenburg • 1

40

P o i y g e n l c / M u l t i f a c t o r l a l

• As thma 1
'Cleft l l p / p a l a t e  

Congenital h i p
1

d i s l o c a t i o n 1
Co n s titutional s h o r t •

stature 9
Diabetes m e l l i t u s

•
1

Hypospadias 1
Mental r e t a r d a t i o n 2
Psoriasis 2
Neural tube d e f e c t 2
Seizures • _ 3 _

. 23
* *

Chromosomal

Trisomy 21 3
14/21 T r a n s l o c a t i o n i
?/’Tra n s l o c a t i o n  D o w n f

syndrome 1
Turner syn d r o u e 3
Trisomy 18 1
Triploidy 1
Ring 22 

46XX/47XX-Hnar
1

47XXY 1
46XYp+ 1
48XXXX • “

Environmental
16

Mysoline d u r i n g  preg. 1
Radiation e x p o s u r e * 3
Cerebral p a l s y 2
In utero c o n s t r a i n t 1
Herpes e n c e p h a l i t i s 1
Fetal a l cohol s y n d r o m e 1
H y d r o c e p h a l y

Meeopic c r a n i o s y n o s t o s i s
Birth anoxia

Ricketts



Gen e t i c  E t i o lo g y  U n c le a r . Not G ene tic  Normal. C o n d i t i o n  R /0
Abnorra.1 arm m uscu la tu re  1
A s a i o t i c  band syndrome 1
A n t e r i o r  p laced  anus 1
A p la s ia  c u t i s  congen ita  (AD)* 1
Beckw ith syndrome (AR) 1
B eh av io r  p rob lems 1
B la d d e r .e x t r o p h y  1
C o n g e n i t a l  h ypo th y ro id ism  1
C o rn e l i a  de Lange 1
C y l lo som us  1
E s o t r o p i a  • 1
G ian t h a lx y  nevus 1
Hemangioma 5
H o lo p ro sen ceph a ly  1
K lip p e l-T ren aun ay -W ebe r  3
Marcus Gunn phenomenon 1
M ic ro cep ha ly  2
Moebius syndrome (AD) 1
Nevus o f  Ota 1
P ec tu s  excavatum 1
P o la n d ' s  anomaly (AD) 1
R a d i a l  u ln e r  s y n o s to s is  1
T ig h t  f re nu lum  1
U n i l a t e r a l  limb re d u c t io n

d e fe c t  1
U n i l a t e r a l  pulmonary

h y p o p la s i a  ‘ 1
U r e t h r a l  m a l fo rm a t ion  complex 1 
Cance * 1
U r t i c a r i a  pigmentosa (AD) 1

? D i a g n o s i s  3.

A ch ond rop la s ia  VS
Hypochond rop las ia  1

Hypothyr j id i sm  1
. L e ig h 's  encepha lopa thy 1

MR, R / 0  m e tab o lic  d is e a s e  1
Noonan VS Leopard syndrome 1
M ucop o ly saccha r id o s is  1
P s y c h i a t r i c  problems 1
Tuberous s c l e r o s i s  1
Tu rne r syndrome VS

N eu ro f ib rom a to s is  1
U r t i c a r i a  pigmentosa 1
Urea c y c le  a b n o rm a li ty  1
X - l i n k e d  men ta l r e t a r d a t i o n  1

12

Down syndromei 1
K 3 in e fe l t e r ' s '»  syndrome 2
H yp o th y ro id ism  . 1
Premature th e^ la rche  1
Head growth ±
Deve lopmenta l d e la y  1
P r a d e r -W i l l i  ssyndrome 1
F a i lu r e  to t h r r i v e  1
Peu*z -Jehge r 1

Other
M u lt ip le  m is c a a r r ia g e s  3
Advanced ru t e rm a l  ag e  2
I n f e r t i l i t y  1

6

Unknowns- ■ ■ • •
▼

Sec page 4

* ■ (AD) (AR) Cases have been 
re p o r te d  t v l t h  th eae  modes 
o f  in h e r i l t e n c e  i n  the  
l l t e r a t u r r e .  7 e t i o l o g y  I n  
ouc c a s e s i  above .



