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Angel Flight ‘A Godsend’ for Lupus Patient
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Larry has come far since his first, nearly fatal
attack of lupus. The picture was taken in August
2007 in Washington, D.C. at Larry’s brother’s
wedding. He poses here with Cindy and Ryland.

N o one knows how the word
“lupus,” meaning “wolf,”
came to be associated with the
disease, but there is no doubt as to
its ravening effects on the body.

Larry N. knows that only too
well.

He and his wife Cindy ran a
thriving plumbing business from

their home in La Plata, Maryland.
They were also new parents.
Ryland, their son, was two months
old. This was in 1999.
Not Flu but Lupus

When Larry, who ordinarily
enjoyed perfect health, developed
flu-like symptoms at age 32,
doctors treated him with

+antibiotics. But his 104 degree fever

continued.

Finally, his doctor diagnosed
systemic lupus. With lupus, the
immune system mistakenly attacks
healthy cells and tissues.

Unfortunately, the doctor
prescribed the wrong medicine and
Larry’s condition worsened.

“I had to carry him to the
bathroom,” Cindy said. “Lupus
affects you head to toe. His joints
ached terribly. We didn’t realize the
severity of his illness.”

Doctors Recommend NIH

With his fever still raging three
weeks later, Larry was admitted to
Civista Hospital. Doctors there said
his blood pressure was so high they
feared he’d have a stroke and
recommended he go to NIH.

Cindy went home and looked up
the number, then had the good
fortune of speaking with one of the
world’s leading nephrologists, Dr.
James E. Balow, who told her it
was “a miracle that I even answered
the phone.”

Wrong Medications

After receiving a faxed report of
Larry’s blood work, Dr. Balow said
to bring him immediately to NIH
and to refuse all medications since
he was getting the wrong ones. He
told her Larry was dying.

Returning to Civista, Cindy
signed papers for her husband’s
release and insisted on driving him
to Bethesda, nearly two hours away,
despite a nurse’s prediction that he
wouldn’t survive the trip.

‘Raw Hamburger’

On arrival, Larry was stabilized,
then admitted to intensive care.
Diagnostic tests revealed extensive
damage to his left lung which
“looked like raw hamburger,”
Cindy said. Surgery was scheduled,
but doctors said they doubted Larry
would survive even two more days.
(See ‘Angel Flight’ on page 2)
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Spring Evokes Thoughts of Caring, Sharing

he beauty of spring comes in

many forms. It comes from
God’s creation, it comes from the
hearts of caring people, and it
comes with every sincere “thank
you” or “bless you” comment.

2008 is a milestone year, for it
marks the 25th anniversary of an
important piece of legislation, the
Orphan Drug Act, signed into law by President
Reagan in 1983. That same year the National
Organization for Rare Disorders (NORD) was
founded by patients and families who had worked
together to pass the Orphan Drug Act.

Ed Boyer

NORD reports that since its founding, over 1,100
treatments for rare diseases have been placed on track
for research, with 300 more approved by the U.S.
Food and Drug Administration for marketing.

Angel Flight (Cont. from page 1)

‘We’ve Done All We Can’

He made it through the 12-hour surgery to remove
the lung, but had to be placed on life support. In the
days following, Larry spiked fevers and underwent
transfusions. When his right lung started to collapse,
doctors told Cindy, “We’ve done all we can do.”

Cindy headed to the chapel and prayed fervently
for her husband. Forty-five minutes later, doctors
said, “There zs one thing we can try, though he could
die.”

The procedure is plasmapheresis. It involves
exchanging a patient’s blood plasma with a
replacement solution. After four days of this blood
cleansing, Larry began to improve and finally woke up
from a coma. He went into rehab “and had to learn to
walk and eat all over again,” Cindy said.

That’s significant progress, but there is still a long
way to go in finding cures for over 6,000 rare diseases
that affect patients like Larry described in the cover
story—real people with great courage in the face of
horrendous struggles.

