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Welcome to the summer edition of Tidings. Before running through what we have in
store for you, | have a couple of announcements to make. Firstly, | am delighted to
report that Mandi Laing, one of our volunteers and a trustee of Colostomy UK since
December 2015, has been appointed as our new chairperson. You can read more about
Mandi on page 6. Secondly, since the spring we have had a number of changes to the
Tidings editorial board. Both Sarah and Libby have stepped down, with me taking over
the reins. I'm sure that readers will join me in saying a big thank you to both of them for
all their hard work. They have successfully managed to enhance the look of our magazine
without compromising the quality of its content.

So what's to look forward to in pages ahead? Well, lots! Our real lives stories cover a whole
range of issues. With Sandra Willoughby's story we revisit the topic of reversal surgery and
learn how she managed to cope when her reversal didn't go to plan. This is followed by
an extraordinary story about a great friendship which has developed between two ladies
(Lucy and Tracy) via our closed Facebook group. As you'll see when you read it, it's called
‘Parallel lives’ for good reason. We then hear from Trevor Alexander who talks, amongst
other things, about the reality of facing a cancer diagnosis. If you have been a Tidings
reader for some time, then you'll probably recognise the author of our final story: Rosemary
Brierley. For those that don’t know, Rosemary is one of our long—serving volunteers and a
past editor of Tidings. Having been forced to retire early because of illness, Rosemary
explains how she found ‘writing’ helped her to cope with the chronic pain and come to
terms with what she had been through. It is an inspirational piece.

This time round, in addition to our usual features (Colostomy UK News, Fundraising, Active
ostomates and lIrrigation), we are also lucky enough to have a number of articles from
experts in their field. Sophie Medlin, who is a dietitian we have worked with for many
years, writes about weight gain following stoma surgery and has some very useful advice
around understanding and improving one’s relationship with food. Tim Smith, who is a
partner at Moore Blatch solicitors, has contributed a very informative piece explaining your
options in the event that something goes wrong with your treatment. We hope that the
firm will be able to contribute further to Tidings in the future. We then round matters off
by looking at ‘Gut Feeling’, a support group set up in Leicester by stoma care nurses
Michelle Hill and Fliss Nutting, for children and young people with stomas and their
parents.

Finally, there's our cover story. Please don't be fall into the trap of thinking this is just about
Rugby League. While this is part of the story, it's much more than that. | recommend it as
a read. If nothing else you will get hear from lan Daniels our president and why, speaking
as a consultant colorectal surgeon, he wants to encourage ostomates to get active!

Best wishes

Reod

Richard Biddle
Editor,
Writer & Researcher
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Colostomy

We are Colostomy UK. Here if you
have questions, need support or just
want to talk to someone who lives with
a stoma.

Your voice on the bigger issues:
advocates for your rights and
campaigning to raise awareness of
what matters to you; running projects
to empower you; building communities
to support you.

How to contact us

Helpline for:
Emotional support,
experience based advice and
guidance from a volunteer.
0800 328 4257
24 hours a day and completely free.

Adminline for:
Information packs, ID cards,
RADAR keys, travel certificates and
literature.
0118 939 1537
If we're not in, just leave a message.

info@ColostomyUK.org

To request (or cancel) your quarterly
copy of Tidings
0118 939 1537

info@ColostomyUK org

Editorial Enquiries
Letters, articles or other submissions

Colostomy UK
Enterprise House, 95 London Street
Reading, Berkshire, RG1 4QA

info@ColostomyUK.org

Advertising enquiries
For a media pack
and advertising rates
0118 918 0500

Arvind.Anand@ColostomyUK.org

Social media:

Find us on

Facebook

Join our ‘closed’ support group
today simply put ‘Colostomy UK
support group’ into your FACEBOOK
search bar, click on Group and click
on ‘Ask to join" you will be assured
of a warm welcome!
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FREEPHONE HELPLINE: 0800 328 4257
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Donating to Colostomy UK

An annual donation of £20 (or whatever you can afford) allows us to produce Tidings
and to continue our vital work, supporting, and empowering ostomates — see page 45
for donation form.

You can also donate via our website www.ColostomyUK.org/donate
or by calling us on 0118 939 1537
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COLOSTOMY UK NEWS

Colostomy UK: news

Our new Chairperson

We are really pleased to introduce you
to Mandi Laing, Colostomy UK’'s new
chairperson. This is what Mandi had to
say about herself and taking on the role:

I met Henry (my colostomy) just before
Christmas 2010, after a two-year period
of misdiagnosis and multiple trips to the

GP. What had been diagnosed as piles was
actually cancer and my issues with going to
the toilet were due to a lemon size tumour
slowly closing my rectum down. It wasn’t
the best Christmas ever, but it was the start
of a new phase of my life. Like most people,
I did not have a colostomy on my wish list,
but by the time | got Henry, he made a

On the road...

Libby Herbert our general manager was
pleased to be invited to attend meetings at
Coventry stoma support group (run by
Martin Robbins) and Glasgow stoma
support group (run by Morag Sinclair). Both

L-R: Libby Herbert and Martin Robbins
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are well run and established groups. When
possible, members of the Colostomy UK
team are always keen to make visits like
this. Libby says that she enjoyed some lively
discussions about all things stoma. For her
a couple things stood out. Firstly, it was
evident that the problem of ostomates
facing abuse when they use accessible
toilets continues to be experienced up and
down the country. As she says, it reinforces
the importance of our work in this area,
trying to raise public awareness. Secondly,
that knowledge about irrigation as a means
of stoma management is still patchy
amongst ostomates. We are currently
rewriting our literature on irrigation, so
hopefully this will help spread the word
further afield!

more positive impact on my life than almost
anything else (barring getting married and
buying my dog!). He gave me my life back,
enabling me to be more than 30 seconds
from a toilet and reminded me that you're
only here once and you should grasp every
opportunity you can. | applied for a new
job, became a magistrate and got involved
with the Colostomy Association, now
Colostomy UK.

I am now the chair of this fantastic charity.
I'm energised by the way the charity is
changing, the initiatives we are involved in
and our great team, from those in the office,
through our registered volunteers, to
people who offer support and help on our
closed Facebook group. Our general
manager (Libby) is a force for change and
is helping modernise and translate our
strategic vision into tangible results. The
projects and campaigns we are involved
with will deliver positive changes in the
ongoing lives of ostomates that
complement and continue our more
traditional support services, which tend to
be weighted towards the early days of
being an ostomate.

It is a great honour to be the Chair of
Colostomy UK and | am confident we will
continue to improve the life of ostomates,
in new and exciting ways.

Glasgow stoma support group — 7 May 2019
(Left from the top) Helen, Sharon, Ken, Veronica, Isabel, Pat
(Right from the top) Christine, Bill, Roberta, Jackie, Libby, Linda

WEBSITE: WWW.COLOSTOMYUK.ORG



COLOSTOMY UK NEWS

As you know Colostomy UK is heavily
involved in advising UK airports as they
strive to make air travel easy and accessible
for people with hidden conditions. Back in
April Cardiff-based Respond Healthcare
were asked by Cardiff Airport to provide
some stoma awareness training to their
security and other customer—facing staff.
Knowing about our profile in this area,
Respond contacted us and we were
pleased to be able to contribute to the day.
Libby attended on our behalf, reporting
back that three sessions were led and
delivered by Alison, one of Respond's
stoma care nurses, and that staff at the
airport were keen to listen and learn.
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More opportunities to join
the Colostomy UK team

The spring edition advertised for a Finance/ Treasurer trustee to take over from Alfred Levy
who is about to retire. Well, we had a fantastic response so thanks to everyone that spread
the word. As a result we are now considering a number of strong candidates for the role.

We also have some new exciting

| u
opportunities to announce. We are looking co I I a b o ratl o n WIth
for trustees with experience and
appropriate qualifications in the following
areas: human resources/legal; secretary; TA RG ET
fundraising; marketing; healthcare
professional.

Please be aware that all are unpaid roles, CAN c E R

but expenses associated with the role will
be covered. We were thrilled to be asked by TARGET OVARIAN CANCER to work with them on
a new booklet about ovarian cancer and stomas. As you may know, when ovarian
cancer is more advanced it can sometimes spread to the surface of the bowel. In some
cases this makes stoma surgery necessary. We are just waiting to see the final copy of
the booklet. It will be available via our website in due course. m

If you would like further information please
contact: Libby Herbert by telephone:
0118 939 1537 or by e-mail:
libby.herbert@ColostomyUK.org

FREEPHONE HELPLINE: 0800 328 4257 TIDINGS 54 | SUMMER 2019 | 7



REAL LIVES

With surgical and medical advances
meaning that stoma surgery is
increasingly seen as a temporary
measure, the subject of reversal surgery
is set to remain topical for the
foreseeable future. Readers will probably
recall that we looked at the matter in some
detail back in the Autumn 2018 edition of
Tidings. Jennie  Burch, Head of
Gastrointestinal Nurse Education at St
Marks Hospital gave the lowdown from a
healthcare professionals point of view, and
pointed out that the decision to proceed
needed to be set against likely bowel
function afterwards. My interview with
Xenia Standbridge fleshed out the picture
further, with some insights from a person
who had recently undergone the surgery. As
we found out, while Xenia's outcome was
ultimately positive, her post-op recovery
came with its fair share of ups and downs.
But what happens when there are more
downs than ups and the result isn't as
expected? This is what happened to Sandra
Willoughby who | spoke to recently.