U nkn o v n s

Vertebral anomalies, fecial assynmetry, microophthalmia 
MR, precocious puberty

Craniosynostosis, polydactyly, syndactyly, situs inversus 

Triphalangeal thuobs, short forearms, pyloric stenosis, hypcsTpadiaa 
Anal atresia

Cystic kidneys, rudimentary bladder, bicornate uteri:"*,', dupl. *.vagioa 

Short stature and delayed puberty *-» »

H e m i a ,  cryptorchidism, bilateral dislocated hips,'hypospadlaas 

♦ Short stature, club foot, M S  *

Hernia, omphalocele, dysmorphic facies, scoliosis, cranlosynocstosls

Nystagmus, microcephaly, micrognathia, microphallus

Microcephaly, IDCR, short stature, MR, dysmo*»phlc facies

Developmental delay and hypodontla

Absent right rhumb

G e n u v a r u a

Sensorineural hearli g loss S seizures 

Mental retardation

Dysmorphic .acies, pulmonary stenosis 

Short stature

Congenital heert block and genitourinary abnormalities 

Sensorineural hearing loss 

Choanal atresia and mental retardation 

Hydranencuphaly, large tars, abnormal scrotom 

Developmental delay, hydrocephaly, dysmorphic facias 

Dev. delay, dysmorphic, overlap of toes 2 & 3, tapering flnger*a 

.Dysmorphic, fixed joints, synostosis, motor de'ay .*

Devi delay, minor dysmorphic facies, ear abnormalities



PKESiNliD JY: 

DATE:

PLACE:
FEE:

Kathe Dcbbs, R.N. end Zane Brcwn, M_:D.
Regional Perinata l Care Program, University cof Washington
Friday, October '9, 1981 
Saturday, October 10, 1981 

Self-assessment quiz
10:30 a.m. 
9:00 a.m. 

I*1: 30 p.m.
41:45 p.m. 

12\*30 p.m. 
1: :30 p.m. {may be taken 1

Chandler tocc., Fairbanks .viecorial Hospital
•“ •  » H

None TO REGISTER: C a l l  '452-8181 , ext 503
SG-ZDULE CF TOPICS:
October 9 -  Introduction t o  Monitoring ( fo r  those new to  fe r ta l  ccn itor ing )  Prcrature Labor 

• Antepartum Fetal Assessr»*..it
Vtorkshop A -  S t r ip  Interpretation -  Antepartum Tlracinge
Workshop B -  S t r ip  Interpretation -  Baseline an-d V a r i a b i l i t y  DcarobMechanics o f  Monitoring a d  Fetal Arrhythmia

October 10 -  Labor and Implications for  the Fetus
Workshop C -  S tr ip  Interpretation -  Periodic Q kjt  ts
Workshop D -  S tr ip  Interpretation -  Decreasing JTetal Reserve withPeriodic Changes 
Str ip Interpretation -  Your Cases -  Stun? the E . jq*r t l

N3TC: Workshop portions w i l l  have two presentations: one fear the beginning
level , one for advanced. Please indicate which level 1 you e re  pUm.ing 
to  part ic ipate in when registering.

Physicians and nurses axe invited to  attend.
1YH  .lurses are urged to schedule t i r e  o f f  with the ir  Head Nmrae o r  Supervisor.

C I A R P  cred it  hes been applied for .



THE NATIOWA* F O U N DATION-MARCH OF D I M E S  

REPORT O F  PROCRi'SS UNDER MEDICAL S E R V I C E  GRUU J T
•

•
•

•
•
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1. D e s c r i b e  b r iefly che extent: to w h i c h  the activities you plannecd co i n i t i a t e  o r  continue 

under this franc actually w e r e  c a r r i e d  out during the y e a r  covtered by this r e p o r t . *  If 

the v o luaa of services re n d e r e d  c a n  v e expressed quantitatively?, p l e a s e  d o  so, e.g. 

nuober o f  pa c l e n c s  by d i a g n o s t i c  category,' initial visits, retuirn v i s i t s ,  etc. or 

nuobcrs served w i c h  g e n e t i c  s e r v i c e s ,  prenatal carc or o c h e r  searvlce. *
*

