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DATE				

DAY			

Company		

Location

3rd July				

Tuesday		

		

CUI Wear		

IFU Lev 9 NWPH

18th July			

Wednesday			

Fittleworth		

Post Grad Lev 5 St M

6th September			

Thursday			

CliniMed		

Post Grad Lev 5 St M

21st September			

Friday				

Dansac			

Out-Patients Lev 3 St M

1st October			

Monday			

B Braun			

Post Grad Lev 5 St M

16th October			

Tuesday				

ConvaTec		

Out-Patients Lev 3 St M

31st October			

Wednesday			

OstoMart		

Out-Patients Lev 3 St M

15th November			

Thursday			

Coloplast		

Post Grad Lev 5 St M

30th November			

Friday				

CUI Wear		

Post Grad Lev 5 St M

17th December			

Monday			

Hollister		

Post Grad Lev 5 St M

Come along for an informal chat over a
nice cup of tea/coffee and biscuits
10:00am till Mid-day
Follow the signs to the Venue
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Useful Contacts

A DATE FOR THE DIARY!

Chair’s

Colostomy Association

Lisa Smith
Mob: 07955 385991
E-mail: lisalottiesmith@yahoo.co.uk

Ileostomy & Internal Pouch
Support Group

Sarah Varma:
Tel: 0208 235 4110
E-mail: sarah.varma@nhs.net

National Association
Crohn’s & Colitis

This Year’s Open / Information Day

Tel: 0800 018 4257

Vice Chair

Tel: 0800 018 4724

Saturday 13th October 2012
The Himsworth Hall
Level 6 of St Mark’s Hospital

Tel: 01727 830 038

Ostomy Lifestyle Helpline
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Tel: 0800 731 4264

Barry Kindred
Mob: 07984 456688
E-mail: bgkindred003@hotmail.co.uk

Secretary/Treasurer

will be held on

Come along and see some old friends and have a chat.

Stomawise

Tel: 01978 355 626

Come and see all the manufactures gathered under one roof showing their new products

Urostomy Association
Tel: 0845 241 2159

Diane Owen
Tel: 0203 092 8274
E-mail: diane_owen@hotmail.co.uk
170 Malvern Avenue, Harrow, Middlesex HA2 9HD

Come and join in the very informative workshops Tea /Coffee, soft drinks, biscuits available
through the day and a Snack Lunch
Come to our AGM to hear what we have been up to and what we plan for the future!
Doors Open: 10:00 am - Finishes: 4:00 pm
We look forward to seeing you all on the day

Founder/Editor
Bob Azevedo-Gilbert
Tel: 0208 428 4242
Mob: 07777 667367
E-mail: bob@iossg.org.uk
218 Long Elmes, Harrow, Middlesex HA3 6LG

#

Want to join the Support Group?

If you have a colostomy, ileostomy or a urostomy and you would like more information, please complete the section
below and send it to: Sarah Varma c/o Stoma Care Department, St.Mark’s & Northwick Park Hospital, Watford Road,
Harrow, Middlesex, HA1 3UJ
Name________________________________________________________________________________________

A

Big Thank

You!

Address______________________________________________________________________________________
____________________________________________ Postcode_________________________________________
Telephone

__________________________________________________________________________________

Annual membership subscription £5.00. Cheques payable to “St. Mark’s Hospital Foundation”
Diane Owen, 170 Malvern Avenue, Harrow, Middlesex, HA2 9HD
I would like to take this opportunity to say a big thank you to all those of you who participated on the 19th and 20th of June
at Northwick Hospital, for giving up their time to help the final year surgical students through their exams.
You are an inspiration to other stoma patients showing courage and confidence that living with a stoma is not all bad.
My thanks once again to all of you on behalf of Inside Out’s Co-Chairs and myself Kind Regards Bob.
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Attention! Important! Please Read:
Whilst every care has been taken to ensure that the information in this publication is accurate and complete, the contents
of this newsletter are provided for general information only and should not be relied upon for any specific purpose.
Inside Out Stoma Group accepts no responsibility for the accuracy or statements made. Anyone acting upon them does
so at their own risk. We recommend that you consult your stoma nurse or doctor before changing your procedures.

http://www.iossg.org.uk
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Q&A

Share more moments like this!

Common Concerns
Poor technique when changing the appliance?
First check that you are removing the appliance correctly. Ensure the skin is supported directly above where you are gently
peeling the appliance off- from top to bottom. Incorrect removal can cause superficial trauma and lead to soreness.
The use of adhesive removers may be recommended if the appliance is particularly ‘sticky’.
Check that the peristomal area is cleaned effectively, i.e. with luke warm water and dried thoroughly and the appliance is
positioned properly. Allow enough time for the appliance to adhere properly once it has been renewed. By placing a hand
over the new appliance for a few minutes will help the appliance to stick and often
prevents disasters later on.

