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YOU STEPPED UP TO BE COUNTED ...
AND GOT THE BALL ROLLING

crohn’sand
colitis
y UK

Support
Research

On 10th March 2010, former Deputy Prime Minister,

the Rt Hon John Prescott MP and his daughter-in-law

Roz Prescott, who has a serious form of the inflammatory
bowel disease Ulcerative Colitis, were supported by a host
of other leaders in the fields of politics, the health sector
industry, commerce and the arts — all of whose lives have
been touched in some way by inflammatory bowel disease
—to launch the “Step Up and Be Counted” campaign at

11 Downing Street for the registered medical charity and
patient association, The National Association for Colitis
and Crohn's Disease (NACC).

The charity was seeking to gain wide public support for a
national IBD Patient Register as at the time of the launch,
only 39% of UK hospitals held a database of their Colitis
and Crohn’s Disease patients and the total numbers of
patients have been merely estimates.

The aim of the IBD Patient Register is to ensure quality care

for all patients, gather data for research into a cure and
identify patients who are not in a follow-up system and may
be at risk of complications. It is thought that approximately
240,000 people in the UK have the life-long conditions,
Ulcerative Colitis or Crohn’s Disease (known jointly as IBD

or Inflammatory Bowel Disease) which are typified by
symptoms of relentless diarrhoea, bleeding, pain, profound
fatigue, eye, skin and joint problems, and impaired growth in
childhood. At the launch, the charity appealed to the public
through its own membership of 31,000 and through Emmerdale
actor Jeff Hordley; singer Rick Parfitt Jnr and TV personality
Carrie Grant. Roz Prescott explained, “This campaign is all
about seeking out and knowing rather than guessing how many
individuals in the country have Colitis and Crohn's. From my
personal experience, | feel strongly that a Patient Register is
long overdue and that other well known individuals should
speak up about their Colitis or Crohn'’s to raise much-needed
awareness.

“This charity asks everyone to add their voices and their votes for

an IBD Register by visiting www.stepupandbecounted.org.uk”
Roz and her family know just how challenging these lifelong
conditions can be. Roz herself has recovered from two life-
threatening complications of her Colitis and was forced to part
with her one-week old daughter in order to have surgery. Roz's

husband David and her supportive in-laws played a vital role in her

6 week hospital recovery, looking after baby Ava Grace Prescott.
The charity’s CEO Richard Driscoll added, “NACC will be
emphasising to Government, policy makers, NHS managers

and doctors that Colitis and Crohn's disease are serious life-long
and sometimes life-threatening conditions affecting about 1 in
250 of the population.

“Very close to my heart as | have had Crohn’s Disease
for 16 years. It nearly killed me at university but |
fought back and now | have two gorgeous children.”

“IBD needs support and exposure. Why should
those of us that have IBD be the poor relatives
of the health world?”

The provision of an IBD Register will significantly improve
patient care and research in the long term, by providing a
definitive resource for auditing patients and their ongoing
care.” Richard continued, “We also know from our IPSOS
Mori Poll in 2009 that public awareness of Crohn’s and
Colitis is so much lower than that of other less prevalent
illnesses such as Parkinson’s Disease or Multiple Sclerosis,
particularly in young adults, which is when IBD is most likely
to be diagnosed. Our celebrity supporters make all the
difference when it comes to increasing awareness of these
often hidden and distressing conditions. We ask anyone in
the public eye with IBD to please contact us at NACC
(01727 830038) and offer their support for this year's
campaign.”

The "Step Up and Be Counted” launch marked

the beginning of a programme of awareness and fund-

raising events which culminated in Colitis and Crohn’s Month
in May and World IBD Day on 19th May 2010. Shortly
afterwards, the charity successfully steered through its

first rebrand in 30 years, launching its new working name

of Crohn’s and Colitis UK, whilst preserving its registered
charity name of the National Association for Colitis and
Crohn'’s Disease (NACC) as a legal entity and to retain its
established brand with its membership and within the

health sector.The Step Up and Be Counted campaign and

the huge support demonstrated by the 7,412 online signatures
and comments have been a significant catalyst to the creation
of the National IBD Registry.

By the end of the year, the newly-formed Registry Board,
made up of representatives from relevant professional and
patient organisations and with Richard Driscoll, Crohn’s and
Colitis UK's Chief Executive as Vice-Chair, will move towards
launching the Registry.

The Registry Board has raised an initial £200,000 to fund the
project through 2011 and 2012. In June this year, a call for
tenders will go out to select the software company that will
develop the database which will underpin the new National
IBD Register. The aim is for the Registry to start collecting
data at the beginning of 2012.

“To have moved from the launch of the campaign to first data
collection in less than two years is a fantastic achievement,”
said Richard Driscoll, “and this summary report of the
campaign with a selection of the inspiring comments will form
part of our bid for much-needed national support from the
Department of Health.”

“Very helpful information pack and regular updates from
your charity help make living with IBD more bearable.”

“NACC was an invaluable source of help and

support when | was first diagnosed. Since then

I have made some very good friends since joining
NACC and subsequently joining the local committee.”

Charity registered in England and Wales No. 1117148 and in Scotland SC038632




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 15%)
  /CalRGBProfile (Adobe RGB \0501998\051)
  /CalCMYKProfile (Euroscale Coated v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 1
  /Optimize false
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts false
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 150
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 350
  /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 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 600
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.60000
  /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 (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /CreateJDFFile false
  /Description <<
    /FRA <>
    /JPN <FEFF3053306e8a2d5b9a306f30019ad889e350cf5ea6753b50cf3092542b308000200050004400460020658766f830924f5c62103059308b3068304d306b4f7f75283057307e30593002537052376642306e753b8cea3092670059279650306b4fdd306430533068304c3067304d307e305930023053306e8a2d5b9a30674f5c62103057305f00200050004400460020658766f8306f0020004100630072006f0062006100740020304a30883073002000520065006100640065007200200035002e003000204ee5964d30678868793a3067304d307e30593002>
    /DEU <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>
    /ENG (printing.com Litho Euro)
    /ENU (Printing.com PDFs for litho printing. Requires Acrobat and Reader 5 \(or later\) to view PDFs.)
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [595.276 841.890]
>> setpagedevice


