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Born a Celiac in Germany

Eighty-eight years ago, just before Christmas in 1921, | was born in a small apartment,
already several-centuries-old, in the center of the beautiful city of Dresden in Germany.
As my mother told me many years later, | was a sick baby. 1 did not learn to walk until 1
was two years old; then only with a limp for years. | ate a lot of bananas because
everything else would make me sick.

But my mother never told me that | had Zoliakie, the German word for celiac disease.
Someone had told her that babies who survive Zoliakie were in danger of getting the
disease again as adults. Then, it would always be fatal.

After World War 11, I did not see my mother for many years. My father had died of
cancer before the war started. My mother did not leave Dresden for quite a few more
years, even while Dresden remained occupied by the Russians after the war.

While | was growing up and going to

school in Dresden, from the fifth grade " ét hat cCor
on, English was being taught and soon officer was Lieutenant
became my favorite subject, which

contributed to a life-changing event after Arno Savage' In 19.49’
World War 1I, when Germany was he took me to America
divided into four Zones, the American, as his wife."

the British, the French, and the Russian.

Fate brought me to the American-

occupied Bavaria. Because of my knowledge of English, | found work as a secretary-
interpreter for the US Army. Civilians who worked for the US Army were entitled to one
free meal each working day. To all of us civilians, this was then worth so much more
than money.

In the spring of 1947, one of my duties was to interpret at a daily morning management
meeting between the commanding officer of a US ordnance unit and its German director
for the many local civilian workers. To make a long story short, that commanding officer
was Lieutenant Arno Savage. In 1949, he took me to America as his wife.

Life in the US and Japan

My first years in the US were full of surprises. | came from war-torn Germany, where
people still did not yet have enough food to eat. Almost everyone had to make do with
dressing in worn-out and mended clothing, even on Sundays. And here | found myself in
the victorious United States, where supermarkets were overflowing with wonderful food



and department stores were filled with fashionable clothing, etc. To me, this was
indescribably exciting.

Soon our two baby boys made us a family of four. Life could hardly have been better,
but change often comes in unpredictable ways. In the summer of 1950, while we were
living in New York, war broke out in Korea. My husband received orders to report to the
West Coast within a week. | still had not learned how to drive, but Arno managed to
drive the four of us in five days, mostly on roads that were not yet freeways, getting very
little sleep, to his mother’s home in California, and get himself to a troop ship on time.

To marry my American husband in post-war Germany, the laws required that | give up
my German citizenship. | was now a stateless person, a citizen of nowhere, but living in
Southern California. Luckily, | was married to a US military veteran and the mom of two
little Americans. Much to my never ending surprise, | was able to buy a brand new little
house, thanks to The Servicemen’s Readjustment Act of 1944 — commonly known as the
GI Bill of Rights. I bought it for $1 down. The house - in Azusa, California - was home
for the boys and me, while dad was still in Korea.

During that time, I also took citizenship classes to prepare for my US citizenship exam. |
passed the exam on October 26, 1951. In 1952, after Arno completed his tour of duty in
Korea, he arranged for our sons and me to board a US troop ship in San Francisco and
meet him in Japan. The family spent a glorious year there, with a full-time maid and a
houseboy who did all the heavy work.

Back in the USA

My husband’s next assignment was at a US Army weapons testing facility in Indiana.

One fine day, by then Captain Savage came home from duty with an amazing question:

“How would you like to go to Germany for

three years?” | just about fainted! | knew

o'How would you like Lhe:; t,)A\mericialdnshwhohhad malr(;ied Germar_ls

ad been told that they would never again

togoto Germany for . be assigned to the European Theater of

three yearsd | J Operations. Even though | got homesick

about fainted! now and then, | had given up all illusions

of going back to Germany as long as Arno

was in the Army. But the military and

political state of affairs in Europe had changed - West Germany was not the enemy

anymore, they were now an ally of the US. The Cold War was on and the US and West
Germany now had a new and common enemy — Soviet Russia.