You can read some of their stories in a2 new book,
Angel Flight Mid-Atlantic, by Suzanne Rhodes (Arcadia
Publishing). Suzanne is Angel Flight’s director of
public affairs. Her book gives the air charity’s history,
beginning in the early 1970s and continuing today with
a volunteer force of over 1,500 private pilots and a
record of serving thousands of patients with medical
and financial needs.

Angel Flight wishes all a beautiful time of rejoicing
and sharing love with others. This is what life should
be about—whether in the clinic or flying at 10,000
feet.

Ed Boyer serves on the NORD board of directors and is the
CEO and President of Angel Flight/ Mercy Medical Airlift.

On April 5, 2000, after spending nearly four
months at NIH, he was well enough to go home,
where he continued to improve.

Secret of Strength

The family moved to Hendersonville, North
Carolina, in 2006. Larry takes Angel Flights to NIH
for regular check-ups. Currently, he is traveling there
every three months to be treated by Dr. Gabor Illei,
head of the Sjogren’s Clinic of NIDCR. Dr. Illei’s
research includes clinical studies in systemic
autoimmune diseases such as lupus.

“Angel Flight has been a godsend. Every pilot has
been phenomenal,” Cindy said.

When asked, “What is the secret of your strength
that enables you to keep fighting?” Larry replied,
“Cindy and Ryland. I want to see our son grow up.”

Fax: 301-480-0269

Angels at Bethesda is published tri-annually by Mercy Medical Airlift. Editor is
Suzanne Rhodes. Contact Marita Eddy at the NIH Office of Rare Diseases, 6100
Executive Blvd., Suite 3B01, MSC 7518, Bethesda, MD 20892. Ph.: 301-451-9646

g
Angel Flight:

TR
u"‘h,
W
S




	Angels at Bethesda

	Volume  5, Issue 1

	Spring 2008

	Charitable medical air transportation serving

	patients of the National Institutes of Health

	Volume 4, Issue 1

	Page #



<<

  /ASCII85EncodePages false

  /AllowTransparency false

  /AutoPositionEPSFiles true

  /AutoRotatePages /None

  /Binding /Left

  /CalGrayProfile (Dot Gain 20%)

  /CalRGBProfile (sRGB IEC61966-2.1)

  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)

  /sRGBProfile (sRGB IEC61966-2.1)

  /CannotEmbedFontPolicy /Error

  /CompatibilityLevel 1.4

  /CompressObjects /Tags

  /CompressPages true

  /ConvertImagesToIndexed true

  /PassThroughJPEGImages true

  /CreateJobTicket false

  /DefaultRenderingIntent /Default

  /DetectBlends true

  /DetectCurves 0.0000

  /ColorConversionStrategy /CMYK

  /DoThumbnails false

  /EmbedAllFonts true

  /EmbedOpenType false

  /ParseICCProfilesInComments true

  /EmbedJobOptions true

  /DSCReportingLevel 0

  /EmitDSCWarnings false

  /EndPage -1

  /ImageMemory 1048576

  /LockDistillerParams false

  /MaxSubsetPct 100

  /Optimize true

  /OPM 1

  /ParseDSCComments true

  /ParseDSCCommentsForDocInfo true

  /PreserveCopyPage true

  /PreserveDICMYKValues true

  /PreserveEPSInfo true

  /PreserveFlatness true

  /PreserveHalftoneInfo false

  /PreserveOPIComments true

  /PreserveOverprintSettings true

  /StartPage 1

  /SubsetFonts true

  /TransferFunctionInfo /Apply

  /UCRandBGInfo /Preserve

  /UsePrologue false

  /ColorSettingsFile ()

  /AlwaysEmbed [ true

  ]

  /NeverEmbed [ true

  ]

  /AntiAliasColorImages false

  /CropColorImages true

  /ColorImageMinResolution 300

  /ColorImageMinResolutionPolicy /OK

  /DownsampleColorImages true

  /ColorImageDownsampleType /Bicubic

  /ColorImageResolution 300

  /ColorImageDepth -1

  /ColorImageMinDownsampleDepth 1

  /ColorImageDownsampleThreshold 1.50000

  /EncodeColorImages true

  /ColorImageFilter /DCTEncode

  /AutoFilterColorImages true

  /ColorImageAutoFilterStrategy /JPEG

  /ColorACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /ColorImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000ColorACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000ColorImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasGrayImages false

