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Was it Batten disease ?
BY JANICE ASP
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Lommaryd C:6 (1861-1882) Bild 236, (picture from Arkiv Digital). The text to the right says that Emilia had had epilepsy and
been blind since she was 8 years old.

George Swanson was the maternal
grandfather of my mother-in-law,
Eleanor Carlson Asp. His birth was
February 24, 1848, in Sweden. The
place was Sodra Ralingsas Norrgard
in the parish of Lommaryd in the
county of Jonkoping. Named Goran
Peter, he was the youngest of 10 child-
ren born to Swen Persson and Anna
Gustava Ingesdotter.

It was easy to trace this family in
the clerical surveys, since all the chil-
dren were born in the same place
beginning in 1824. It was noted that
child 2, Johanna Gustava born 1826,
and child 3, Christina Charlotta born
1828, were listed as blind in their
teen years. Child 9, Emilia Eva So-
phia born 1845, was also listed as
blind. All three girls died as young
adults: Johanna in 1850, Christina in
1845, and Emilia in 1866.

When I showed the information to
my mother-in-law, we wondered,
what could have caused this? She
sent a copy of the extensive death
record for Johanna to her cousin in
Odeshog, Sweden.

The following is Paul Karlsson's
1980 translation: "As a child she had
a healthy body and a sensitive soul,
but when she was five and going to
begin to read she had weak eyes,
(which is) why she never was able to
learn the ABC book and the little
catechism. In her twelfth year she
came down with epilepsy, which

caused damage to her memory and
nervous system. The power of com-
prehension diminished gradually, but
the sensitivity increased sometimes.
She mourned very much a dead
younger sister. A lot of crying
weakened her eyes even more. Eight
years ago it became increasingly
darker for her and she became
completely blind. Help was im-
possible. Once a month the con-
vulsions pained her and laid her in
bed for ten days. At the end she lost
consciousness." Epilepsy (fallande-
sot) was listed as the cause of death.

The explanation of the
medical problem
Eleanor was working in the medical
field and was very concerned. She
could not find anything in the medi-
cal books. There was nothing here in
the family medical history.

I volunteer at a Family History
Center on Saturdays. I mentioned it
to my co-worker, Kathy Wright. She
told me to look up Batten disease on
the internet. I did. I printed off many
pages. When I read them it reminded
me of the death record translation.
Beginning at age 5 to 10, vision
problems and seizures show up in a
normal child. Overtime, children
suffer mental impairment, wors-
ening seizures, and progressive loss
of sight and motor skills. Eventually

they became blind, bedridden, and
demented. It is fatal. Death occurs
in the late teens or early twenties.
Johanna was 24, Stina was 17, and
Emilia was 21.

What is this disease?
Batten disease is a disorder of the
nervous system. It occurs only when
a child inherits two copies of the
defective gene, one from each parent.
It is uncommon in the United States
but more common in Sweden. Kathy
knew about it because she helps a
family with three children who have
the disease.

I do think that George Swanson's
three sisters may have had Batten
disease. Sometimes the mysteries of
genealogy are resolved by talking
with others who just might have a
suggestion for you.

The author is
Jan Sokody Asp
441 Adams St Elgin, IL 60123
E-mail: Jasp441@gmail.com

Editor's note: According to the Swedish
Board for Health and Welfare (Socialsty-
relsen), 2-3 children are diagnosed every
year. There are 5 persons with this illness
per each million in the population. There
are some 40 people with this illness in
the country now.
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