Back in Germany

And so it came to be that | saw my mother again. However, something strange happened
first. At the beginning of 1956, my tummy went on strike. | had developed frequent
bouts of diarrhea, which made me lose weight and appear gaunt and tired. By the time
we got to Germany in May, | was not the picture of health. | arranged to pick up my
mother at a railroad station. When my mother saw me, she seemed truly shocked.
Without a word spoken, she turned around and started heading back to the train.
Unknown to me at that time, she immediately but silently suspected | had Zéliakie again.
After so many years, she was reuniting with her daughter, but a daughter who may not
live to see her sons grow up.

| finally got my mother to come with me, but it was by no means a happy reunion. She
recounted how sick | had been as a baby, but she could not get herself to say the word
Zoliakie during our entire visit. Unfortunately, neither of us knew at that time that a
crucially significant discovery — that celiac disease could be successfully treated with a
gluten-free diet — had already occurred.

Of all places, the treatment of celiac disease with the gluten-free diet was discovered in a
Dutch children’s hospital. The discovery, like many other medical advances, was based
more on observation and deduction than research. Toward the end of World War I,
bread was a scarce commodity in Holland, so potatoes and other vegetables took the
place of bread in the hospital patients’ diet. Interestingly, some of the frailer patients
who appeared in decline had remarkable recoveries. One of the hospital’s doctors had
long suspected that ingesting gluten could make a subset of patients sick. After the war,
he and several other Dutch doctors began a thorough scientific investigation into the
phenomenon. It took several years of study, but eventually the glorious gluten-free diet
became accepted and utilized to maintain the health of celiac patients all over the world.

| spent most of these three years in
Germany being sick. My condition was -
deteriorating - sometimes | could not even "My condition was de

get out of bed in the morning. Our family teriorating_ sometimes |

managed to take a few short vacations,
visiting other European countries that I could not even get out of

had never seen and wanted to see so badly bed inthe morming.

now. On one vacation, Arno and | and

another couple went on a short trip to

Paris. There were very few tourists in Paris then. Strangely enough, | was the only one
in our little group who absolutely wanted to go to the top of the world-famous Eiffel
Tower. That turned out to be a good thing, because | had a horrible bout of diarrhea
when | got to the top of that tower. The French have improved conditions up there by
now, but at that time, there was just a tiny, but rather visible potty. Luckily at that
moment | was up there all by myself.



At home, when things got real bad, I went to the local military clinic and was
prescribed medication for my diarrhea. | must have swallowed close to a gallon of
that stuff in the course of the three years in Germany. We lived in a nice apartment
house, and by now the boys were attending school. 1 had a part-time maid who kept
the apartment clean, so that | was mostly doing only the cooking. In my condition
that was hard enough. | was so thankful for the help I got — I really needed it. But all
that changed once we were back in the US.

The Last Two Years in the Military, Including a Long Hospital Stay

My husband’s final military assignment before retirement was at an Ordnance
Ammunition Command south of Joliet, Illinois. The facility was mostly manned by
civilians with a small group of Army officers as advisors. Our housing was a hundred-
year- old farmhouse, far from the nearest neighbors in the middle of large corn fields,
now part of the military grounds. All of us loved it there, but without help, my condition
again began to deteriorate. Frequent bouts of diarrhea, soon made housekeeping too much
work for me, and | again was forced to seek medical care. Following some tests, my
doctor arranged for my admission to the Great Lakes Naval Hospital in October of 1959.
This large hospital was about 85 miles north of our home. The family could only visit me
on Sundays, and it was a 2-hour trip by car each way.

| was admitted to the hospital with the
diagnosis of amebic  dysentery.

é¢he naval howital However, the hospital pathologists
hosted doctors and pre could not find any ameba, so many
fessorsé for conferences other tests were performed and
at which patients with medications  prescribed. With

| lexi excellent care and lots of rest, | did get
u_nusua . or perpiexing better and was sent home in November
diagnostic problems were of 1959. But after two weeks at home,

presented, My casewas doing my usual chores, | got so sick

presented twice" again that |1 was readmitted to the
hospital. During my six-month
hospital stay, | was readmitted once
more in 1960.

Several times a year, the naval hospital hosted doctors and professors from the nearby
universities for conferences at which patients with unusual or perplexing diagnostic
problems were presented. My case was presented twice. The doctors asked me all kinds
of questions about my health history, my life style and where | had lived. One thing that
impressed me at each conference was the older and apparently higher ranking physicians
in the front rows asked different questions than two young doctors who were sitting
farther back and kind of by themselves. Each time the doctors in the front row concluded
that I must have picked up some strange bug either in Europe or Asia.