  /CropGrayImages true

  /GrayImageMinResolution 300

  /GrayImageMinResolutionPolicy /OK

  /DownsampleGrayImages true

  /GrayImageDownsampleType /Bicubic

  /GrayImageResolution 300

  /GrayImageDepth -1

  /GrayImageMinDownsampleDepth 2

  /GrayImageDownsampleThreshold 1.50000

  /EncodeGrayImages true

  /GrayImageFilter /DCTEncode

  /AutoFilterGrayImages true

  /GrayImageAutoFilterStrategy /JPEG

  /GrayACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /GrayImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000GrayACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000GrayImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasMonoImages false

  /CropMonoImages true

  /MonoImageMinResolution 1200

  /MonoImageMinResolutionPolicy /OK

  /DownsampleMonoImages true

  /MonoImageDownsampleType /Bicubic

  /MonoImageResolution 1200

  /MonoImageDepth -1

  /MonoImageDownsampleThreshold 1.50000

  /EncodeMonoImages true

  /MonoImageFilter /CCITTFaxEncode

  /MonoImageDict <<

    /K -1

  >>

  /AllowPSXObjects false

  /CheckCompliance [

    /None

  ]

  /PDFX1aCheck false

  /PDFX3Check false

  /PDFXCompliantPDFOnly false

  /PDFXNoTrimBoxError true

  /PDFXTrimBoxToMediaBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXSetBleedBoxToMediaBox true

  /PDFXBleedBoxToTrimBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXOutputIntentProfile ()

  /PDFXOutputConditionIdentifier ()

  /PDFXOutputCondition ()

  /PDFXRegistryName ()

  /PDFXTrapped /False



  /CreateJDFFile false

  /Description <<

    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>

    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>

    /DAN <>

    /DEU <>

    /ESP <>

    /FRA <>

    /ITA <>

    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>

    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>

    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)

    /NOR <>

    /PTB <>

    /SUO <>

    /SVE <>

    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)

  >>

  /Namespace [

    (Adobe)

    (Common)

    (1.0)

  ]

  /OtherNamespaces [

    <<

      /AsReaderSpreads false

      /CropImagesToFrames true

      /ErrorControl /WarnAndContinue

      /FlattenerIgnoreSpreadOverrides false

      /IncludeGuidesGrids false

      /IncludeNonPrinting false

      /IncludeSlug false

      /Namespace [

        (Adobe)

        (InDesign)

        (4.0)

      ]

      /OmitPlacedBitmaps false

      /OmitPlacedEPS false

      /OmitPlacedPDF false

      /SimulateOverprint /Legacy

    >>

    <<

      /AddBleedMarks false

      /AddColorBars false

      /AddCropMarks false

      /AddPageInfo false

      /AddRegMarks false

      /ConvertColors /ConvertToCMYK

      /DestinationProfileName ()

      /DestinationProfileSelector /DocumentCMYK

      /Downsample16BitImages true

      /FlattenerPreset <<

        /PresetSelector /MediumResolution

      >>

      /FormElements false

      /GenerateStructure false

      /IncludeBookmarks false

      /IncludeHyperlinks false

      /IncludeInteractive false

      /IncludeLayers false

      /IncludeProfiles false

      /MultimediaHandling /UseObjectSettings

      /Namespace [

        (Adobe)

        (CreativeSuite)

        (2.0)

      ]

      /PDFXOutputIntentProfileSelector /DocumentCMYK

      /PreserveEditing true

      /UntaggedCMYKHandling /LeaveUntagged

      /UntaggedRGBHandling /UseDocumentProfile

      /UseDocumentBleed false

    >>

  ]

>> setdistillerparams

<<

  /HWResolution [2400 2400]

  /PageSize [612.000 792.000]

>> setpagedevice