The start of Sandra’s story will have a
familiar ring for many ostomates. Towards
the end of 2012 she started to notice blood
when emptying her bowel. Her GP at the
time diagnosed this as piles. The problem
continued intermittently for the next 18
months, but came to a head one weekend
when Sandra passed so much blood her
daughter thought she should go straight to
hospital. Sandra, however, resisted, as she
didn't feel that she was an emergency.
Aware of the pressure A&E departments are
under, she was determined to go through
‘the proper channels’; a view many of us
will understand and sympathise with.
Hence early the next week she booked an
appointment at her local surgery, where she
was seen by a young ‘no nonsense woman
doctor. This led to an urgent hospital
referral. Although at this point, many people
would have feared the worse, Sandra’s

8 | TIDINGS 54
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Reversal - not
always the answer

Sandra Willoughby

overriding emotion at the time was relief.
Relief that something was finally being
done to establish the cause of her problem
and (hopefully) treat it.

The consultant did an internal examination
and confirmed that he could feel a mass.
Sandra then had blood tests and a
colonoscopy, after which a diagnosis of
stage three bowel cancer was confirmed.
The only saving grace was that the
consultant said: “we can deal with it”. These
words helped Sandra, a naturally positive
person, to remain upbeat throughout the
treatment that followed. This included
radiotherapy pre—op and then
chemotherapy after a laparoscopic lower
anterior resection and temporary ileostomy
was formed in February 2014. However, as
you will see, Sandra’s positive outlook was
soon to be sorely tested...

In February 2015 Sandra saw her consultant
again where it was agreed to proceed with
areversal. Sandra left this meeting under the
impression that normal bowel function
would be restored. Sadly, the opposite
occurred and post—op Sandra found she was
unable to empty her bowel properly. The
feeling that she needed to ‘go’ was with her
constantly. In the nine months that followed
Sandra became incontinent and her skin
became very sore. The impact on her life was
far-reaching. She lost two stone in weight
and had to move into the second bedroom
as she didn't want to keep her husband
awake all night. Sandra tried everything,
from visiting her GP, to altering her diet, to
contacting various bowel charities, but
nothing seemed to work. In the end Sandra
reached the point where she was so
desperate, she was prepared to try anything.

Luckily, before the reversal, Sandra had
started to attend a stoma support group run
by her stoma care nurse (SCN). And it was
this that proved to be her salvation.
Although the post reversal problems had

placed considerable restrictions on Sandra'’s
ability (and confidence) to travel far from
home, she still managed to attend the
support group and the open day it
periodically holds at St James Hospital,
Leeds. It was here that she saw a
demonstration of the Coloplast peristeen
pump for anal irrigation. Sandra
immediately spoke to her SCN as she
thought it would be worth having a go with
the system. Her SCN agreed and took
matter forward, as a prescription for the
pump is required. Shortly afterwards Sandra
was visited at home by a registered nurse
from Peristeen, Charter Healthcare who
demonstrated the pump to Sandra and
taught her how to use it. Sandra
remembers this visit very well, as it took her
so long to irrigate on her own, the nurse
had to leave for another appointment and
then come back again! Since then Sandra
has never looked back. Irrigation has, quite
literally, solved her post-reversal problems.
She is now fully in control, fully continent
and needs to irrigate just once every 48
hours. Amongst other things this has meant
she can travel abroad again, confident in
the knowledge that no accidents will occur.
As Sandra said, the pump even comes in a
carry case that is ideal for travelling.

At Colostomy UK, we wouldn't want
Sandra’s story to put people off going
ahead with a reversal. But, what it does do
is to reinforce everything Jennie Burch at St
Marks Hospital said in the Autumn 2018
edition about considering likely bowel
function afterwards. If you have had a
reversal and are experiencing problems,
then you shouldn't hesitate to contact your
medical team. If you would like to speak to
someone that has had a reversal, then call
our Stoma Helpline: 0800 328 4257 or
e—-mail us: info@ColostomyUK.org and we
will be happy to arrange this.

Written by
Richard Biddle

WEBSITE: WWW.COLOSTOMYUK.ORG
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Let’s start with our two ladies, Tracy and
Lucy.

Tracy’s story

Originally from South Wales, Tracy now lives
on the west coast of Scotland in a small
town near Loch Lomond. Before her stoma
surgery, she was a police firearms officer.
Ongoing health issues have meant that
Tracy can't do such active work anymore
and so she has exchanged her holster for a
position in the police control room. Tracy
has been with the force for 20 years now
and, if that isnt enough, is married to a
policeman too! She has two children,
Arwen (14) and Chloe (12). A border collie
completes the family.

Tracy's problems started after the birth of
Arwen. In the four or so years that followed,
she suffered multiple prolapses of her
womb, bladder and bowel. Tracy had an
hysterectomy, but shortly afterwards suffered
paralytic ileus* and her bowel stopped
working. As a consequence she had a loop
colostomy in March 2015. She was 39 years
old. This was made into an end colostomy
in 2016 following a hernia repair. Tracy then
had a further hernia repair and her stoma
refashioned in May 2018. When | spoke to
Tracy in the lead up to Christmas, everything
was ok as far as her stoma was concerned,
but unfortunately she was having problems
with bladder function.

Tracy still remembers the six weeks after her
first bout of stoma surgery; it was a dark
time for her. Having previously been so
active she quickly became frustrated. Being
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group...

stuck indoors also gave her too much time
to dwell on what had happened and worry
about what the future might hold. Stuck in
this vicious circle, she became desperate
and almost suicidal. Tracy's family
supported her as best they could. The
Police Firearms Officers Association did the
same. They sent her presents and also put
her in telephone contact with an officer in
the Met who had had a stoma and reversal.
Tracy spoke to him at length. Tracy said all
this helped, but what she lacked most was
regular contact with someone (e.g. an
ostomate) who understood what she was
going through. In the absence of this simple
understanding, Tracy started to think that
she was the only person of her age facing
the prospect of life with a stoma. Two
months post-op and while searching the
word ‘support’ on the internet, Tracy
happened across our closed Facebook
support group and joined immediately.

Lucy’s story

Lucy was born in 1969 and lives in Sutton,
Surrey, where she works for the London
Ambulance Service in their control room. She
has been with the service for almost 13 years.

Lucy started to have bowel-related
problems in 2011. She saw a couple of
doctors, both of whom concluded that
these stemmed from haemorrhoids. As the
problems persisted, Lucy went back to her
GP Surgery, who referred her to A&E at East
Surrey Hospital. It was here that a perianal
abscess was diagnosed and Lucy was told
to return in a few days so that it could be
excised and drained. Days after the

Parallel

Tracy Ross and Lucy Gough

This is a story about a series of bizarre
coincidences and the kind of support that only one
ostomate can give to another. It's about sharing
problems and the blossoming of a close friendship.
More than anything else, it's about two women
who happened to join our closed Facebook support

procedure was carried out, Lucy developed
a fistula and her doctor referred her back to
hospital. Matters quickly escalated from this
point. Two weeks later, after tests and
biopsies, Lucy was diagnosed with anal
cancer. In June 2011, at age 41, Lucy had an
ileostomy, followed by five and half weeks
of chemotherapy and radiotherapy at the
Royal Marsden in Sutton.

This didn't mark the end of her problems.
Although Lucy thankfully got the all clear
after five years in remission, like many
ostomates she developed a parastomal
hernia, which required a surgical repair in
December 2014. Tests at this time on
muscle condition also determined that a
reversal was not viable and her stoma
would be permanent. In the year that
followed, Lucy developed another hernia
which, again, required surgery (December
2015). Up until this point Lucy had been
pretty much coping on her own, with the
help of her stoma care nurse. It was while
recovering from her second hernia op,
where she was off work for six weeks, that
Lucy ‘stumbled’ across Colostomy UK and
the closed group. It all came about because
she decided to search for ‘colostomy’ while
on Facebook. She joined shortly afterwards.

Meeting over the
ether...

The ladies joined the Facebook group
within six months of each other and both
found it a game—changer. Tracy described it
as a “revelation”, Lucy “another world". They
were immediately struck by the friendliness.

WEBSITE: WWW.COLOSTOMYUK.ORG



Both started as passive members, rather
than actively contributing themselves.
Building confidence in this way is perfectly
understandable. It was also during this
‘phase’ that the ladies discovered they were
far from alone; there were plenty of other
people out there with the same conditions
and challenges. It also became clear to them
that people of all ages had stomas, rather
than it being just an ‘old person’s’ thing, as
is so often wrongly assumed. Tracy and Lucy
commented that just reading other people’s
posts provided them with emotional
support. Tracy also shared many of the posts
with her husband and oldest daughter. This
struck me as important. I'm sure many
readers will agree that it is sometimes
difficult to find the right words to express
what you are feeling or going through. This
is perhaps especially the case for an
ostomate talking to a non-ostomate. In
effect, the posts were Tracy's ‘prop’, enabling
her to communicate in new and positive
ways with her family. Both ladies found the
regularity with which posts appeared on
their Facebook feed and the often mundane
nature of these posts helpful too. People
sharing funny anecdotes or pictures of their
pets was a constant reminder to them that
‘normality’ was achievable and, perhaps, just
around the corner.

As members of the Facebook group wiill
knowy, it is also a good place to share stoma
issues and get practical advice. It was just
such an issue that prompted Tracy to break
her duck and make her first post. This
ultimately led to her meeting Lucy over the
ether. While doing the school run one day,

Tracy started to suffer pain around the area
of her stoma. She thought she would see if
others in the group had experienced the
same and what they had done about it.
Lucy was one of the first to reply and said
that it could be a hernia (as it turned out to
be). By this point Lucy had already had two
hernias and so recognised the symptoms.
Tracy acknowledged Lucy’'s comment, but
didn't think much more about it, until a few
days later, when she received a message
from Lucy asking how she had got on at the
hospital. This simple act of compassion and
human kindness marked the start of their
friendship. As both ladies told me, the
connection between them was instant.
They began exchanging private messages,
before moving to e-mails and then to
talking on the phone. Lucy explained that,
although by the time of their first contact
she was something of a stoma expert
(having had her surgery five years earlier),
the relationship was a two—way street right
from the off — with both women helping
and supporting one another.