One of the two young doctors in the back was Dr. William Lukash, who eventually
became my hero who saved my life. It just so happened that the Captain who was in
charge of the dependents’ ward where I was a patient, transferred to the newly built
hospital building, a high-rise, in February 1960. He apparently had noticed that one of
the young doctors, Dr. Lukash, a Lieutenant, was very smart, smart enough to take the
Captain’s place of being in charge of the dependents’ ward. The Captain was so right!

Diagnosed Correctly at Last

On his first day on duty in the dependents’ ward, Dr. Lukash paid me an early morning
visit. Even before any of the nurses or orderlies had come to my room, Dr. Lukash
arrived with some instruments and a saucer full of thick slices of butter. First he drew
blood, then he had me swallow one of the slices of butter. Again, before lunch he
repeated the procedure, and once more in the afternoon. Later, | discovered the true
reason for Dr. Lukash's unusual "butter protocol”. A certain Chicago university's
laboratory had a piece of testing equipment the naval hospital did not have. In order to
have me tested at the civilian lab, Dr. Lukash needed permission from the military
hospital's administration. He got the okay based on the results of those “buttered up”
blood tests!

A few days later, | was transported
to the university lab. | was given a

drink of peanut oil before being "And so, without realizing
connected (o some Jab equipment | it at the time, that litt le
ad never seen before. After a . ’ .
while, the procedure was repeated. nelghb_orhoc_)d pUb on a side
At lunch time everybody in the lab street in Chicago served me
left, without telling me what to do. thel ast oreal o6
| was getting hungry t0o, so | would eat for the next fifty
found my coat and waddled years "

through the building in search of a
cafeteria. No success, so finally I
left the building. In the same block
as the lab | saw a small pub, went
in and asked the bartenders if | could buy something to eat. Sure, they said, they could
make me a hamburger and | happily agreed. And so, without realizing it at the time, that
little neighborhood pub on a side street in Chicago served me the last “real” hamburger I
would eat for the next fifty years. Well, I’'ve managed to find some real good-tasting
imitations since.

Shortly thereafter 1 found out my corrected diagnosis: Nontropical sprue. It was not
called celiac disease yet, because celiac disease was considered only a children’s disease
then. | had never heard of either. When | asked Dr. Lukash if he had something in print
that | could read about this disease, he gave me a small booklet published by Eli Lilly and



Company. It was a copy of Physician’s Bulletin, Volume XXIV, Number 8, November
15, 1959. In it was an article entitled “One Man’s Wheat — Another Man’s Sprue?”
Over the years since, | have reread it several times, even though | cannot understand
everything in it. To this day, | cherish that little booklet and keep it with my most
important papers.

More About the Hospital

While | was hospitalized, several more unforgettable events occurred.

First, my husband Arno was frequently ordered to attend meetings at various locations he
was not allowed to talk about, and sometimes these trips took several days. But with me
in the hospital, he had to inform his commanding officer that he could not leave his
young boys alone at home overnight.

After he had been excused several times for that reason, Arno's commanding officer
asked his wife if she knew what was wrong with Mrs. Savage. All the officers” wives
conferred, but my situation remained somewhat of a mystery to them. So they turned to
the priest of a nearby Catholic church where some wives were parishioners. They asked
the priest if a special Mass could be held for my recovery. The priest granted their
request and the mass was performed shortly after Christmas 1959, while | was still in the
hospital. 1 had no knowledge of the
kindness of my fellow officers' wives or
that a mass was given for me until after

my last hospital discharge in March 1960. "I am a Protestant, sdahe

But not too long after the Mass was held, SR ;

it is a fact that Dr. Lukash was put in chaplaln d.ld not grve ”.”e
charge of the dependents’ ward, which did the last I'IteS. a (?athOIIC
lead to the proper diagnosis of my would receive m that

condition and my ultimate recovery. situation.”

The second and just as unforgettable

event occurred in early February 1960. By

then my condition had deteriorated markedly. My bed was moved to a room right next to
the nurses’ station and the hospital chaplain was notified.

The good chaplain came to my bedside and very kindly began to talk about the possibility
of me soon going to Heaven. | am a Protestant, so the chaplain did not give me the last
rites a Catholic would receive in that situation. However, | was not ready to give up my
life and die! | started crying and telling him no, no, no, no, that | had to go home, that I
had two little boys at home who needed me. My response to his continuing, kind, end-of-
life consoling became more and more determined and, yes, even unfriendly. Eventually,
the chaplain, not wanting to upset me further, wished me well and left the room. But that
was not the last time | saw him.