Does the sore skin correspond exactly to the adhesive area of the appliance?
This would indicate a skin reaction. In this instance you would need to remove the
cause, i.e. change to another product. A skin barrier may help, i.e. a protective wipe/
spray.

Simply... a secure home delivery service
l A dispensing centre local to you
l Convenient opening hours, six days a week
l Overseas emergency cover - World Assist Alliance

Pre-existing skin conditions e.g. Eczema or Psoriasis?
Seek specialist advice. Some prescribed dermatological preparations may be used around the stoma site.
However it is important that they do not interfere with adhesion. If the soreness persists, and there appears to be no
obvious reason for it, a skin swab is advised to eliminate/identify any underlying infection, and seek further advice/review
from the stoma care department

www.fittleworth.com
We are Social:

Pancaking:
This is often a particular problem for colostomists, when the faeces remain stuck around the stoma instead of dropping
down into the bag. The following tips may help:
Cover the flatus filter:
This will prevent a vacuum from forming in the bag and help prevent the faeces from sticking at the top.
A piece of screwed up tissue or cotton wool ball in the bag:
Placing this in the bag before wearing it enables some air to remain in the bag, therefore preventing a vacuum 		
forming.

Delivering emergency
appliances to our
customers abroad on
holiday or business

"
We have a range of information sheets available, please tick the relevant boxes and we will post them to you.
Stoma Cutting Template q Living with a Stoma - Hints and Tips q Common Stoma Problems q
Travel Passport
q World Assist Alliance
q

Dietary Advice q

Name: (Mr/Mrs/Miss) .........................................................................................................................................................................

A small amount of oil in the bag:
Apply a small amount to the inside surface of the bag, which will help the faeces to slide down.

Address: ...............................................................................................................................................................................................

Increase fluid intake:
Inadequate fluid intake can result in larger quantities of water being reabsorbed by the colon, resulting in dry 		
faeces which tend to stick.

Telephone No: ............................................................ E-mail: ...............................................................................................................

Ostomy lubricants can help reduce pancaking

..................................................................................... Postcode: .......................................................................................................
STMARKS07/2012

Fittleworth
Hawthorn Road, Littlehampton,
West Sussex, BN17 7LT
www.fittleworth.com
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Fittleworth, winner
of the Stomawise
Golden Owl Award
for Best DAC 2011
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Freephone National:
0800 378 846
Freephone Scotland:
0800 783 7148
http://www.iossg.org.uk

Why Me?

A story of TPN, a Fistula, a Transplant and a Stoma
By Jan Barnett
Why me? That’s one of the first thing people say when something bad happens or they get some
bad news.
It’s what I thought when I woke up out of a month long induced coma, to find a tube where there
wasn’t meant to be one and no tube’s where there were meant to be (I had a Tracheotomy tube
in my neck and a hole where my bowels were meant to be)……… 		
Let me take you back a little, about seven to eight weeks before I woke up out of this coma at the age of 30.
It was around the 17th or 18th of July 2008, I’m just about to go on holiday
and take a break from being an Agency Chef after working at Lords Cricket
Ground catering department and being offered a great job working for a
private caterer. I say “see you in a week” to the caterer (and a few other things
;o) ) to someone special I had just met 7 weeks earlier and head off to Germany
for my Grandmother’s 80th Birthday.

News Flash!!!
Too Baldly Go
On the 2nd of April, I kick started the bowel awareness month by having my hair and beard shaved, after 40 years,
off by Lauren at Cutting Edge, hairdressers next to Costa Coffee shop in Northwick Park Hospital. The reason for
this madness, if you can call it madness, although my wife and son thought so
after the event, as I had neglected to tell them I was doing this. The aim was
to bring attention to diseases that can affect us all at some time or other in our lives.
Whether it be through Cancer, Crohn’s, Colitis or any other bowel disorder. The other reason was to raise some money towards looking in to psychological aspects of
having to live with a stoma, either as the recipient or how it affects the rest of the family.

Parking Concessions
Notices have finally been placed around St Mark’s Hospital and Northwick Park informing long term patients and their
visitors, that if they are undergoing treatment etc., that they can get a reduced parking charge by going to the APCOA office
near the A & E department. Peter Coles, (CEO) of the NWLH Trust, listened to what we had to say and requested that these
signs to be put up around the hospital, a big thank you from all of us Peter, for listening and acting on it.