As far as Lucy is concerned, Tracy was (and
is!) a breath of fresh air and gave her a new
lease of life at a time when she was feeling
lonely and detached. Since their initial
meeting, their friendship has gone from
strength-to-strength, even though they
have never met one another in the flesh. As
well as being there for one another for all
the challenges that life with a stoma can
present, they also share news and do all the
other things that you would expect
between close friends. As their friendship
has deepened, so the coincidences |

FREEPHONE HELPLINE: 0800 328 4257
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mentioned at the start have started to
emerge. Aside from both having stomas
and both having had hernia repairs, they
share the same birth month and do similar
jobs. Both work in the control rooms for the
emergency services. And, as they have
discovered, despite working for different
emergency services, they use the same
command and support systems and even
have the same type of radio! Thanks to
Tracy, both also now wear the stoma bag
covers which she had specially designed.
Lucy's proudly displays the London
Ambulance Service emblem and Tracy’s the
Police emblem. The two laugh that these
should form part of the uniform for
ostomates in their respective service!

I hope that you've enjoyed hearing about
Tracy and Lucy. If you are already a member
of the Facebook group, then my guess is
that you will have nodded in agreement at
least a few times while reading their story.
If you aren’t a member, then it's easy to
join. And, remember, there is no pressure
to be ‘active’. It's fine just to read posts and
draw support from what people say and
gather information from and comfort from
hearing about their experiences. Who
knows, maybe your next best friend is just
a click away!

Written by
Richard Biddle

*Paralytic ileus: This is the paralysis of
the intestinal muscles. It often follows
some types of surgery, especially
abdominal surgery.
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“It's so much easier to apply
now. No more worries about
.. wrinkled baseplates”



or Chris, SenSura Mio Concave provides the
confidence and peace of mind that he needs in his
job as a firefighter. After finding his ideal solution,
he doesn't have to worry about the demands of his
busy job.

“My biggest dread was my bag becoming
detached on a call. The Concave bag fits
my body shape securely allowing me to
concentrate on the task at hand.”

Thanks to the BodyFit Technology found in SenSura
Mio Concave, Chris can continue with the things he
loves to do - both in and out of work. Whether that be
spending his time with his wonderful family, brushing up
on his photography skills or socialising with friends.

-

Which BodyfFit solution is right for you?

SenSura*Mio Concave SenSura‘Mio

For stomas that are on a curved
body shape or outward area.

A flat baseplate for those who
require minimal support around

— the stoma.

» A curve star-shaped baseplate which hugs
the body with less creasing or folding

e Fiz Zones in the centre rim to increase SenSura“Mio Convex

flexibility and movement A convex baseplate to allow

o A built in stability ring to stabilise the
centre zone to support the stoma

flexibility and support around the
stoma in dipped areas.

Request your |8

FREE

Sample

pirstrame || | |

*By filling in the coupon, one of our product specialists will contact you to discuss which is the right solution for your needs before sending any
free samples. Simply post back to FREEPOST COLOPLAST (no further postal address details or stamp required) and we'll be in touch.
Alternatively, visit www.coloplast.co.uk/colostomyuk
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Telephone No ’

Signature

How your information will be used - By providing your personal and sensitive personal data on this form, you are consenting to Coloplast
Charter using it for administration and analysis purposes and to process your order. We m(g/ share this information with healthcare
professionals and other companies required for the delivery of your products or as required by law. We may also contact you to ask you to
clarify your requirements and to ask you to complete customer satisfaction or other surveys, and may use 3rd parties to handle this as outlined
in our Privacy Policy which can be found at Coloplast.co.uk/privacy. We often keep customers up to date with the latest information on the
products and services we offer. Please indicate if you would not like to be kept informed by:

Regulated by

Q‘C:g':ggasll'gx *Our team are registered with the CQC (Care Quality Commission) who independently monitor the care we provide.
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What if a skin
barrier could
keep your ski

Shelley, stoma since 2015
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Introducing
The full one piece range of NovalLife TRE Ostomy Barriers

* Available in flat, soft convex and convex

« Stays in place, yet is easy to remove

» Designed to absorb stoma output and perspiration
to protect your skin

« TRE barrier is designed to help protect the skin
from digestive enzymes by maintaining the right
pH level of the skin

If you would like to try for yourself call for a free sample on:
Freephone 0800 581 117 or visit www.dansac.co.uk

C Prior to use, be sure to read the Instructions for Use for information regarding dO nSOC '
Intended Use, Contraindications, Warnings, Precautions, and Instructions. .
The Dansac logo, NovalLife and TRE are trademarks of Dansac A/S. Ded:ccted to Stoma Care

©2019 Dansac A/S



My first encounter with Bowel Cancer
came shortly after my 60th birthday
when a large envelope dropped through
my door. | had never considered myself a
candidate for cancer as fortunately none
of my family had ever experienced it and
I had lived a trouble-free life as far as my
health was concerned. I was lucky
enough to retire a few years before and
was fully adjusted to a life of leisure.

Poo on a stick, a new experience from the
NHS but if they have sent it to me better to
do it and get it over with! The results came
back as I expected, and I carried on with life
and repeated the test two years later with
the same result. | have to admit at this point
| was a little overweight and, as a result of
my working life which involved a lot of
lunches, had developed a great taste for red
wine over the years. When the next test
came, | was 66 and although having the
usual little aches and pains that accompany
that time of life felt fine so sent the test
away and awaited the result as usual.

A week or so later | was sent another test
and asked to repeat it and a week after that
| was offered a consultation to ‘explore
some possibilities” After several tests which
I'm sure we all go through and a MRI scan,
I was invited for a consultation at Hexham
General Hospital. | suppose | was a little
naive as | told Jill, my wife, to go and have

our eet...a parto the
experience

a cup of coffee while | saw the consultant
and | would be back quite soon. | only
realised something wasn't right when the
nurse suggested that maybe my wife
should come in with me. We were
introduced to Mr Slater who | have got to
know very well since!

I am pleased that my professional life didn't
involve telling people they have cancer.
Although being involved in the life
assurance business for many years | have
unfortunately seen the results of cancer
both in terms of changing lives and
finances. In the next 15 minutes we were
told very professionally that | had bowel
cancer and had certain options. Mr Slater
explained that because of where the cancer
was, | would need a fairly lengthy
operation, there was a chance | may die,
and...he had a slot in ten days’ time! |
looked at my wife and it was obvious that
there was actually no option so we may as
well get on with it. Fortunately, we are a
positive couple. My thought at the time was
that here | was in late June and would | be
fit enough to go on a cruise | had booked
in September and be able to go to Florida
in November? The car was very quiet on the
way home.

1 openly admit | was terrified on the way to
hospital but the staff were all very supportive
and having sorted out our finances etc. in

FREEPHONE HELPLINE: 0800 328 4257
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PART
ONE

Trevor Alexander

case of a bad result, I'm pleased to say that
I woke up some hours later a little groggy
but still in this world! The next few days were
awkward to say the least as unfortunately
my coccyx bone had been removed as part
of the operation so not only did | have all
these tubes and bags attached | also had
great difficulty sitting down.

Even though you think you know what to
expect | found it quite surreal at times. |
thought maybe this isn't really happening?
Maybe I will wake up and everything will be
back to normal again? Of course, this never
happened. | had this strange stoma thing
and there were new skills | had to learn
quickly, like how to change colostomy bags
and small things like walking again...even
having a shower seemed to be a major
project and the thought of eating was
tempered by the thought of what would
happen when it eventually came out again.
I remember swearing a lot the first few days
when | seemed to need three hands to do
things but, with the help and terrific
encouragement of all the nurses at
Cramlington Hospital, all the initial hurdles
were overcome. 10 days later | emerged
into the July sunshine and very gingerly got
into the car and went home. Barry Slater
had told me not to do anything stupid
when I eventually escaped, explaining that

CONTINUED ON PAGE 17, COLUMN 1
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Introducing our
new Soft Convex
Flangﬂs... DID YOU KNOW?

You can interchange our
new Combimate Soft Convex
NEW Flanges with your ConvaTec Natura
Soft Comvex | Pouch or our new Fleximate
e - Soft Convex Flanges with your

Coloplast Assura™or SenSura™ Pouch.

NEW
Fleximate
Soft Convex
Flange

Take this opportunity
to try Soft Convex
for the first time

Stretchable Features and

with greater benefits for you
flexibility and
comfort _ _ O Traditional hydrocolloid skin

barrier can help to improve
peristomal skin conditions

O Additional security —
promotes confidence

O Solves leakage

O Can help to improve *
wear time

All convex products should be used
upon the advice and guidance
of a Stoma Care Nurse.

T

./ Fleximate
Pouches
NOW
available

Experience the benefits of our new Combimate
and Fleximate Soft Convex Flanges, by calling

Freephone 0800 652 0424 quoting M146

AMEDICAL

www.peakmedical.co.uk Exclusive UK Distributor For /= r;’:‘ Ostomy Products
*ConvaTec and Natura are registered trademarks of E.R. Squibb and Sons.
**Coloplast Assura and SenSura are registered trademarks of Coloplast A/S Denmark.
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everything has to heal, and it will take time.
Maybe | won't get on my cruise in five
weeks | thought, but | was still determined
to go to Florida in November.

Once home | realised quickly that a sense
of humour was going to be very important.
I still couldn't sit down properly and spent
the first couple of days, much to lJill's
amusement, trying to find a combination of
seat and cushion which I could sit on for
more than five minutes. | spent most of the
day leaning against the back of the settee
and sitting on my office seat with a
wonderful cushion with a hole in the
middle borrowed from one of my
neighbours. | ate very little in hospital which
did wonders for my weight but not much
else. However once home | started eating
again and had to deal with the
consequences! On the brighter side | had a
string of district nurses who turned up each
day to change dressings. Nurses seem very
young these days and | soon got used to
them chatting away about their nights out
or holidays whilst | was lying naked face
down on the bed being inspected and
having large sticking plasters applied!