Three days into the gluten-free diet, | knew | was going to live. | felt better and stronger
with every passing day. In 1960 hospital patients were not discharged as quickly as they
are today. After eleven days on the gluten-free diet, I was able to walk rather normally. |
was considered fit for discharge and boy, was | ready to go home!

During those eleven days, | felt a very strong desire to thank the Almighty, so on Sunday
| put on my coat and looked for the hospital's small chapel. | got there right after a
service had started, and while standing at the entrance deciding on where | should sit, the
chaplain and | made eye contact, and then | heard him say something about making a
small change in today’s service. When he came to the part where he reads from the
Bible, I got the feeling that this had something to do with me. After I got home, | looked
through my Bible and found in Matthew 12:10-13 and in Mark 3:1-5 the story of Jesus
restoring a man’s withered hand, which the chaplain had read to us during that Sunday
service. Anyway, | was very glad that the chaplain got to see that | was up and around
and well on my way to recovery.

Cornbread from the Deep South

The story of my recovery - thanks to the gluten-free diet - spread quickly among the
patients in the dependents’ ward. Most of those who could walk came to my bedside to
hear more and ask if it was true

that I could never eat bread again.

One of the other patients, who

. . was from the Deep South, said
One of the other patents, who that her grandma baked a very
was from the Deep South, said good comnbread that did not have
her grandma baked a very good any flour in it. | asked her if she

- could possibly get me the recipe,
combread thadid not have any and she was able to do that just

flour in it" € To begin, half a before | was discharged. On the
pound of bacon wafsied in a cast way home from the hospital,
iron skillet. Thenlots of butter- Armo and | stopped at a grocery

. . store and bought all the
milk, egge ingredients listed in the recipe.

The next morning, after the boys
had left for school and Arno had left for duty, I went to work on this old southern recipe.
To begin, half a pound of bacon was fried in a cast iron skillet. Then lots of buttermilk,
eggs and corn meal were added. | wish | could remember all the other ingredients. It
tasted absolutely fantastic; definitely a whole lot better than anything gluten-free | had
eaten in the hospital. My family liked it, too. However, | soon had to stop baking the
ultra-rich cornbread because while it was part of my diet I was gaining two pounds a
week!



Baking has never been my forte, but eventually | learned to make not-so-fattening waffles
out of rice flour instead. My waffles became my staple; | used them like slices of bread. |
made ham-and-cheese sandwiches with them and took them to work for lunch for many
years. Sometimes my co-workers were puzzled by the sight of those “wafflewiches”
until 1 would explain their necessity.

While still in the hospital, | lost track of all the times | was examined in the X-ray
department.  With each examination, the nurses had to prepare me with numerous
enemas. With each procedure, the discomfort | endured increased. My pain level affected
the pre-exam procedures so my intestines were not as clean as they needed to be for the
thorough X-ray exams. Finally, the radiologists sent word that | was to follow a strict 3-
day liquid diet prior to the next X-ray exam.

During those three days on a liquid diet | got a little hungry, but, what do you know, I
also got to feeling good. On the third day, before | was taken to the X-ray department, |
told the doctors who came to the ward for
the morning visit that |1 was feeling very
good and would like to stay on the liquid

"That brought smiles and diet. That brought smiles and chuckling all
chuckling all around, but around, but nobody, including myself,

- - ’ surmised:  “Maybe it’s something she
nobody, including myself, eats?17”

sumised Maybe

something she eats?!? Much later, I learned that the inside walls

of everybody’s intestines contains millions

of small hollow structures called villi. The

villi perform a function vital to good health

- they transport essential nutrients (vitamins, minerals, etc.) from our intestines into our

blood. In healthy people, these villi are replaced by Mother Nature every three days. In

the intestines of celiacs, many of the villi get stopped up, rendering them useless. Other

celiacs have told me they also began to feel good three days after starting the gluten-free

diet. Unfortunately, some celiac sufferers have concurrent health issues, many times

related to their celiac disease. It may take them longer to feel the total healing effect of
the gluten-free diet.