Support Group of the Year!
As the 20th July comes round, bringing, my Grandmother’s 80th with it.
Everyone’s gathered round the table at my Great Uncle’s hotel for the
birthday lunch and I’m enjoying the food :o). After lunch I start getting
stomach ache (more from possible over eating than the cooking) so I go for
a walk and take my prescribed medication for IBS (oh how I hate those three
letters) and Reflux, but the pain gets worse so I decide to get my mum to take
me back to my grandmother’s where I lie on the sofa and take some more
medication and some pain killers.

Yes, under the leadership of our Co-Chairs, Sarah Varma and Lisa Smith we were nominated and won the Stoma Support
Group of the Year by Ostomy Lifestyle.
The presentation took place at the coffee morning on the 24th of May. As you can see from the picture a number of people
were there to receive the award from Helen of Ostomy Lifestyle and an even bigger surprise was that I also received an award as runner up volunteer of the year.
The trophy can be seen in the cabinet outside Fredrick Salmon Ward on level 4 at
the start of the Link corridor.

When my mum comes home an few hours later I’m lying on the sofa curled up in agony, so it was decided to take me to A + E
where they did some tests, took an X-ray and decide to operate immediately on an obstruction of the bowel, all in the space
of 45 minutes. I remember the fear I felt, crying and apologising for this while holding my mum’s hand.
The operation went as well as it could (I even still have the staples:-D) but I had trouble eating and kept being sick, so they
did lots of tests to find out what’s wrong and where. They found the cause of the problem and I was given the option of
recovering as best I could and then traveling back to UK or to have another operation in Germany? I decided to go ahead
and have the operation in Germany (to this day I don’t know if it was a good idea or not, as I don’t know what could have
happened if I had come back to UK). My girlfriend flew out to see me while I was waiting for my operation which
was brilliant.
Sadly the 2nd operation did not go well and they had to remove my whole small intestine as it had a ‘conglomerate of
tumours’, (I have no idea how I managed to live so long with them) and I don’t remember waking up after it.		
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Well done everyone.

Reminders for the Diary!!!!
8th September at the Bannister Sports Ground – Relay for Life event and they are looking for survivor’s to walk the survivor’s
lap of honour at the start of the relay. We will have our stand there with the Foundation and Bowel Screening next to the
colon tunnel.

13th October is our Open /Information Day (see page 9 for further information)

http://www.iossg.org.uk
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Ostomy Lifestyle
Ostomy Lifestyle is the UK charity that provides a support service for anyone affected
by stoma surgery on their bowel or bladder. The charity’s support services are here to
help ensure people affected by stoma surgery are able to lead a full and active life by
providing them with knowledge, support and inspiration.
Our Vision: That having a stoma should never be a barrier to leading a full and active life.

Confidential Helpline is one of the free services Ostomy Lifestyle provides. The Helpline team comprises of an experienced
stoma care nurse and operators who have had stoma surgery and have received extensive training in stoma care and helpline
skills. The team can help with all aspects of daily life with a stoma, including stoma management, clothing, relationships,
travel, work and pre-op concerns. Please contact them if you have any questions or concerns. You can contact the Ostomy
Lifestyle Helpline on 0800 731 4264 or at advice@ostomylifestyle.org
Ostomy Lifestyle’s publications are available free of charge. The range of publications including patient information sheets
on topics such as Healthy Eating, Travel and Stoma Appliances, a free, quarterly newsletter, Ostomy News, available on paper
or via email and Lifestyle Cards available in many different languages, useful for travel and security situations.
Patient information sheets, Ostomy News and Lifestyle Cards available by contacting the Ostomy Lifestyle
office on 0118 324 0069 or at admin@ostomylifestyle.org

Positive Living Events are arranged by the charity and include workshops for local support groups
to help people understand more about living with a stoma, training for support group organisers,
healthcare professionals and industry aimed at developing and improving patient care.

For some reason they opened me up again and I’m not sure if it was because the wound got infected, or if the wound got
infected because they opened me up again, whatever the reason, they removed my large intestine too and I was placed into a
induced coma (something I wouldn’t wish on anyone)
and flown back to the UK in an Air Ambulance, which
was rather expensive due to me not taking out travel
insurance as ‘’it was only Europe and I was visiting
relatives for a week’’ or better put ”I was an idiot!!”
This brings us back to the beginning of my story, in the
ITU of St Mark’s Hospital under the excellent care of
Dr Simon Gabe, (an amazing Doctor who cares greatly
about his patients and St Mark’s Hospital. Thank you
Dr Gabe J).