Gradually over the next couple of weeks
things improved and the day arrived that |
decided life had to start again and a trip to
the pub was called for. | suspect that | was

no different from anyone else in that my
digestive system and stoma were not really
in sync with each other yet and | never
really knew when things may start to move.
| had got to the point when movements
generally occurred mid evening so |
guessed | would be OK and equipped with
my emergency pack | went for a pint. This
is when I learned that alcohol can have an
interesting effect and after two pints | was
heading for the toilet pretty quickly!

By the end of August (approximately six
weeks in) | was getting the hang of
changing bags away from home but still far
from confident about going to restaurants.
Whenever | started eating | would be
worried and this in turn seemed to start a
chain reaction and my friends got quite
used to me suddenly disappearing for
10-15 minutes while | sorted myself out.
Although the cruise was cancelled in
September, | started playing golf again (with
care) after six weeks or so and my various
scars etc. had healed enough to be given
permission to go to Florida at the beginning
of November - so the first target was met.

A nine-hour air flight proved entertaining
but I had spoken to the cabin crew just in
case and they did a magnificent job of
getting me to the front of the toilet queue
when required. | think they were perhaps
more worried about the potential

REAL LIVES

consequences than | was! Christmas came
and went without drama, but | was having
problems with pancaking. The pouch would
come off and, depending on where | was at
the time, cause panic. This happened in the
middle of a dentist appointment, when |
had to leave rather rapidly half way through
having a filling done! Fortunately, |
discovered quite early on that if you are
upfront and open (especially with friends)
then most situations, although maybe a
little embarrassing, are just dismissed as
one of those things.

The other thing I learned quickly was to talk
over any problems with my stoma nurse,
who was always helpful and would suggest
things to try. | went through my first six
months a little apprehensive but with the
support of Jill, friends and all the support
from the care staff made a full recovery. I still
had problems with irregular movements
and pancaking which proved irritating.
Although these aren't life threatening they
certainly had a negative effect on me. | was
certainly not a happy bunny walking around
with a part filled bag and didn’t want to be
doing this for the rest of my life. It was then,
by chance, that a friend gave me a copy of
Tidings and | discovered...

@ You can find out what Trevor discovered

in part two, which will be published in the
next edition.

Colostomy Irrigation and You DVD

Order Form Colostomy Irrigation and You (Patients)

Colo )
and veo™ Irigation,

payable to the Colostomy UK, to:

Colostomy Irrigation and You is an educational DVD aimed at patients, it has been produced by the
Colostomy UK to raise awareness about colostomy Irrigation as a method of bowel management.
Note: Not all colostomates can irrigate. It is therefore essential in the first instance to consult your
surgeon/stoma care nurse as they will advise as to your suitability.

To obtain your single copy of Colostomy Irrigation and You at the special price of £1.99 (incl
postage and packing) simply fill in your details below and return it with your cheque made

Colostomy UK, Enterprise House, 95 London Street, Reading, Berkshire, RG1 4QA

Colostomy /™

Colostomy Irrigation

Title:

Name:

Address:

Postcode:

Tel:

T54

Email:

r
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
: Please allow 30 days for delivery.
1

Colostomy UK, Enterprise House, 95 London Street, Reading, Berkshire, RG1 4QA Charity No. 1113471 VAT No. 917079312

FREEPHONE HELPLINE: 0800 328 4257
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The building blocks of our hOMe delivery Service In addition, PharmaCare, our registered pharmacy service,
is to put you first. We deliver all brands of stoma, continence ~ can dispense your prescription medicines along with your
and accessory products discreetly to your door and with text appliances in one convenient delivery.

message delivery updates we work hard to ensure our service

supports you. To find out more about joining the

We offer personalised pouch cutting and a wide choice of SecuriCare home delivery service visit

complimentary items. Our friendly customer service team www.securicaremedical.co.uk
is available Monday to Friday, 8am — 9pm and has over or call us on

20 years experience in providing expert product advice
from all manufacturers. 0808 301 3359

§ i c )
SecuriCare® s a registered trademark of CliniMed (Holdings) Ltd. SecuriCare (Medical) Ltd. a company registered in England No. 1793254 @@ uﬂ [FD a re

SecuriCare (Medical) Ltd, Cavell House, Knaves Beech Way, Loudwater, High Wycombe, Bucks HP10 9QY. Tel: 01628 850100 Fax: 01628 810839 A A
Email: info@securicaremedical.co.uk © SecuriCare (Medical) Ltd. 2016 PID 3394 PUttlng yOU flrSt



Weight gain
following
stoma
formation

Sophie Medlin
Dietitian

It is very common for people to gain
weight following stoma formation. There
are many reasons for this such as:

¢ Increased absorption of nutrients
and better food tolerance (mainly
Ulcerative colitis patients)

¢ Reduced intake of low calorie foods
like fruit and vegetables to control
stoma function

¢ Reliance on starchy, ‘stodgy’ food to
bind stoma output

¢ Changes in body image

¢ Alterations to relationship with food

Unfortunately, gaining significant amounts
of weight following stoma formation can
increase the risk of complications such as
hernias and of course, as with the rest of
the population, an unbalanced diet leads to
an increased risk of diabetes, heart disease
and some cancers. This can lead to
well-meaning healthcare professionals and
perhaps friends and family drawing
attention to these risks and encouraging
weight loss.

Sometimes, a useful analogy is to compare
having a stoma to being given a pet to look

\ &

joant

CityDietitians

after that you don't particularly want. The
pet has to go everywhere with you, either
permanently or temporarily. The better you
care for the pet, the easier it is to look after
and the happier you feel. The more you
reject it and don't care for its needs, the
harder it is to manage and the less friendly
it becomes.

Looking after your stoma by taking care of
your health is so important, but this can be
very hard to do if you have struggled to
accept your stoma. Unfortunately, weight
loss is never easy and it is further
complicated for many people with a stoma,
by the need to regulate output through
dietary changes that tend towards a less
balanced diet. Everyone with a stoma has a
different experience of eating, from the
reason for stoma formation to the length of
bowel remaining, other medical conditions
and our individual food culture. There are
very few foods that suit every ostomate.
While many people with a stoma can eat
everything and anything, lots of people find
that there is a long list of foods that don't
agree with them. This can lead to feelings
of isolation and those ostomates can feel
judged by those who can eat freely.

FREEPHONE HELPLINE: 0800 328 4257
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This means that designing healthy eating
information for people with a stoma is
really tricky! It also means that for many
people, standard means of weight loss, for
example, weight management groups,
booklets from GPs and online information
is inaccessible and can cause people to feel
like they might as well not even try.

A different approach (applicable to all) is to
consider the reasons why you're eating and
focus less on what you're eating. The foods
we choose and the reason we eat them is
very often not “because it's healthy and |
am hungry”. The reason we're eating is
often because we're bored, unhappy or
stressed. Eating works temporarily under
these circumstances because it lights up the
reward centre in our brain, making us feel
good. Unfortunately, if you are trying to
manage your weight, especially if you are
trying to manage your weight because the
doctor told you have to, you will often
experience guilt associated with eating the
‘wrong’ foods which can lead us to feel like
a failure and, often, to eating more.

The way to manage this is not to download

a more restrictive diet or buy a new diet
CONTINUED ON PAGE 21, COLUMN 1
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book or to ask your next-door neighbour
how he lost weight and copy him. The best
way to understand your eating behaviour is
to understand why you're eating. Try
keeping a journal of what you eat and write
beneath each entry “I ate this because...".

This is not an exercise in self-judgement
but a way of understanding your eating
behaviour better. If you're regularly writing:
‘| ate this because | was bored’, you might
want to try and find a hobby or a creative
outlet that gives you that stimulation you're
looking for from food. Try colouring or doing
crosswords while you're watching the TV, it
might help to distract your mind and boost
your happy hormones.

If you're writing: ‘I ate this because | am
unhappy; it is time to address the reasons
for the underlying unhappiness. It might be
that you need to get some professional
help and your GP would be a great place to
start with this. It might be that you know
the causes of your unhappiness and you
can begin to address them, either way, the
over—eating is as symptom of your distress,
not the cause. It is the underlying issues
that need to be tackled.

If you find you are often writing: ‘I ate this
because | was stressed’, it's time to find new
stress management strategies! There are
some great ideas online including

controlled breathing and meditation.
Obviously in an ideal world you will also
reduce the causes of stress in your life but
of course, that isn't always possible.

If you often find that you're eating
something because you're on the run and
you can't find anything healthy to eat, it
would be a good idea to try and plan ahead
a bit for your day and maybe stock up on
healthy food and snacks you can keep with
you.

Gentle exercise, even just stretching can
light up the same reward centre in your
brain as food does. Chatting with a friend
on the phone or watching funny videos will
also help. Creativity and hobbies do the
same thing. There are plenty of healthy
behaviours that we can do that can displace
some of the overeating.

The most important thing to
remember is that you
already know
everything you need
to about how to lose
weight. There are no
secrets. The diet
industry will always
be waiting to sell you

a new weight loss
method or supplement.
We buy into a new
diet hoping that we

WELLBEING

didn't know what we should have been
eating before when really the solution is in
understanding why we are eating.

Once you have understood and developed
some strategies to overcome the reasons
for over eating, think about the basics. Try
to have plenty of fruit and vegetables and
lean protein. If you find that vegetables
affect your output, try choosing vegetables
from the lower fibre list. Snack on fruit
when you can or try peanut butter on oat
or rice cakes. Rice cakes can be a great way
to thicken output without giving a lot of
extra calories.

Remember that weight gain is always a
symptom of a problem and not the cause
of our problems. Healthcare is currently set

up in a way that treats weight gain
as THE problem without
finding real solutions to the
causes for weight gain.