Discharged From the Hospital O Checkup Six Months Later

When | was finally discharged from the hospital for good, | was told to return for a
checkup in six months. After a while, | could hardly wait for that opportunity. In those
days, long-distance phone calls were not as frequently made as today. So on July 17,
1960 | wrote a letter to Dr. Lukash about how | felt and that the family would be on
vacation until August 10. Dr. Lukash replied also by letter that he had scheduled an
upper gastrointestinal small bowel series for Tuesday, August 16. This was the doctor



who had saved my life, so these letters are something | cherish. 1 still have the copy of
my good-news letter to him and the original of his reply, and I will never part with those
now quite yellowed papers.

| was so happy when | strutted into the hospital, feeling good and strong. One of the
nurses looked at me questioningly and said: “Mrs. Savage, is that you?” They only knew
me from the time when | was skin and bones. | knew | was much better looking now
than even five vyears earlier. It felt
especially good to tell Dr. Lukash how
grateful 1 was to him. as | had never in all

my life, even as a teenager or in my "One of the nurses looked

twenties, had as much energy and S

endurance as | had now. at_m|e questlonlngl_y and
said: 'Mrs. Savage, is that

Before we said good-bye, Dr. Lukash said you? They only knew me
he needed to stop at the Pathology Lab and from the time when | was
suggested that | come along. He .

introduced me to several of the people in skin and bones.

the lab by reminding them that | was the

one who was suspected of having brought

with me first ameba and then unknown bacteria from other continents. The pathologists
had never seen me before, only my blood samples, but oh yes, they remembered my
case! And then they wished me well.

Arnoos Turn I n The Hospital

One month before Arno’s retirement, he visited Great Lakes Naval Hospital for a routine
pre-retirement physical exam. And guess who was the examining doctor: Dr. Lukash.
Arno knew there were a few things bothering him health-wise, but Dr. Lukash
immediately recognized that Arno's health status was more seriously compromised than
anyone had suspected. Arno was immediately admitted to the hospital because Dr.
Lukash found internal bleeding that Arno did not know he had. Under Dr. Lukash’s care,
Arno recovered fit enough to be retired on time. He lived for 28 more years before he
died of idiopathic pulmonary fibrosis, an incurable lung disease.

Because | was working and the head of the household while he was gone, | was only able
to visit Arno once during that month-long stay at Great Lakes. While there, | stopped by
Dr. Lukash’s office for a short but pleasant visit. | told him that the only thing that
bothered me now was I was gaining too much weight. “You are sooo ungrateful!”, he
said teasingly. We both had a good laugh.

When Arno finished high school in the late 1930's, it was the height of the Great
Depression. No one in his large family had even mentioned the word college. Arno's
father had died after a long hospital stay while Arno was still a boy. His mother, Nina,



looked forward to the time when the older ones of her eight children would go to work
and pitch in with the large family's expenses. It did not matter that first Arno’s older
brother and then he himself had graduated from High School on top of their class.

Then came WWII. Arno started his military career as a private. He retired as a major
after serving his country for twenty years. It was the early 60's.

Like most military officers' wives back then, | was a stay-at-home mom. In the last year
of his service, | started making plans to go to work so that he could go to college then. |
kept these plans a secret, because | knew what Arno would say.

My goal was to work as a secretary in an American business, but | had questions. Would
my secretarial skills and experience from German business translate to its American
counterpart? | had been relied upon as a translator, but | felt my knowledge of German
would be of no use to any American business at that time.

Against Arno’s wishes, | looked for and found a job as a secretary during his last year of
military duty. | worked in a small chemical plant right outside the military reservation.
Work was great! | enjoyed working and being able to help financially, while not only
Arno, but in the following years our two sons, entered and graduated from college.
Tuitions were not as high then as they are now, and our firstborn had made things a bit
easier financially for us by attending college on a full scholarship. Still, my income was
absolutely needed.

Good Bye to the Military O Hello to Civilian Life

Since 1961 my family has lived in San Diego. We took the plunge into home ownership,
buying a comfortable house on a canyon's ridge in Serra Mesa.

One evening - I don’t remember exactly
when - Arno commented on what he was

"Amo commented on what reading in the newspaper. “ Here is an
he was reading in the news Admiral Lukash working as a doctor in
paper. O Here is an Admiral the White House," he sald._ It’s not a

i common name. . . maybe this one is his
LUkaSh Wo_rklng as a doctor father or an uncle. It couldn’t be the Dr.
in the White House,” he Lukash we know - you don’t go from
sad. "I t 0 s not Lieutenant to Admiral this fast.”
name. .".