The March of Dines has heen a driving force In Initiating ge?net1c services within 

the Pacific Northwest. They have initiated funding in support o f  diagnostic facilities
m

to evaluate children with congenital defects, the counseling of families with generic 

diseases, the diagnostic and treatment programs for Children with meteholic disorders, 

and an educational program to the professional and lay community u f  the region;

The current grant ha* supported this program by funding part, o f  a physicians salary 
and by supporting a genetic associate. The funding of these po s it ion s  has ajlowed the 
above mentioned goals to he achieved In a highly organized manner* and within the frame­
works of an academic discipline at a major University.

The gra.it allowed for services to be extended to the CMldrern's Orthopedic 
Hospital 1n Seattle and for the development of regional clinics w?1th1n the Pacific North­
west. These regional clinics were established at Spokane and Taccoae, Washington and 
more recently et Walla Walla a id Yakima. As a regional extensloni of genetic se rv ices , 
the program provides consultative services to the State of Alaskai. Such services have 
been provided to the cities of Anchwtage, Fairbanks, t'jneau, Ketc:h1kan, and S ltke on a 
routine ard scheduled basis. Two physicians trained 1n Medical Giemetlcs spend one week



every other month in the State of Alaska at the above mentioned cities? On

* • 

those visits they offer diagnostic expertise to the physiciains of the region

who request their genetic expertise. Laboratory support in rqrtogenetics

and metabolism remain centralized In Seattle with specimens Ibeing sent from
f

Alaska to the appropriate laboratory. As part ,01 the prograno 1n Alaska, an
#

educational componen is a strong contributing arm. Advancecd announcenents 

of the consultants visit are made by newspaper articles er sihort announcements 

on television programs. The visiting geneticists offer a wicde ranging

educational interview with one of the public rewspapers or tee1*vision stations

• •

in support of the birth defects and genetics program.

The strength of the program is the concept that speciallize genetic and

perinatal services can be centralized within a tertiary care center, bTit with

coordination, dedication, commitment, and clinical support tco a large region.

It is our belief that this can be achieved at minimum expense* and in an

* .
effective manner through professional connitment to the ccnceipt of regional 

responsibility. To this end, we believe we have been successful and have 

developed a model program in offering genetic services to the; Pacific Northwest'.

The actual number of families receiving assistance from this grant 

during 1981 are as follows:

I. S e t t l e  Area

A. Children's Orthopedic Hospital Genetics Clinic: 301 families

B. University Hospital Genetics Clinic: 151 families

C. Biochemical Genetics Clinic: 118 families

D. Prenatal Diagnostic Clinic

1. University Hospital: 704

2. Swedish Hospital: 364

TOTAL 1068



II. Regional Clinics VMtMn the State of Washington

-j*

1. Spokane Genetics Services: 169

Prenatal Diagnostic Services:„ _83

TOTAL 252

2. Tacoma Genetics Program: 66

Prenatal Diagnostic Services: 50

TOTAL 116

fami 11es 

fami 1i es

j

families
A f

fami 11es

3. Walla Walla Genetics Program: 103 families

familiesPrenatal Diagnostic Services': 

TOTAL

24

127

III. Clinic Sites Within the State of Alaska

1. Anchorage 

12 clinic days: 158 families

2. Fairbanks 

3 clinic days: 22 families

3. Juneau 

3 clinic days: 32 families

4. Ketchikan 

♦ 2 clinic days: 10 families

*>. Sitka
«

1 clinic day: 7 families

2. Explain briefly any changes made during the year In

(a
(b
!c
id

[e

if

♦he kinds of services rendered under this grant;
the geographic area or population served;
the location or time schedule for these services;
the sources of referral used; .
the schedule of charges, 1f any, for these services;
the composition of the professional staff engaged 1n rrenderlng these
services;

Several significant changes were made during this years tgrant period:

(a) Dr. Judith Hall has moved to University of British (Columbia 1n 
• •

Canada. Her loss represents a significant loss of xlinlcal skills



that are available to our program. She represented very dynamic

and high quality force for the region.