DIETITIAN

IDENTIFICATIBN CARD

Photo ID Card

The Colostomy UK photo ID
card can be useful if challenged
when using accessible toilet
facilities.

To apply for a Photo ID card,
complete the form opposite and
return it to the Colostomy UK for
processing with the enclosures
listed below:

* A copy of your prescription
or delivery note as proof of
eligibility

* Passport photo x 1

 Payment - cheque or
credit card*

*Note: Credit card payments
can be taken over the
telephone if preferred, ensure
the above are sent in the post
in advance.

Alternatively, the form can be
downloaded from our website:
www.ColostomyUK.org

Allow maximum of 10-14
days for delivery.

Halfx3 13v0100 Photo ID Application | Date of Publication: July 2019 | Copyright ©2018-2019 Colostomy UK | Registered charity no. 1113471

FREEPHONE HELPLINE: 0800 328 4257

National Key Scheme (NKS) Radar Key
and Photo Identity Card

To obtain a key or a photo identity card please complete the

form and declaration. Make your cheque payable to
Colostomy UK. Return all required items to:
Colostomy UK, Enterprise House, 95 London Street,
Reading, Berkshire, RG1 4QA

(If you have any queries or would like to pay by credit card, please
1537 or Email: info@ColostomyUK.org)

Disability Rights Uk
=

The cardhoider has a medicy

condition ang neey
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123845

contact Colostomy UK office: Telephone: 0118 939

National Key Scheme - Key and photo ID card purchase

Title:

Name:

Address:

Postcode:

Tel:

Email:

DECLARATION: | declare that the individual named above is
chronically sick, has a disabling condition or has had a bowel or
bladder diversion that necessitates the use of accessible toilet
facilities. The key is for the personal use of the above named and
their designated carer only.

Signature of self or carer:

Please tick as appropriate:

O1 would like to receive a key £3.50
(including postage and packing).

1 would like to receive a photo ID card for
£6.50 (including postage and packing) and
enclose a passport photograph.

NOTE: Please send a copy of your prescription/
recent delivery note as proof of eligibility
and make the cheque payable to:
Colostomy UK.

For payment by credit card, send your
documents in the post with a contact
telephone number, we will then call you
to take a card payment when received.

Date: / /2019
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Tina needs her bag to be easy to change while she's at work.
NEW CONFIDENCE® BE SOFT CONVEX features our
softest, stickiest convex wafer. Its unique Flexifit® design
bends and flexes with movement. So, she can concentrate
on her customers and nothing else. See if your life can be
better in convex.

Listen and subscribe to our podcast ‘Me, My Bag and [,
now available FREE on iTunes and Spotify, to hear stories
from people living with a stoma.

"WORK IS SO MUCH

SxPe

For samples or more information, please call freephone:
0800 028 2144 (England & Wales), 0800 626388 (Scotland)
email: samples@salts.co.uk or visit: www.salts.co.uk
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HEALTHCARE Life can be better in convex







SUPPORT

Your letters and e-mails

Ed’s note: We have a good selection in this issue. Dave Funnell
got in touch to say what an impact the last front cover had on
him. R H has some good advice for anyone flying long haul.
Our other letters all tap into topical issues. We have a couple
that engage with plastics and stoma bags and another which
raises concerns about the new NHS formularies.

Dear Editor

| just want to say a big thank you to the
young lady on the front cover of Spring
2019 Tidings.

I took one look at the cover and everything
hit home. All the words printed on her body
were the same things that been in my head
for 26 years. It's been hard to explain all the
things | have gone through until | saw that
cover. | know to a lot of people they're only
words, but to me they sum up what it's like
having and living with colitis and Crohn’s
disease — from the pain we go through to
the stress we have to put up with not
knowing what's coming next in our life.

I was diagnosed with colitis at the age of
thirty and lost my large bowel. In some
ways | was lucky as for a few years | had a
J—pouch made in my stomach and lived
quite a normal life after the operations and
complications | went through for three
years. But 18 years later when problems
started again with pains and fistulas | ended
up having an ileostomy at fifty—one, hoping
that all the pains will stop and I could start
leading a normal life.

I'm now 56. | have been diagnosed with
Crohn's and been put on injections to help
my situation. Things are not much better
but you have to start living with this. One
thing that sticks in my mind is people don't
realize what pain we go through with these
diseases and how it never seems to stop.
Good days are few and far between. |
started this email because of your front
cover and it hit me so hard in a good way
to know it's not just me feeling the same
way. | would like you to thank Jessica Logan
from me for making me realise there are
other people out there suffering the same
as me.

Many thanks
Dave Funnell
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Dear Editor

| have recently become an Ostomate and |
decided that a holiday would help me
regain some of my confidence in travelling
with a stoma.

| requested and received the very good
travel advice from Colostomy UK and so
went ahead and booked a summer break
in Orlando. This meant a long haul flight
and a little more thought was needed to
ensure that my travel plans went smoothly.

| read all the advice and made my plans
accordingly.

As advised, | paid a last minute visit to the
toilet, renewing my pouch before getting on
the plane to make sure that my pouch was
clean and empty as | boarded. | had
contacted the airline and requested a seat
by the toilet — so another worry sorted out,
| thought!

| had forgotten that | would be the one
person on the plane who would not need
to rush to the loo — as my pouch would
hold any movement from my bowel until |
was comfortably ensconced in the
on-board toilet.

What | had not given a thought to was
during the journey | would be constantly
disturbed by other passengers wanting to
use the toilet. At night — it was the opening
of the door - the light shining through — the
closing of the door and then the light again
- and another closing of the door. During
the day | was entertained by the gossip and
conversations taking place by passengers
queueing up to use the toilet. So, a piece of
advice - request a seat some rows away
from the actual siting of the “little room”.

Apart from that, my holiday was a wonderful
success. Following the travel advice booklet
and having the travel certificate on me as |

went through security at both airports here
and in the States, | was confident the whole
time of the holiday.

I am looking forward to booking another
long haul flight to an exotic destination this
time sitting in the middle of the plane!

RH

Dear Tidings
I wonder if you could reassure me about
my problem of ordering my stoma supplies.

I have had my stoma for many years with
no problems when reordering my pouches
and accessories. | have always made the
telephone call to the supplier — regardless
of the manufacturer of the pouches and
have placed my request with the order
clerk. This is then called across to my
surgery and a prescription is requested to
cover the order. Once received - this
prescription is actually the “cheque” for
payment from surgery to supplier.

If | have been recommended by the stoma
care nurse to try a different pouch or try
other products | notify my surgery and keep
them up to date with the changes | might
need made to my prescription. Until
recently | have never experienced a
problem. Now, however, | am receiving less
boxes of pouches than | have requested. On
asking why (to the supplier) | am informed
that my surgery has limited my prescription
and adjusted my request.

I have heard a lot about ostomates “over —
ordering”. | understand that this costs a lot
of money when ostomates store items and
then don't use them. | am not one of those!

| found it difficult to understand how my
request could be altered without asking me
to explain why | needed the amounts |
requested on my prescription.

WEBSITE: WWW.COLOSTOMYUK.ORG



I made an appointment with my GP - to
find that he had no knowledge of what
exactly a stoma was and how it worked. |
explained how a stoma works in removing
the waste material from my body and why
it was important and necessary to have the
pouches etc on my prescription.

| was told that my stoma care nurse would
sort out my stoma supplies - and the
surgery would be guided by her. |
immediately tried to contact her and explain
what was happening. She said that due to
the new formularies introduced by the NHS,
restrictions were in place to stop certain
products being placed on prescription. There
was even talk about limiting adhesive
remover sprays to patients.

I use adhesive remover sprays, and barrier
wipes. These were thought, by the NHS, to
be unnecessary. Despite my skin being torn
by removing the pouch without the aid of
the spray and soothed by the barrier wipe
this was suggested as over—ordering.

I came away feeling bruised and battered
and completely at a loss as to where to go
next to solve this problem. The answer was
to write a detailed letter to my GP. | stated
that unless | was able to obtain these items
then | would have to attend a wound
dressing clinic to ensure my skin and stoma
were treated to allow me to continue my
life with a stoma without the terrible
consequences that stopping just these two
items would have on my life.

Since then | have spoken to many
ostomates who are also experiencing
similar problems. Suddenly the quality of
life that we were experiencing while living
with a stoma has been disturbed and
sometimes taken away without any thought
or concern for anyone’s well being.

I read all the articles in Tidings and | would
like to think that an article written by a GP
or Stoma Care Nurse, explaining the
decisions of the CCG on stopping stoma
items could be printed. Replies from other
ostomates could be added to show how
they have managed while facing this
situation.

I have recently read an excellent blog from
an ostomate — Nathan Wheeler — echoing
most if not all my concerns. Perhaps he
could write for Tidings and let us read how
he coped with the problems I have listed.

Jane R

Dear Editor

Disposal of a used pouch is now becoming
an issue about “plastics”.

There are flushable pouches that are
available but the majority of ostomates use
pouches that need to be disposed of and
replaced on the stoma by a fresh pouch.

This has always been quite easy — empty
the contents into the toilet and then wrap
the dirty pouch in a plastic disposal bag
(nappy bag/poo bag/bag supplied by your
stoma items supplier) and placed in the
household waste bag or bin.

Now - if we are to take note of the advice
around the disposal of plastic we should be
concerned about what happens to our
plastic disposal bags.

I cannot think of an alternative and, so, as
long as we dispose of our stoma items in a
responsible way | feel we are caring for the
environment as best we can.

I know the manufacturers are researching
the reduction of the plastic in our stoma
bags but | cannot imagine a pouch that
would not require a plastic liner so that we
can be confident that the contents will not
be leaking out and messing up our clothes.
Gosh, how awful just to think about it.

| have just watched a video of a large
machine that is recycling used nappies -
and the idea might be to add our stoma
bags to that disposal method. However,
that must be in the future — depending on
various Councils plans for the disposal of all
household waste.