Some time after reading that article, we
saw another article in “People” magazine
that included a picture of Admiral
Lukash together with President Ford. It was him, our Dr. Lukash. We learned that he
started at the White House treating President Johnson, then went to China with President

10



Nixon. President Ford had made him Chief White House Physician; a position he held
until the end of President Carter’s administration.

Meeting My First Fellow Celiacs in San Diego

In the 1970's | heard about GIG, the Gluten Intolerance Group in Seattle and subscribed
to their newsletter. That helped me find businesses that had started selling some gluten-
free items by mail. In the late 1970's | tried through GIG to locate other celiacs in San
Diego to start a support group. With the help of GIG’s Dr. Elaine Hartsook, | met a local
gastroenterologist who agreed to be our group's adviser. He in turn found a dietician who
volunteered to help organize our small group. Initially, things were looking good, but it
was not long before the gastroenterologist moved away. Then the dietician lost her job
and started a small business that took all of her time. Last but not least, | found the job |
had always wanted. The job was challenging, my knowledge of German was put to use,
and the pay was better than | had ever earned. Unfortunately, the job left little time for
anything else. The support group managed to hold only a few meetings before it
dishbanded.

The Celiac Cruise to the Bahamas

In 1991 | signed up for a 4-night cruise called “The Celiac Experience Cruise to the
Bahamas.” That was a highly enjoyable celiac get-together. Celiacs came from all over
the US and one even from Canada. One of the Florida GIG support groups had organized
the event very admirably, beginning with some sightseeing that included the Kennedy
Space Center. Next, an airboat ride on the St. Johns River, where some alligators
curiously looked us over.

Aboard the ship Atlantic we had our own separate dining room with huge windows, away
from the other passengers. Our dining room had its own galley, where gluten-free food
was prepared by our own chef. There were about one hundred in our group — not all of
them celiacs; some were couples, with only one celiac.

GIG’s Dr. Elaine Hartsook was on the cruise and presented several interesting lectures.
She had also brought a breadmaker in which several kinds of delicious gluten-free bread
were baked for us. When | got home, | bought a similar breadmaker, made by Welbilt. |
had that funny looking appliance for many years. It got the nickname R2D2 because it
looked a little like that robot from Star Trek. Not all of us celiacs are good bakers, but
everybody | know who had an R2D2 got attached to it. It was a sad day when mine
broke down and couldn’t be repaired. | now have a Zojirushi, but I find the temptation to
buy the new variety of gluten-free loaves of bread at the health food stores more and
more irresistible, especially the ones from Glutino.
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Bette Hagman was on that cruise, too. Her first book, The Gluten-Free Gourmet, was
already published, and she was working on her second book. Books number three and
four were still to come. | was so glad to meet her. She was the first person doing
something for celiacs that all of us badly needed; namely, developing recipes for just
about anything our hearts desired. Until
then, all celiacs ever heard was we

couldn’t eat this, and that, and that, and On Bette Hagman.'

that, and that, and that, too. | once heard . :

Bette say the best thing that ever happened Until then, all celiacs

to her was to be diagnosed a celiac. Same ever heard was we
for me, Bette. We lost a wonderful person coul dnot e a
when she died not too long ago. that, and that, and that,
The cruise went from Port Canaveral to and that, and that, too."

Nassau in the Bahamas and included a day

on Salt Cay. | joined a snorkeling group

for an adventure that will always be one of

my most treasured memories. Never before or after did | swim this far out into the ocean,
but the clear, calm water beckoned me to venture further.

Suddenly, a huge ray came into my view and started swimming in a circle around me.
I’ll never forget my encounter with that enormous creature. My swimsuit had colorful
pieces of material on top that hung loosely off my body while swimming and the ray
must have been wondering whether | was a human or some strange fish. | stayed as quiet
as | could without sinking to the bottom. Our snorkeling guide called to me that he had
known this particular ray for a long time. The ray was friendly, | had nothing to fear,
even though we were invading its territory. Still, after the ray left, | decided to head for
the beach by myself and walk back to the campground instead of swimming back with
the other snorkelers. This was the most breath-taking part of the trip. From then on | just
laid back and let myself be spoiled with good food and more secure forms of
entertainment.