(b) Dr. Virginia Sybert has assumed the responsibility foir coordinating

genetic services to the State of Alaska. ■One-half of? her salary 1s

funded by the State of Alaska to assist with th.s prooqram. She
$

participates in each visit to Alaska and selects an appropriate 

genetic specialist to assist her with these visits. iWe anticipate 

continued support from the State of Alaska for this a<spect of the 

program,

Those individuals who served as consultants to Alaska duning 1981 consist

of the following:
• •

Dr. Thomas Bird 
Associate Professor 
Division of Neurology

Dr. Peter Byers
Assistant Professor
Department of Medicine/Biochemistry

Dr. Judith Hall 
Professor
Department of Medicine/Pediatrics

Dr. Arno Motulsky 
Professor
Department of Pediatrics

•

n *. Roberta Pagon 
. sistant Professor 
Department of Pediatrics

Dr. C. Ronald Scott 
Professor
Department of Pediatrics 

No visiting faculty was used during 1981.

Postdoctoral fellows In Medical Genetics participate 1n t:he clinical 

services and offered consultative assistance under faculty gulldance as 

participants 1n the regional clinics. Participating fellows ffor 1981:



Dr. Susan Cassidy 
Dr. Philip Chance 
Dr. Robert Hueller 
Or. Jack Jung
Dr. Margot Van Allen • ‘
Dr. Jeff Hurray f

• /  •

3. What, 1n your view, are the major strengths, or accomplishmnents of your 
program? *

The strength of the program has been the 1nterd1sc1plinar^y nature and

qua' :y of the clinical faculty. We have been fortunate in hanrlng a well

organized and centrally Integrated program In which the m e m b e r s  work well

together and have been supportive of the service needs of the region. We

have a sophisticated and supportive medical community that has; been receptive

to receiving genetic Information for Improving the quality of (care forv their

patients. A significant administrative concept has been that rof "1n place"

clinics under the direct medical supervision of local physlclains who take

the responsibility of supervising the regional clinics. The Ulniverslty
»•

personnel serve as "consultants" to the clinics. In this manner, local 

control for patient referral remains at the direction o* the c o n m u n i t y  with 

the University personnel only offering advice and assistance ais requested.

4. i/hat weaknesses or deficiencies ' * you see in your programs, and what 
measures do you suggest for improvement?

The major problem in offering genetic services are the fi nancial con­

straints that exist 1n offering time depe* *ent. nonprocedure ojrlented medical
• *■ 

services. With the decreasing availability of federal funds a»nd the
• • 

shifting of money into the "block-grant" concept, we once agalin will need

strong support at the local level to assure continued support for genetic
9

serv ices.

__________

Signature of Program Director Da:te
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News Release
f
i

c o n t a c t s  Marc-tha K o n g s h a u g  

9 1 4 4 - 4 2 8 - 7 1 0 0

F O R  I M M E D I A T E  R E L F A S E  
( m a i l e d  Feb.. 25, 1 9 8 2 )

E x p a n d e d  m e d i c a l  i n s u r a n c e  c o v e r a g e  t o  i n c i l u d e  s e r v i c e s

r e l a t e d  t o  g e n e t i c  i l l n e s s e s  is b e i n g  s t u d i e d  b y  thee B l u e  C r o s s
\ ,

a n d  B l u e  S h i e l d  A s s o c i a t i o n s .

T h e  o n e - y e a r  s t u d y  is b e i n g  s u p p o r t e d  b y  g r r a n t s  f r o m  t h e

M a r c h  o f  D i m « s  B i r t h  D e f e c t s  F o u n d a t i o n  a n d  b y  t h e  B u r e a u  o f

C o m m u n i t y  H e a l t h  S e r v i c e s ,  D e p a r t m e n t  o f  H e a l t h  a n d  H u m a n  S e r v i c e s .