In the meantime do explain to those who
wish to criticise us for using plastic — that
sometimes NEEDS MUST. Maybe a letter to
your Council asking when they will find a
clean way to dispose of the nappies and
our pouches might draw attention to this
new method?

SUPPORT

My advice is...not to feel guilty about the
use of plastic but be aware of what you can
do to help the green lobby.

FSA

Dear Editor

I have had a colostomy for 31 years and
realised in that time | will have added at
least 45,000 plastic items to waste. | am
deeply grateful that | have been prescribed
the bags | have used. These have enabled
me to live an active and fulfilling life. I also
know that having a permanent colostomy
saved my life.

However, as we all know from David
Attenborough’s programmes about the
impact of plastic on wildlife, particularly
those in the seas of our planet, plastic is
causing very serious environmental
problems. And some of the plastic we all
use will inevitably have ended up in the
world’s oceans.

According to the non-profit organisation
Ocean Crusaders* over 100,000 marine
creatures a vyear die from plastic
entanglement (these are the ones found)
and approximately 1 million sea birds also
die from plastic.

I'm sure most of us reliant on colostomy
products do not want to contribute to this
death toll. So I urge Colostomy UK to work
with your many business partners to help
us all to reduce plastic waste and to find
less damaging materials for the vital
products we rely on.

Yours sincerely
Helen Kendall

*Www.oceancrusaders.org

Please note:
Before acting on suggestions from other
ostomates regarding medication or

treatment you must check with your
doctor or stoma care nurse that this
course of action is suitable for you.

We look forward to hearing from you,

our readers:

Send an e-mail to: info@ColostomyUK

The Editor, Colostomy UK,
Enterprise House, 95 London Street,
Reading, RG1 4QA

Write a letter to:

Please make sure you include your full name and contact details,

and confirm that Colostomy UK has permission to publish your

letter. Also indicate whether you would like us to use your full

name or just your first name. If you do not give us permission to
| use your name we will publish only your initials.
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‘: “I really needed today, to get my head right,
4° not just because of my stoma. | needed to
Michae

“Max is a fab role model and inspiration for
young and old with and without a stoma”
Theresa

The lifestyle survey we ran in Tidings a
few years ago told us that many people
were fearful of physical activity after their
stoma surgery. Amongst other things, they
were unsure what exercise was safe. These
findings, coupled with evidence that
exercise aided post-op recovery and
helped prevent parastomal hernias, led to
the launch of our Active Ostomates project
in 2016. Thanks to an initial grant from
Sport England we were able to produce our
Sport and fitness after stoma surgery
booklet and pilot chair yoga at a number of
support groups. As 2017 drew to a close,
we were better able to appreciate the
project’s benefits to ostomates. Our booklet
won ‘Highly Commended’ at the British
Medical Association Patient Information
Awards. The overwhelmingly positive
feedback from the chair yoga sessions also
made clear that being active was good for
mental wellbeing too.

Early in 2018, Giovanni (our Fundraising
and Development Manager) floated the
idea of having a Team Colostomy UK Rugby
League team. He hoped that being able to
showcase ostomates playing a tough
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contact sport would give those worried
about exercise the confidence to get active
again. The ‘active’ he had in mind wasn't
just about playing sports, but included
everything from gardening and walking to
the shops to just going out. In other words,
it was as much about mental wellbeing as
it was physical health. As our plans
developed, we also saw the potential for
generating interest with mainstream media
and using the team as a vehicle for raising
public awareness about stomas more
generally and highlighting the challenges
that living with one can present.

Looking back, I know | speak for everyone
at Colostomy UK when | say that the
success of the team in achieving the above
aims has exceeded our wildest dreams.
Since then, our Active Ostomates project
has not only appeared in the Rugby press,
but has also been featured in The Guardian
online and BBC news online. We have also
attracted many high profile sportspeople
who have willingly supported our work and
shared what we are doing across social
media. Thanks to sponsorship from
SecuriCare, Pelican Healthcare, Cheney

ﬁ prove something to myself”
7,

Payroll Services, Welland Medical and Dave
Kaye Associates, the team launched their
second season with a match in April against
Medway Dragons. The team we fielded had
a couple of important additions. First there
was seven—year old Max, our team mascot,
who had his stoma formed as a toddler.
Remarkably, he went on to score three tries
and was unanimously voted as man of the
match. Secondly, there was lan Daniels
who, for those readers that didn't know, is
a consultant colorectal and general surgeon
and also our president.

So what did the match mean to those who
played and those who watched? Has ‘Active
Ostomates’ really helped get ostomates
active and raise general awareness? |
caught up with lan Daniels after the game
and asked him to jot down his thoughts:

Saturday 20 April, and one
apprehensive  Colostomy UK
President managed to get his boots
on to play for Team Colostomy UK.
If | was worried (over-50 and not
having played rugby (of any sort
for 20 years) | need not have
been...what a team of different

WEBSITE: WWW.COLOSTOMYUK.ORG



“An absolute pleasure to be part of a great day, |
well done Colostomy UK for making it happen” |

sizes, sexes and stories all with a
passion for the camaraderie of the
game and no fear...especially from
Team Mascot Max, an amazing
young man. In the presence of
rugby league royal family (Tom
Kaye) and his warm-up routine
and wearing proudly the Purple
shirt we were ready...to play a
bunch of teenagers and a couple of
old men!

Although the rugby was fast and
furious, it made me realise that
while we think we are different —
well we were not. We

are a bunch of people,

those fat, old and slow

(vours truly), those small,

fast and whippet-like with

the ball, those who run like

“They’re making leaps and bounds to get rid of
the stoma stigma... their match against Med-

way Dragons was proof of that”

3';._1 |
N

Mark j|o 2

a bull in a china shop and those
that require a shout of “get four on
him to stop him!” but all enjoy sport
(of any standard) and being team
mates, enjoying the group, trying
our best and giving those watching
alaugh...and some pride in seeing
everyone play and be a part of the
team.

So why does this matter? Well it
does...whether you are an
overweight consultant surgeon, or
playing for the family member
with a stoma, or playing after
surgery that leaves you with a
stoma, or playing with a pouch, or
playing  having had bowel
restored, the key point here is
playing...getting out and doing
something that makes us feel
good, that we
get enjoyment
from, that
allows us to
play with
whatever
restriction we

Iffy

FREEPHONE HELPLINE: 0800 328 4257

R

TIDINGS 54

WELLBEING

“They let a little hero who is seven years old
~with his own stoma take part. It's important to
show little boys like Max that anything is pos-
8\ sible regardless of your circumstances”  Iffy

have, and gets us fit...and that’s
the key...it's about improving our
health, our tone, and shape, but
also being aware of the sizes and
shapes that make us all different...
Go Team Colostomy UK!

Hopefully lan has started to answer some
of the questions | posed earlier. But if you
need any further convincing then please
take a look at the quotes surrounding this
article. They were made by ostomates and
their friends and families that attended the
day. Some played on the field, some
supported but, importantly, they were all
active and a part of something bigger —
Team Colostomy UK.

If you would like to find out more about
getting active, either on your own or
through your support group then please get
in touch with Giovanni at:
Giovanni.Cinque@ColostomyUK.org

Visit our website to keep up-to—date with
our Active Ostomates project and get all the
team news.

Written by
Richard Biddle
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Supporting and empowering you CO'OStomyqK

f Looking for online
support?

The Colostomy UK closed Facebook
group is a safe and friendly space
where you can speak with thousands of
other people who live with a stoma.
This welcoming community is a place
to share hints and tips, stories and

news and to reach out for support from
other people with a stoma.

Search for Colostomy UK support
group on Facebook and request to join.

We look forward to welcoming you.

www.ColostomyUK.org

# " Stoma helplin;:
——— —
0800 328 4257 el

-




NEW PRODUCTS

New products

and services

Tidings is always interested to learn about new stoma care products and services from manufacturers and suppliers. If you have
found a stoma care product or service beneficial to ‘living with a colostomy’ please let Tidings know. YOUR findings could

make ALL the difference to others.

All-Day Comfort « Urine Control « Protects Blood Flow

« Our uniquely designed Turbo Urethral Pressure Pad™
blocks unwanted urine flow, allowing you to live your life
with confidence;

+ The Fenestrated Hood™ protects the blood flow to the
penis.

 Adjustable Velcro® strap provides a comfortable custom
fit for you.

30 day refund trial now available visit:
www.mypelvichealth.co.uk or call 01923 237 795

See our main advert on page 34.

CONFIDENCE" BE
SOFT CONVEX

. '
:
e

NEW CONFIDENCE BE SOFT CONVEX

Our best bag design is now available with our softest, stickiest
soft convex wafer. Flexible and infused with extracts of Aloe
Vera helping to reduce leaks and sore skin.

For samples call FREEPHONE 0800 028 2144
For more information visit: Www.salts.co.uk

See our main advert on page 22.

Ay,
o8t
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Brava® Protective Seal WIDE sizes now available

Designed for more challenging areas around the stoma, the
new sizes feature a 18mm starter hole with a wider surrounding
surface area to give you greater coverage when protecting the
skin. The extra material also makes it easier to fill in deeper
creases and folds.

Visit www.coloplast.co.uk/brava-seal for more information
and to request your free sample.  See our main advert on page 12.

CUI creating garments to fit your lifestyle.

CUI International are excited to introduce our boutique range
of Female and Male swimwear you can wear with confidence.

The Female swimwear has been made with great attention to
detail. It is fully lined with flattering ruche detail and an internal
pocket to keep your stoma pouch discreetly in place. The Male
swim trunks are high waisted to sit above the stoma with an
internal mesh pocket for your pouch.

www.cuiwear.com 0116 262 4333

See our main advert on page 52.