Me in the Air Ambulance

When I finally woke up and saw the state I was in, I didn’t handle it too badly considering. At first I had trouble telling the
difference between dream and reality. I felt a little better once I saw my family
around me and was very surprised to see my girlfriend standing there and still with
me J.
I had a Duodenum Fistula, which was a fistula that was formed at the short part of
the small intestine that connects to the stomach, which is where everything I ate
and drank came out into a large bag called a ‘Wound Manager’ the size of roughly
5/6 stoma bags and covering the whole of my abdomen from the top of my rib cage
down to my pelvis.

Helen Bracey, Helpline Services Manager demonstrating the digestive system at a workshop
Ostomy Lifestyle Awards are presented annually and recognise excellence and commitment
throughout the stoma care sector. The categories are Local Support Group of the Year, Nurse of the
Year, Volunteer of the Year, Industry Professional of the Year and Most Innovative Product.

The charity holds its Underwear and Swimwear Show to raise the profile of stoma surgery in a positive way and
promote body confidence. The most recent show, held at the Birmingham Town Hall in November 2011 was a huge success
with 14 models, all of whom had undergone stoma surgery, demonstrating their confidence by stepping out in front of the
cameras and the crowds, in a variety of attractive and sporty outfits.
Ostomy Lifestyle is a charity that relies on donations to provide its services. If you would like to help please send your
donation to Ostomy Lifestyle, 4 The Courtyard, Eastern Road, Bracknell, Berkshire, RG12 2XB or go to the website
www.ostomylifestyle.org where you can donate or access many of the services of the charity.

Lynn Love
CEO
Ostomy Lifestyle
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Me ‘modelling’ a Wound Manager Fistula bag
and my ‘Hickman line’ used for my TPN

I won’t go into too much detail, but to say I was a very determined young man, who pushed himself hard to get walking
again, got moved to Frederick Salmon and then the Intestinal Failure Unit where I shared a room with a very caring and
understanding gentleman named Mark who had a stoma.
It was difficult to get used to my new situation, the fistula bag, TPN (Total Parenteral Nutrition) which is given intravenously
and the ‘magic liquid’ keeping me alive. Because of the lack of bowel, both small and large I didn’t absorb any nutrients,
hence the need the 4 litres of TPN, which was infused over 24 hours to begin with and later reduced to 14 hours over night. It
needed to be put up using A-septic procedure (everything needs to be sterile and no contact with skin or clothing and gloves
must be worn, a very time consuming procedure to reduce the risk of infection).
Well, time in hospital went by slowly (I arrived at St Mark’s in a coma in September 2008 and left on 16th December
2008) and in that time I went through training in putting up my own TPN, I learn’t how to put on my own Fistula Bag
(a procedure that can take anywhere between 2 and 4+ hours) with lots of leaks that left my whole front red raw. Slowly adjusting
to my new life I finally went home, well back to my parents as my room in London had been taken over by my friend
(to whom I’m eternally grateful for many things in my life, including organising my ‘life’ into boxes for my dad to transport
back to my parent’s).

http://www.iossg.org.uk
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Now life out of hospital is very different to life in hospital…….. mainly there’s no nurses to rely on and the equipment in the
community is very different and in my case unreliable, the suction pump supplied was designed for clearing throats and only
meant to run for 30 minutes (my fistula bag took up to 4 hours to change, sometimes even longer, during which I had to
lie pretty still). This meant that I had to fight to get two pumps, otherwise one would burn out and I’d be left without any
suction for a wound that was constantly producing output.
The community nurses assigned to me, despite being shown what to do and told how long it will take to do it by the staff
at St Mark’s, seemed like they really had no idea what to do nor desire to do it, they were rude and made me feel even
lower than I already did and were not competent in looking after me! (I remember them bringing a ‘wound specialist
nurse’ to look at my wound and all she could say was “I’ve never seen one like that before, you must be the only one in the
country like this, you’re weird! “ Nice! As you can imagine I showed her the door and closed it very quickly behind her! As
you can see I wasn’t their usual type of patient, young and able to defend myself against them! I must stress that not all the
nurses in my local community are like this, there are a lot of fantastic nurses in my local community.
One of the most amazing nurses and true angel is my Stoma Nurse Sarah who upon meeting me, straight away helped me
get counselling with a Clinical Psychologist to help me come to terms with my new situation. Sarah also helped me with my
financial worries by informing me about the benefits and help available to me, something that you can imagine takes a very
big load of anyone’s shoulders. And of course Sarah’s there to answer any problems I had regarding my Fistula, I don’t know
what I would have done and still do without her and her team’s help. Which brings me to a quick point and that is that
without certain people’s help, patience and understanding, I wouldn’t be here writing this, these are true guardian angels
and I thank them one and all. THANK YOU
I learned how to look after myself and change my own bag and TPN. The first six months were a rocky and stressful road
(bags kept leaking, I kept getting frustrated, I got angry at my family around me etc). But once I got used to changing my
bags and putting my TPN up things got better. I’d like to just take the opportunity to thank my family for their help and
patients during those difficult times, especially my little brother Aaron who wasn’t fazed by the sight of me and my wound
and would come and help me and get me things I needed.
Within those six months I moved out of my parent’s home and in to my own flat. After lots of asking, applying and
constant following up and explaining from my mum I finally got awarded Housing Benefit, but because they wouldn’t
supply me with two bedroom council accommodation, despite letters from different Doctors and medical staff), I found a two
bedroom flat in a good and quiet location and supplemented my Housing Benefit to pay the rent.