S u p p o r t  f o r  c o u n s e l i n g  s e r v i c e s  f o r  i n h e r i-.ted d i s o r d e r s  

s u c h  t i  D o w n  S y n d r o m e ,  s i c k l e  c e l l  a n e m i a ,  o r  T a y  S i a c h s  d i s e a s e

9

n o w  c o m e s  c h i e f l y  f r o m  M a r c h  o f  D i m e s  a n d  p r o g r a m s  a a d m i n i s t e r e d  b y  

H E S .  I h o s e  a g e n c i e s  a r e  f u n d i n g  t h e  s t u d y  t o  i n v e s t i g a t e  t h e

p o s s i b i l i t y  o f  p r i v a t e  r e i m b u r s e m e n t  t h a t  w i l l  r e m o w e  f i n a n c i a l
%

b a r r i e r s  t o  o b t a i n i n g  g e n e t i c  s e r v i c e s .

T h e  $ 1 8 1 , 9 6 8  s t u d y  w i l l  f a c u s  o n  p a y m e n t s  :for s c r e e n i n g

a n d  d i a g n o s t i c  w o r k  for a h o s t  o f  g e n e t i c a l l y  t r a n s m i t t e d

d i s o r d e r s .

C o v e r a g e  t o  i n c l u d e  c o u n s e l i n g  s e r v i c e s  fo;r p r o s p e c t i v e  

p a r e n t s  a t  r i s k  o f  t r a n s m i t t i n g  a g e n e t i c  d i s e a s e  w : i l l  a l s o  b e  

i n v e s t i g a t e d .



" M a n y  i n s u r a n c e  p l a n s  d o  n o t  c o v e r  g e n e t i c  s e r r v i c e s  a t

aj.1, a n d  t h e r e  is l i t t l e  c o n s i s t e n c y  a m o n g  t h o s e  t h a t  d 3 o , - s a i d
1

D r .  A r t h u r  J .  S a l i s b u r y ,  M a r c h  o f  D i m e s ‘#v i c e  p r e s i d e n t  - f o r  m e d i c a l
i

s e r v i c e s .

A l t h o u g h  m o s t  g e n e t i c  i l l n e s s e s  a r e  r a r e ,  c o l l l e c t i v e l y

* #
t h e y  h a v e  a m a j o r  i m p a c t .  It i s  e s t i m a t e d  t h a t  3 0  p e r c e e n t  o f  

a d m i s s i o n s  t o  c h i l d r e n ' s  h o s p i t a l s  a r e  t h e  r e s u l t  o f  g e r n e t i c a l l y  

r e l a t e d  d i s o r d e r s  a n d  t h a t  s u c h  d i s o r d e r s  a c c o u n t  f o r  4 C 0  p e r c e n t  

o f  p e d i a t r i c  m o r t a l i t y .  A p p r o x i m a t e l y  4 . 8  m i l l i o n  A m e r i i c a n s  a r e  

r e t a r d e d  a s  a r e s u l t  o f  g e n e t i c a l l y  r e l a t e d  d i s e a s e s .

I n s u r e r s  h a v e  b e e n  r e l u c t a n t  t o  p a y  f o r  s c r e e n i i n g

s e r v i c e s  o r  f o r  t h e  s e r v i c e s  of n o n - p h y s i c i a n  g e n e t i c  c c o u n s e l o r s ,
• •

a c c o r d i n g  t o  D r .  V i n c e n t  H u t c h i n s ,  D i r e c t o r  o f  t h e  O f f i c c e  o f  

M a t e r n a l  a n d  C h i l d  H e a l t h ,  H e a l t h  S e r v i c e s  A d m i n i s t r a t i c o n .

• W i t h o u t  t h e s e  c o m p o n e n t s ,  t h e  v i c t i m s  o f  t h e s e  i l l n e s s e e s  w i l l  n o t  

ha've a d e q u a t e  i n f o r m a t i o n  o r  e x p l a n a t i o n s  o f  o p t i o n s  t o  m a k e  

e d u c a t e d  d e c i s i o n s  a b o u t  h a v i n g  a f a m i l y , - H u t c h i n s  s a i c d .