FREEPHONE HELPLINE: 0800 328 4257

TIDINGS 54
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L & SAS H Est. 1972

Hernia Support Belt

Gives firm support to the muscles around

the stoma, ideal for sports, gardening, DIY

etc. Hands free from clutching the stoma
when coughing or sneezing.

# All belts are handmade and adjustable to suit your
pouch and waist size.

* Available on prescription or can be purchased
direct from SASH Medical.

% Belts are processed and mailed to your home
within two working days.

% For more information, contact SASH Medical
directly by phone or visit our website.

Leakage & Security Belt Stoma Shield Belt

Ref: Ref:
SR103 ‘ " 55104

-

i

>

“The ring of confidence”

Lightweight and unobtrusive,
eliminates leakage and pouch
detachment problems.

“The ultimate protection’

Available in high or low dome
profile, offers protection from
accidental knocks and chafing.

Freephone: 0800 389 3111
www.sashstomabelts.com

Do you irrigate? If not, are you
interested in trying? If you feel you would like
to try irrigation you should first contact your
stoma nurse to see if you are a suitable
candidate. If you get the go ahead they will
then arrange a time to teach you. For more
information see the Colostomy UK website or
obtain the Irrigation and you DVD using the
form on page 17.

Irrigat

Sarah Squire
Volunteer

E: info@ColostomyUK.org

If you have any questions, comments or experiences of irrigation yc

info@ColostomyUK.org or write to me at Colostomy UK.

Tidings readers will remember Anthony from a previous
edition when he was new to irrigating. Here, he updates
us on how he’s doing further down the line.

| appeared in the Summer 2016 edition of Tidings when |
was six months post—operation and had just started using
irrigation to manage my permanent stoma. Two years on, |
thought readers would be interested to hear how | am getting
on. I'm now a big advocate of irrigation.

I allow up to two hours from start to finish for my irrigation;
it is very rare that | have to go beyond this amount of time.
Once the initial output is done I clean the sleeve, flushing it
with fresh water, peg it up and I'm free to do what | want
around the house. | go back to the loo two or three times to
empty out my makeshift bag, flushing the sleeve clean each
time. | usually know when the output is finished but leave it
for the two hours just to make certain. | started using a
B. Braun IryPump in my first year of irrigation. It's a great piece
of kit which 1 find far less fiddly than the hung water bag
method. It's a matter of personal choice more than anything
else.

It took me a few weeks to perfect my irrigation method with
both the gravity bag and the IryPump: using different water
temperatures, different water flow etc. | admit | have had a

WEBSITE: WWW.COLOSTOMYUK.ORG



ion and you

u'd like to share please send an e-mail to:

couple of hiccups along the way, but most
times now it's all pretty straightforward. |
irrigate every 48 hours and only use caps
in—between time. There has been the odd
occasion when | have found some very
small output in my cap, but this doesn't
concern me as | know I can still last until my
next irrigation is due.

I haven't looked back since | started to
irrigate in 2016. | have been active all my
life and continue to be so. Walking, jogging
and swimming long distances is not a
problem for me. | have also travelled the
world in the last couple of years with no
problems at all, just a little organisation
around where and when to irrigate. Most
countries have good clean tap water that
can be used. However in some places you
need to use bottled water, so | take a small
kettle with me to warm the water. | also
take my IryPump and make sure it is fully
charged. | take a back-up water bag system
with me too, just in case, although touch
wood | have never needed to use it.

The equipment required to see me through
a long stay abroad can equate to quite a big
bag full. You have to remember to take
everything you need plus more in case you
are held up anywhere. | use a large rucksack
which stays on my back while travelling. |
have found airlines are generally good and
allow an extra carry-on bag for medical
equipment, (I don't let this out of my sight
when travelling!) but it is worth checking
with them well in advance. Although stoma
caps are fine in the UK, | have found with
really hot places, the climate along with lots
of swimming, means | have to add flange
extenders to keep the caps in place. This
isn't really a problem, but it's worth bearing
in mind. | just have to remember to take
enough with me to cover the time away!

The only down side to my story is | have
developed a parastomal hernia, which I am
not too happy with. My stoma care nurse
has told me that it won't be repaired unless
it becomes life threatening. | guess this is
understandable when you consider the

FREEPHONE HELPLINE: 0800 328 4257
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pressure the NHS is under, believe me |
couldn’t be more grateful for the NHS over
the last few years. | have looked into getting
the hernia dealt with privately and it runs
into the tens of thousands of pounds so it
looks like I will have to put up with it for
now. It's not affecting my irrigation at all, it
just looks a little unsightly. Having been
reasonably slim most of my life I think
makes it harder for me to deal with. That's
life with a stomal!

I recently had my telephone consultation
for my 3rd year cancer blood test results
and I'm happy to say I'm still cancer free
three years on!

Please remember these experiences
are personal to Anthony. Before acting

on suggestions from other ostomates
you are advised to check with your
stoma care nurse.
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Win up to0 £25,000 with Unity

Unity is a lottery with a difference. We receive income directly from the number of

lottery players we recruit, so we need your support. For every £1 entry — 50p comes
directly to Colostomy UK.

How it works

For just £1 per week you will be allocated a six digit ul\ilv lottery number. You can purchase more than one entry if you wish. Every

Saturday, the lucky winners are selected at random and the prize cheques posted directly to you, so there is no need for you to claim.
You must be 16 or over to enter. Winners have to match 3, 4, 5 or all 6 digits of the winning number in the correct place in the sequence.

How #o join — three easy steps
Step one — Complete your personal details - so that we can If you have any queries please call our hotline on

contact you if you win. 0370 oso 9240

Step two —  Select the number of Unity lottery entries you
wish to purchase per week and how often you

wish to play. www.un“‘VIOH'erv.CO.uk

Results & Rules can be checked by visiting

Slep three - Complete the direct debit instruction or Or by phoning the Unity winners hotline

enclose a cheque. Detach the form, put it 0310 055 229]

into an envelope and return to llmlv to the
. Calls cost no more than calls to geographic numbers 01 or 02.
address shown on the right panel. llmiv Wl ReliRsteehibloereniolehtch

notify you of your ul\il'll lottery number.

11T £25,000 ¢ i £1,000 sice  £25 s, D Frinefntries 3

3. Select your Payment method
. Payment by Cheque

1. Your details (please print in block capitals)

Surname:

| enclose a Cheque made payable to Unity
(minimum payment £13)

Address:

R R Please fill in the form and return to Unity
. Direct Debit Name and full postal address of your Bank or Building Society.

To: The Manager: Bank/Building Society
e

Postcode:

Mobile:

Name(s) of Account Holder(s)

If you would like to receive correspondence via email, please tick here .

. If you do not wish your name to be publicised if you win, please tick here

coince [ I
ilding Society
account number

2_ Pavmeni Frequencv :::::na;:d Building Societies may not accept Direct Debit instructions for some types of
How many entries would you like each week?
Y y C ) Instruction to your Bank or Building DIRECT
“ I“'I'Y Society to pay by Direct Debit Debit

. . Service U: Numb
How often do you . Monthly £4.34 pirect Debitony e 1 E
?
e = HEEEEEEEEEEEEEEEEEE

lease tick payment
G2 i . . Every 26 wks £26
frequency and write

amount in box) . Every 52 wks £52

Instruction to your Bank or Building Society

Please pay Unity from the account detailed in this instruction subject to the safeguards assured
by the Direct Debit Guarantee. | understand that this instruction may remain with Unity and, if
so, details will be passed electronically to my Bank/Building Society.

Total Payable

_
X
_
_

| . Occasionally, Colostomy UK may send you samples and information
4. Youl' Con’elﬂ' |'° Plav (I confirm | am 16 or over and resident of GB) that may be of interest to you. We do not pass on your details but

®
Signature: may use them to keep you informed of what else is available. If you
would prefer not to receive these, please tick the box.
Detach the form, put it into a stamped envelope and Post this form in a The Unity Lottery For office use only:
stamped envelope to:  Furness Gate
Peter Green Way
will notify you of your lottery number. Furness Business Park

BARROW-IN-FURNESS
LA14 2PE

return to at the address shown on the right. They

The promoter of this Unity lottery is Colostomy UK, Enterprise House, 95 London Street, Reading, RG1 4QA | Registered with Reading Bo

The Unity Lottery, Furness Gate, Peter Green Way, Furness Business ParkBarrow-in-
Unity is operated by Sterling Management Centre Ltd, registered as an External Lottery Manager by the Gambling C



There’s no denying the importance of
support groups. The evidence is there for
all to see. Search the internet and you are
confronted with a dizzying array; just
about every patient group and condition
seems to be covered. Some groups meet
in village halls, some meet in coffee shops,
some even meet in people’s front rooms.
Increasingly, members never see each other
in the flesh but ‘meet’ instead via their
computers in a virtual world, just as Tracy
and Lucy did through our closed Facebook
support group (see page 10). Indeed,
support groups are such a characteristic of
the post-industrial landscape they even
feature in fictional works. Chuck Palahniuk’s
transgressive novel Fight Club offers
perhaps the most famous example. Tyler
Durden, the book’s troubled narrator, finds
attending support groups (even those
unrelated to his problem of insomnia) is
the only way he can get to sleep at night. At
this point, you're probably wondering
where this article is going...in case you had
started to worry, let me allay your fears. I'm
not about to announce ‘Ostomate Fight
Club’ as a new strand of Colostomy UK's
Active Ostomates project! Instead, | wanted
to tell you about a gap in the ostomate
support group ‘market’ and how some
enterprising stoma care nurses have
managed to plug it in their part of the world.