The Sterile room and
equipment required for
putting up and taking
down TPN, including the

(Despite all the hygienic precautions I still got line infections and the day after I signed the rental agreement for the flat
(1st April 2009) I had to go to hospital for two/three weeks with an infection, Murphy’s Law!
Sadly there was another problem and that was that my circulation was not very good, and there wasnt many venal access
points and with the line infections in my Porta-cath and later my Hickman line, I was running out of places and usable veins to
use so I was faced with the decision of having a Small Bowel Transplant rather sooner than later. Now I’m sure a few of you
have never heard of a Small Bowel Transplant or thought it possible and you would be forgiven for thinking this as it’s still a
reasonably new procedure, or at least not as well-known as liver, kidney or lung. Well I decided to go ahead with it.
Six months later on 1st October 2009, I had to renew my rental agreement and on the 12th October I went up to
Addenbrookes Hospital in Cambridge for my transplant assessment to have a small bowel transplant. The assessment took
around 10 days of lung function tests, liver biopsy blood tests etc. There was also a psychologist who came to ask if I
understood what having a transplant would entail (In hindsight I don’t think anyone can ever know what a transplant could
entail, that’s something you have to live through to find out!) and that I will need to take a few tablets and stay out of the
sun without factor 50 sun block (there’s not so much sun in England any way :-D ).
On the 3rd/4th November 2009 I awoke at 6.30 am with my mum standing in my bedroom saying that Addenbrookes have
been trying to get hold of me because they may have found a donor. So off we went, racing up to Cambridge (I think mum
was much more nervous than I was, I thought that it was probably just a ‘test run’ and just relaxed. When we got to the
hospital and reported to the ward we were met by Helen, my Transplant Co-ordinator at the time and she was very excited
and got some blood tests done and the donor organ was a perfect match so the Operation went ahead that afternoon.
When I woke up in the High Dependency Unit on the Transplant ward in Addenbrookes and looked down at my abdomen I
saw a Stoma (now you won’t be the only ones who think I’m crazy because I was really happy to have a stoma :-D ) but I also
had…….. a big plastic bag, bigger than my fistula bag. But it turned out that it was only to be there temporarily as was the
(what looked like) treated pig skin stitched to my abdomen to keep the transplanted bowel in….and this is where it goes a bit
‘not quite as I had planned it (to be honest I’m not sure what I thought the post operation situation would be like) because
this treated pig skin needed to be removed and my own skin and muscle would need to be used, just where will it come
from? The plan was to take it from my back, so I signed the consent form and headed down to the operating theatre to get
‘knocked out’ and be operated on.
When I woke up I suddenly felt horrendous pain in both legs and looked down to find to my horror that they had taken the
skin and some muscle from my left thigh and the skin from my right thigh to perform a skin graft on my left one. Now this is
the worst thing they could have done in my eyes because my legs were the favourite part of my body (they were the only real
muscle I had from all the years of working as a chef and skating) and even as I write this it still upsets me because of the severe
pain I’m in now with the cold weather and all the nerves slowly growing back. But I also can now see that if they had taken
the skin and muscle from my back I would be in much more pain and restricted movement as well as ruining my tattoo.

TPN and Fridge.

Why a two bedroom flat if it’s only for me? I hear you ask; well 1 bedroom is an Aseptic Room for putting up my TPN
(it has to be a totally clean room only for putting up and taking down the TPN.

Well the months went by from November to December to January to February…. in those months I started my recovery.
I watched as my legs and abdomen started healing, the drains started coming out and even putting a little weight on. But
after four months in hospital and hospital food I really wanted to get back to my own flat and most of all my own BED!!!!
I took pictures of my wounds so as to look back and see the healing process and compare one day to the next. I found this
very useful as I could actually see progress and myself getting better.
To be continued in the Autumn issue of Inside Out
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