The Heredity Factor

In the fall of 2000, the University of Maryland Center for Celiac Research of Baltimore,
Maryland, conducted a screening study to determine the prevalence of celiac disease in
the United States. Blood screenings were scheduled at five different locations all over
the US. The fact that celiac disease is hereditary had bothered me since | first became
aware of that fact. In November 2000, I tried to get my two sons and my one grandchild
to the Los Angeles screening. My oldest son could not make it that day, but was tested a
few months later.

The newest diagnostic tests available by the year 2000 were used, and the test results for
both sons and my grandchild reported “Normal antibody levels.” However, what it said

12



under “Interpretation of the tests" left a little wiggle room: "If each antibody level is in
the normal range, this practically (99%) excludes the possibility of celiac disease.”
Because of my past suffering with celiac disease, that 1% still bothers me a little.

| have only a vague idea who in my family might have been a celiac before me — maybe
my maternal grandmother, whom I loved very much, and who died in her early seventies.
No way could she have been tested. Grandmother was a farmer's wife. She was short
and thin, and like me before | was diagnosed, had to try much harder than others to
accomplish every chore she did. But she never gave up. | think many celiacs are that
way — they learn from childhood on that they have to try so much harder than others to
accomplish the same job others do with ease.

My mother had caught and survived the Spanish flu that went around the world at the end
of World War I. | heard her say several times that she never really fully recovered from
that flu. She was often sick and tired easily. When she was almost 80 years old, she
suffered a fracture in her hip and was confined to a nursing home until she died in 1984.

| was the only one in my German family to leave Germany to live in another country, but
I am still in contact with all my close relatives. They are all quite healthy, except for the
very old ones. Nobody has ever been diagnosed as a celiac. Some of us to this day
exchange gifts at Christmas and on birthdays. When my sister asks me what | want for
Christmas or my birthday, she knows my answer ahead of time; namely, German gluten-
free baked goods. German health food stores are called Reformhaus, and they have their
gluten-free merchandise all in one place in the store. 1 especially like the German
gingerbread at Christmas time.

o d Sawy Dbego Celiac Support Group

In 1993 the CSA/USA San Diego Chapter #57 was founded by Helen Foreman and a
caring nurse who invited us to her home for the meeting. Unfortunately, soon after the
nurse passed away.

| attended the first meeting, too. Dr. Kagnoff, a UCSD gastroenterologist and researcher,
helped us get started. | already knew Dr. Kagnoff well. | donated blood for his research
in the 1980’s and also became his patient. Helen Foreman and I volunteered for him for
several years. He saw newly diagnosed celiacs once a month, some coming from far
away. After Dr. Kagnoff consulted with and examined the new patient, he would
introduce them to a dietician, Helen, and me. We told those patients how the gluten-free
diet worked for us, where we shopped for gluten-free foods and ingredients for preparing
gluten-free meals and baked goods. The newly diagnosed celiacs were very interested in
what Helen and | had to say in addition to the dietician’s advice.

Dr. Kagnoff has done important celiac research for many years. By the 1990,s ,he was
already known worldwide.  Dr. Kagnoff now heads the Wm. K. Warren Medical
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Research Center for Celiac Disease at the University of California, San Diego. Despite
his time constraints and fame, he is still our support group’s medical advisor.

UCSD doctors have been very good to me. When | began to have digestive troubles
during the first half of 2009, my two sons hauled me off to Dr. Harmon’s office, a
gastroenterologist doing research at the Warren Celiac Center. Dr. Harmon correctly
diagnosed my problem and prescribed the appropriate medication. | am now taking the
last of the 900 tablets he prescribed, which helped bring me back to normal.

Our support group has been lucky to have its leadership positions filled with talented and
capable people all these years without interruption. When someone for some reason could
not serve anymore, there was always some other skilled member who volunteered to take
over.

Roxie Johnson started the website
"Our support group has www.glutenfreeinsd.com. Roxie's website

been Iucky to have its is a tremendous resource, not just for

. e local celiacs, but for celiacs who are
Ieadershlp positions visiting San Diego. Our group has been

filled with talented and blessed to have Helen Foreman’s husband
capable people all these Bill, a retired banker, be our treasurer
years without interrup- from the very beginning to this day. We
tion." never missed sending out our newsletters

six times a year. That takes a lot of work,

not just by the all-important editor, but by

those who do the printing and the mailing,
too. | managed the address labels for several years, but I've left that to a younger, more
tech-savvy volunteer. Thank goodness for the young people whose brains can still absorb
all that new stuff! We also now have a wonderful, all-volunteer mentor program, and our
bimonthly meetings are always well-attended.

