FOD (Fatty Acid Oxidation Disorder) Family Support Group
Survey Detail - MCAD

April 20, 1999
year diagnosis total
sought  year age before/after -medical
case # diagnosis diagnosis diagnosed diagnosed death cost
29 MCAD 1982 1988 N/A after (6 year N/A
41 MCAD 1993 1996 5years before $ 1,200,000
42 MCAD 1995 1995 19 months before 600,000
53 MCAD 1986 1989 4years before 200,000
51 MCAD 1993 1994 8 months before 123,324
27 MCAD 1987 1988 18 months before 76,263
44 MCAD 1998 1998 2weeks before 75,000
52 MCAD 1997 1997 27 months before 75,000
28 MCAD 1997 1997 6 months before 65,000
39 MCAD 1998 1998 6 months before 65,000
18 MCAD 1992 1993 19 months before 63,000
38 MCAD 1997 1997 15 months before 57,000
40 MCAD 1997 1997 6 months before 56,941
19 MCAD 1997 1997 13 months before 50,000
54 MCAD 1994 1994 10 months before 45,000
43 MCAD 1995 1995 2weeks before 36,233
48 MCAD 1995 11 months before 35,000
16 MCAD 1995 1995 2years before 30,000
33 MCAD 1996 1996 lyear  before 30,000
17 MCAD 1995 1995 22 months before 25,000
15 MCAD 1992 1992 8 months before 22,440
36 MCAD 1993 1993 2years before 20,000
30 MCAD 1996 1996 N/A after 17,500
35 MCAD 1998 1998 2years before 15,250
23 MCAD 1996 1996 2 weeks before 15,000
25 MCAD 1985 1986 N/A after (1 year 15,000
49 MCAD 1990 1990 2years before 10,000
26 MCAD 1985 1988 4years before 6,000
13 MCAD 1994 before 5,000
14 MCAD 1993 before 5,000
24 MCAD 1986 1986 2weeks before 4,100
37 MCAD 1995 1995 2days  before 3,020
47 MCAD 1992 1992 1week  before 3,000
20 MCAD 1992 1992 1week  before 2,300
46 MCAD 1991 after 2,000
32 MCAD 1997 1997 11 months before 1,200
34 MCAD 1998 1998 10days before 18
45  MCAD 1998 1998 lweek  before 18
50 MCAD 1994 1994 birth before 18
21 MCAD 1989 1year  before -
22 MCAD 1996 1996 1week  before -
31 MCAD 1995 1997 N/A after -
total MCAD $ 3,054,624
average - MCAD $ 80385
FOD (Fatty Acid Oxidation Disorder) Family Support Group
Survey Detail - Other FOD's
April 20, 1999
year diagnosis total
sought  year age before/after -medical
case # diagnosis diagnosis diagnosed diagnosed death cost
5 LCAD 1990 1992 2.5 years before 800,000
62 VLCAD 1998 1998 5months before 500,000
9 LCHAD 1991 1991 6months before 370,000
10 LCHAD 1988 1995 7years before 275,000
57 TPD 1991 1998 7.5 years before 240,000
12 LCHAD 1994 1994 10 months before 200,000
59 VLCAD 1992 1992 4months before 150,000
63 VLCAD 1989 1997 N/A after (7year 131,211
8 LCHAD 1994 1995 N/A after (Lyear 130,000
6 LCHAD 1991 1991 7 months before 120,000
55 SCAD 1995 1996 8 months before 101,887
56 SCAD 1995 1997 3.5 years before 90,000
4 LCAD 1994 1994 17 months before 60,000
2 GAll 1993 1993 4years before 39,121
11 LCHAD 1995 1995 6 months before 33,000
7 LCHAD 1991 1995 N/A after (4 year 24,000
60 VLCAD 1997 1998 8 months after 6,000
3 HMG 1992 1994 15 months before 5,000
61 VLCAD 1993 1993 2weeks before 500
1 GAll 1996 1996 birth before 18
58 VLCAD 1999 N/A after (3 weel -
total other FOD's
average - other FOD's $ 155987
total all FOD's $ 6,330,360
average - all FOD's $ 137,617
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complications detail
DEATH

DD,
cerebral palsy/seizure disorder/Gtube
disabilities

comalcerebral palsy/hypoglycemia
seizure mental

lost kidney function
4XICUJ2 mos

hospitalization

coma for 1 week before diagnosis

brain damage/cerebral palsey/learning disabiliies
2 seizuresiweeklong coma/multiorgan failure
crisis episode/hospitalization/seizure disorder/PT
comalspeech and phy coord problems

none

hospitalization

none

fluctuating sugarsflethargy/coma reactions

2 hospitalizations
hospitalization with rotovirus
none

2 hospitalizations

DEATH
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complications detail
8 mos in ICU/128 ER admits in 4 years/c.

brigtu

y
cardiac arrest / fatty liver

brain
feeding &

delays

no
collapsed lung

DEATH

DEATH - pneumonia, heart failure

comatoselfat infiltration of muscle, heart, liver

only because began Tx AT BIRTH for SCAD

delayed muscle growth/gross & fine motor skills delay
extensive hospitalizations/iCU

no

hospitalization

DEATH - heart and liver failure
DEATH

metabolic crisis/acidosis/hypoglycemia

no complications but 3-month-old sibling died in 1987 - undiagnosed

DEATH! 3 days before death - enlarged heartliver/motor development delay

delays