E a c h  y e a r ,  t h e  b i r t h  o f  g e n e t i c a l l y  h a n d i c a p p e c l  c h i l d r e n  

i n  t h e  O . S .  c r e a t e s  a f u t u r . c o m m i t m e n t  t o  c u s t o d i a l  c a r r e  o f  m o r e  

t h a n  S 2  b i l l i o n .  D r .  H u t c h i n s  n o t e d  t h a t  " i n s u r a n c e  c o v v e r a g e  f o r  

s c r e e n i n g ,  d i a g n o s t i c  a n d  c o u n s e l i n g  s e r v i c e s  w i l l  m a k e  m o r e  m o n e y  

a v a i l a b l e  t o  s u p p o r t  s c i e n t i f i c  r e s e a r c h  i n t o  t h e  p r e v e r n t i o n  a n d  

t r e a t m e n t  o f  g e n e t i c  i l l n e s s e s . "

• M O R E



♦ *

3 -  B l u e  C r o s s

S c r e e n i n g  o f  p r o s p e c t i v e  p a r e n t s  w h o  m i g h t  b e  c a r r i e r s  o f

I
c e r t a i n  g e n e t i c  d i s o r d e r s  e n a b l e s  t h e m  t 6  k n o w  t h e  r i s k s s  o f  h a v i n g

I

a h a n d i c a p p e d  child b e f o r e  t h e y  c o n c e i v e .  A f t e r  conception,
j

d i a g n o s t i c  t e s t s  o f t e n  c a n  d e t e r m i n e  w h e t h e r  a c h i l d  h a i s  b e e n  

a f f e c t e d  b y  a g e n e t i c  d i s o r d e r .  I n  s o m e  i n s t a n c e s  t r e a r t m e n t  f o r  

t h e  d i s o r d e r  c a n  b e g i n  b e f o r e  t h e  c h i l d  i s  b o r n .

A m o n g  i t e m s  t o  b e  i n v e s t i g a t e d  a r e  w h a t  s e r v i c « e s  c o u l d  b e  

i n c l u d e d  u n d e r  a g e n e t i c  s e r v i c e s  b e n e f i t ,  h o w  m u c h  i t  v w o u l d  c o s t ,  

a n d  its m a r k e t  p o t e n t i a l .  T h e  s t u d y  w i l l  a l s o  r e v i e w  r e a l a t e d  

a d m i n i s t r a t i v e  i s s u e s .

T h o u g h  t h e  s t u d y ' s  i m m e d i a t e  i m p a c t  m a y  b e  t o  a i f f e c t  t h e  

c o v e r a g e  o f  t h e  B l u e  C r o s s  a n d  B l u e  S h i e l d  P l a n s ,  i n  t h e e  l o n g  r u n  

i t  c o u l d  s h a p e  c o v e r a g e  p r o v i d e d  b y  o t h e r  i n s u r e r s  a n d  f c e d e r a l  . 

h e a l t h  c a r e  p r o g r a m s .

* I I



For 12 years, a carefully planned program for the prevention ^  ca •
o f children with birth defects has been developed within the Sttate of

«Alaska. This program is now in jeopardy because of a sudden anid unexpected 
termination of federal funds to the Pacific Northwest. The losrs of this

If

orccran will result in significant costs to.t.le State of Alaskai for  the 
care o f  children with birth defects.

The pm ran  supports tne visits of pediatricians with speciial training 
in human genetics to assist with the diagnosis, management and counseling 
o f  chidrer. or families with congenital defects. These v is i t s  orften result 
in the prevention of progressive retardation in infants by spec ii f ic  therapy 
or in the prevention of further Children being born with serious.* and un- . 
treatable i llness through family counseling. During 1981, 250 f am i l ie s  sought 
assistance through this program 1n the c i t ies  of Anchorage. Fairbanks, Juneau, 
Ketchikan and Sitka. I f  only one child is prevented from becomirng a burden 
on the State, the savings is estimated at $800,000 over the l i f e - t im e  of 
that child 1n 1980 dollars.

The lo^s of this program would immediately Increase the mediical and 
transportation costs to Alaska citizens who would seek thi . serviice outside 
o f  Alaska. Worse s t i l l ,  would be the birth and suffering o f  smalll children 
with serious defects who would need the resources of the State tco ass is t  
with the ir  medical and custodial care. ** *

The infusion of $100,000 to carry-over the proanam is a sma'll price 
to prevent this financial burden.


	HHES81 SB 737