The Last Time | Saw Dr. Lukash

This will be the saddest chapter in my Golden Anniversary Story.

At the end of President Carter’s term, Admiral Lukash retired from the US Navy and
moved to Southern California. In July 1981 he joined the staff of Scripps Green Hospital
in La Jolla. He continued practicing gastroenterology and founded their preventive
medicine services department. At that time | was working kitty-corner across Torrey
Pines Road from that hospital, just happy to know Dr. Lukash was there. Because there
was absolutely nothing wrong with me, I would have had to fib my way into an
appointment with him. Now and then | had troubles with sciatica, but | could not bother
Dr. Lukash with that, who was after all a gastroenterologist. My son the chiropractor
took care of that problem whenever it flared up.
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| sent a letter to Dr. Lukash right after I learned he was going to practice at Scripps. |
never received an answer so | am not sure whether the letter ever got to his desk.

At that time, | worked for a clinical diagnostics company. My German boss was the
president of the company. One day, he missed work because of stomach problems. |
immediately made an appointment for him with Dr. Lukash, but could not get one for
several days. By then, my boss felt a lot better, but I talked him into keeping the
appointment anyway. When my boss came back to the office, he said he told Dr. Lukash
he was feeling much better, but his secretary had insisted he keep the appointment
because Dr. Lukash had once

saved her life. Dr. Lukash

told my boss, “You just made “When my boss came back the
my day!” Of course that office, he said he told Dr. Lukash
made me feel good, but it .

wasn’t like talking to him h_e was feeling m_uch better, but
myself, especially since he his secretary had insisted he keep
did not ask for the name of the appointment because Dr.

that secretary whose life he

had saved. Lukash had once saved her life.

Dr. Lukash told my boss,"You
Once, | had an appointment just made my dg!"' ”
for some eye trouble at
Scripps Clinic. While | was
sitting in the waiting area, |
saw Dr. Lukash briskly walk by. | got up to greet him, but just then my name was called.
Had | known this was the last time | could ever talk to him, | probably would not have let
that opportunity slip by - and just let the eye doctor’s staff reprimand me later for not
answering their call.

Several years later, | had a legitimate reason to make an appointment with Dr. Lukash.
When | phoned, | was told that he had retired. | thought that was strange, but, well, why
not?

Much later | learned that Dr. Lukash's retirement was not planned, but rather due to a
terrible disease. The great doctor's beautiful mind had been attacked by some awful
tumors.

In early February 1998 my son Perry called to tell me he had just read Dr. Lukash's
obituary in the paper. | did not want to believe it, but it was true. | attended his memorial
service at the Solana Beach Presbyterian Church on February 12, 1998. He was only 66
years old when he died. On December 10, 2000 | attended the Dedication and Grand
Opening of Silvergate Suites. The San Marcos facility provides residential care for those
with Alzheimer’s and other forms of dementia. Silvergate Suites was dedicated to the
memory of Dr. Lukash.

I don’t think anybody who once was his patient will ever forget him.
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Last But Not Least - Probiotics

Let me end with some important information for all my fellow celiacs regarding
probiotics.

After | had been on the gluten-free diet for about 40 years, my tummy started acting up
again, even though | was following the diet as strictly then as in the beginning. Luckily, |
read an article in Reader’s Digest about probiotics that made me think I should add them
to my diet. Probiotics are the good bugs our bodies need to fight the bad bugs inside our
intestines. They also play several vital roles in digestive health. The importance of
probiotics was just becoming fully known and understood by doctors in the early 1990's.
My son Perry (the chiropractor) had studied the medicinal benefits of probiotics back
then and recommended them to patients who could benefit.

Within a short time of adding probiotics to my diet | noted improvement. | have
continued drinking kefir, eating yogurt and taking probiotics in capsule form ever since. |
found Solaray, which is now sold as Multidophilus 12 in health food stores and markets,
to be particularly effective. Like any good probiotics, it should be kept refrigerated, both
in the store and at home. Currently, there is much more research being done on
probiotics. To this day, | for one don’t want to be without them.

| hope you have found my story interesting. Above all else, | hope that my story might

give some comfort to fellow celiacs, maybe even be of help to some of you now and in
the future.

Hildegard Savage
March 31, 2010

16