We first got wind of what Michelle Hill and
Fliss Nutting had been up to, when they
presented their work at the Association of
Stoma Care Nurses’ annual conference last
year. But, for them, the story started back in
2014 when Leicester Royal Infirmary (where
they all work) took over the area's
paediatric stoma care service. The needs of
this patient group differ in many ways to
adult stoma patients. As the ladies
explained each age has its own set of
challenges. With babies it's all about trying
to get stoma bags to fit, which can be
especially difficult if the baby is premature.
Then when a baby starts to move, bag
security is a problem. Feeding issues are
another concern. As a child gets older, so
fresh challenges emerge. Integration into
nursery and school can be tricky, including
making sure that the child is able to
participate in the same activities as their
peers. For adolescents concerns around
body image and relationships
understandably enter the mix. The parents
of children with stomas need lots of
support too.

Although the service offered by Leicester's
paediatric stoma care team s
comprehensive, the ladies quickly identified
that peer-to—peer support (both child to
child and parent to parent) was lacking
locally. Feedback from parents and children

FREEPHONE HELPLINE: 0800 328 4257
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Gut

Feeling...

suggested this was needed and, with the
benefits of support groups well
documented, the ladies decided to set one
up themselves. The first issues they faced
were of a practical nature. Support groups
need somewhere to meet but, given this
was a group for children of all different
ages, the venue had to be more than just
accessible. It also needed catering facilities
and had to be suitable for hosting a range
of play activities, including arts and crafts.
Once the venue had been secured the next
thing was advertising the group’s first
meeting. As SecuriCare nurses, the ladies
were able to do this through SecuriCare’s
Hand in Hand magazine. They also put
posters up in all the relevant wards at the
hospital. Even so, as Michelle explained
when | spoke to her, it was an anxious time.
They worried that no one would come, or
that people wouldn't return. Although the
first meeting was a success, with around 30
turning up, it was clear that it would take
time for those attending to feel comfortable
with one another. Fliss says this was
especially the case with the children. The
adults on the other hand wasted no time
getting to know each other.

From our experience of support groups at
Colostomy UK, we would say that early

meetings being a little subdued is normal.
CONTINUED ON PAGE 35, COLUMN 1
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STOMA BED PROTECTION
BRIEFS
CADDY S Arelle

Stoma Caddy is a light weight flexible silicone
storage unit which will help keep all your ACCESSORIES

stoma appliance changing products to hand.
The unit will cling to any smooth shiny

surface such as glass. a mirror. gloss tiles etc
without the need for adhesives or fixings. CONTIN E N CE CARE
Ideal for home use or when travelling.
Available in 4 colours.

Only Arelle provides high quality
Fentres. X 99 products for men and women

= i F?r more lm_‘ormatlon and your
Poareite o discreet mail order brochure call

ORI Arelle FREE on 0800 389 3597

Hook for waste bag

or visit : www.arelle.com

; dd FREEPOST SWB11095, Bridgwater
WWW.StoImaca Y.COIn Somerset, TA5 1ZA

info(@stomacaddy.com

We now accept credit cards

WASHABLE ... ccivery and Colostomy s
INCONTINENCE b % full refund option UK™

UNDERWEAR | V8 | ona3pack

CONFIDENCE FOR LIFE See WEbS‘lte
for details
IMEDIcare

with Wearever W
n pad {regular, super a
Jjust like regular underwea 1
allowing you to feel good about protecting the environment from disposables.

g

Make sure they don’t - donate now

To donate £5, text ColUKO01 to 70970
To donate £10, text ColUKOO1 t0 70191

online at ColostomyUK.org
01923237795 0118 939 1537

WWW.MYPELVICHEALTH.CO.UK
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CONTINUED FROM PAGE 33 COLUMN 3

This is why, at adult support groups,
activities like chair yoga or our recently
launched Creative Arts sessions can play a
vital role as ‘ice breakers’. Of course their
benefits go much further, but something
they do help to do, is get people talking to
one another! In essence, support groups
evolve over time as people find their voices
and decide what they want the group to be.
Because the ladies were so attuned to the
needs of those attending (both the children
and adults) and took on board suggestions
they received, Gut Feeling has gone from
strength to strength. Meetings are now
bustling affairs. The children and young
people get to mix with ostomates of their
own age whilst enjoying a range of
activities. Interaction is encouraged by team
games, bingo, team quizzes, crafts and free
play. The older children also like to use the
pool table and table tennis which is
available at the venue. While this is all going
on, the parents and carers have the chance
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to share and discuss all sorts of issues, from
travel, type of bag and helping their child
with stoma management, to the challenges
of starting nursery, primary school and
secondary school. They are also more than
happy to buy some raffle tickets, the
proceeds from which help to cover the
running of the group and the special events
they now hold. This year's include: a ‘Lion
Learners — come and meet the animals'’
day; a ‘No boundaries - football skills’
session led by an ostomate; a day trip to
Beamanor Hall; and, to round the year off,
a Christmas party complete with Christmas
jumper competition!

Setting up and running a support group
requires effort and commitment. But, as
Michelle and Fliss have shown, the rewards
are many. Gut Feeling's success is testimony
to the vital role it plays in the local
community, offering children and adults
alike the benefits of peer—to—peer support.
The feedback they have received and
continue to receive speaks for itself. As one

parent recently said: “I think dealing with
children with stomas [is] difficult ...not only
for the child but the whole family. We all
benefited from meeting up with other
families in similar situations, the support
group is a real help, answering questions
you struggle to ask. We as a family also find
it a comfort to talk to parents and discuss
problems...[it] also helps my daughter who
struggles to talk about things but is able to
open up a little when we attend. We would
be lost without their love and support
around us — can never thank them enough”.

If on reading this you have been inspired
and are thinking about setting up a group
in your area, then we'd love to hear from
you. We'll be happy to help and advise you.
So don't delay, contact Giovanni our
Development and Fundraising manager on
0118 939 1537 or email him on:
Giovanni.cinque@ColostomyUK.org

Written by
Richard Biddle
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Colostomy UK: active ostomates

Giovanni Cinque
Fundraising and Development Manager
E: Giovanni.Cinque@ColostomyUK.org

Welcome to the regular update page dedicated to our ‘Active Ostomates’ project.

‘Active Ostomates’ supports your wellbeing with a range of programmes. Some are delivered
through support groups; some can be done in your own home; others you need to sign up for.
We will also be promoting activities and events that can help everyone work towards having a
more active body and mind.
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- [ - Members of the new WAMS (Windsor, Ascot, Maidenhead &
Slough) support group were amongst the hundreds of people who
We've had a great response to the three Active Ostomates have taken part in our ‘Creative Minds’ art initiative this year.
swimming sessions that we’ve held so far this year. Things
kicked off in April with a swim in Liverpool, followed by
Derry/Londonderry a few days later. Our most recent event was
held in Leicester in June. Here's just some of the feedback we've
received:

This is the initiative’s first full year and so far groups in Guildford,
Brockenhurst, Sheppey, Salisbury, Chatham and Gravesend have
enjoyed getting creative. Amongst the highlights still to come this
year are Glasgow and York.

To find out if we are running a session near you or if you run a
support group and are interested in hosting us just call 0118 939
1537 or email Giovanni.cinque@ColostomyUK.org

“I didn’t do much swimming at all but I got in the water
and that’s what matters, smashing the fears with the
help of my wonderful family”

“Today was the first time in 30 years that Mum has
had the opportunity to enjoy time with other
ostomates”

We're always on the lookout for new venues so please send your
suggestions in to Giovanni.cinque@colostomyuk.org and keep an
eye on our website for future events.

Congratulations
Emma!

Huge congratulations to Emma Rayne
i who completed the Blackpool
Marathon back in April, less than five
months after stoma surgery. Emma is
aiming to reach Everest next year and
you'll be able to follow her journey
online at www.ColostomyUK.org and
through Tidings.

WEBSITE: WWW.COLOSTOMYUK.ORG
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#ActiveOstomates

Welcome Debra | B Developing a physical activity
S8 AT T "l intervention for people who
have a stoma

This year has seen a massive increase in the number of chair
yoga sessions we have delivered. The geographical coverage has
expanded considerably too. For the first time there have been
sessions in Yorkshire, Lancashire, the North East and the South
West of England. On 6 August we are off to Glasgow.

The expansion is partly down to our recent recruitment of a second
instructor Debra, who joins Judy as part of our team.

It's also been exciting to see that demand for the sessions has led OV RT N ET XL  CN0 BVETERUTETN T3 W [0 X1 IRSTTO T Yo Ty i T2
to us delivering chair yoga at a number of events including open LTSS E LT TLIEL TN HEL TR T IR 100
days for Stoke Mandeville and Bristol Ostomy Self support. and Cancer Research funded project to promote the benefits

If you're part of a stoma support group and would like to host our TR B a3 I ol 0 e

chair yoga, or would like to find your nearest session email  [ACHETileI R TRRURNYEY (=W (=) 7= 01 (Yo I (o= Lu <o e M- 1 o VI o] AR A (o101)
Giovanni.cinque@colostomyuk.org or call 0118 939 1537. meeting at University College London, to view a video that's
been produced to support the project, and give our input for its
further development. For more information online follow

Rugby I_eague Update @Stoma_activity on Twitter
! YT,

L—-R: Oliver Rowley, John Flood, Tim Olaniyan

Our Team Colostomy UK Rugby League season kicked off on Easter Saturday when
we played Medway Dragons in Gillingham. See page 26 for more detailed coverage. _
That was followed by a visit to Chorley Panthers on 1 June. L-R: Paul Anderson and Kaven Ellison

This year we've secured some great backing from SecuriCare Medical, Pelican Healthcare, Welland Medical, Cheney Payroll services, and
Dave Kaye Associates. We've also been lucky to get the support of former England, Bradford Bulls and St Helens star, Paul Anderson,
who had a temporary colostomy early in his career. Having Paul on board has led to a noticeable increase in awareness of this initiative
and, we hope, awareness of stomas more generally, with features appearing in the Guardian newspaper, Rugby League Express, Forty—20
magazine, and 