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MEMBERS' MEETING
23 MARCH: TALK BY ELAINE STEVEN
Our speaker for the March 
meeting was Elaine Steven, 
Health Service Development 
Manager for Crohn’s & Colitis 
UK. Elaine is a familiar face 
to Clyde Network members 
and a good friend to the 
Organising Team (OT).

Elaine’s talk was about the 
Cross Party Group (CPG) on 
Inflammatory Bowel Disease (IBD) 
in the Scottish Parliament, but 
she began with some background 
to the formation of this group. 
Health service development 
work started in 2006, with a 
UK-wide audit of IBD services, 
which indicated great variation 
in service delivery to patients.

Crohn’s & Colitis UK then 
collaborated with all the Royal 
Colleges, who represent a 
range of health professionals, 
to produce the IBD Standards 
document. Despite not being 
a government document, 
the Standards are a powerful 
influence on all clinicians. By 
2009 the Standards were widely 
used throughout the UK and 
the National Blueprint for IBD 
in Scotland was produced as 
Scotland’s response, funded by 
Crohn’s & Colitis UK and the 
Scottish Government. In 2016 
the Blueprint was sent out to 
all Scottish health boards, for 
implementation across Scotland. 
Initially, many pilot projects 
were set up to see which worked 
best. One important aspect 
in the implementation of the 
Blueprint and to maintain a 
focus on IBD at a political level 
was the development of the 

CPG, which focuses on health 
service development for IBD. 

In addition an organisation called 
IBD UK was set up two years ago 
to look at, and improve standards 
of delivery. An offshoot, News 
IBD, will soon be available in 
digital format. IBD UK is also 
due to launch a new website 
which will be available to the 
public as well as clinicians. 
Patients will be able to assess 
themselves against benchmark 
standards through an annual 
patient survey, which it is hoped 
will prove to be a powerful tool.

THE CPG
The CPG began working in 
2017, following two years work 
encouraging MSPs and others 
to sign up to it. The focus of 
the group is action, not merely 
discussion, and it is widely seen 
as one of the more successful 
CPGs in the Scottish Parliament, 
with sustained support from a 
group of MSPs. The organising 
force, or Secretariat, behind the 
group is Nancy Greig, who works 
for Crohn’s & Colitis UK and The 
Alliance and is a former volunteer 
with the Clyde Network. Nancy 
organises speakers, writes 
invitations to health professionals 
and produces minutes of each 
meeting. The group meets 
three times a year and has had 
presentations on topics such as 
service design, data and the use 
of technology, young people’s 
services and needs, guided self-
management, the national flare 
card development, personalised 
care plans, psychological support 
and IBD specialist nurses. 

CLYDE 
NETWORK
PUB QUIZ
The Rock, 205 Hyndland Road, 
Glasgow G12 9HE
Last year’s quiz was very successful 
and great fun, so we hope to hold 
another this year. As before, it will 
be in July but we haven’t confirmed 
a date yet. Please watch the Clyde 
Network’s website and Facebook for 
details nearer the time. We hope to 
see lots of people there. Come along, 
have a good night and help to raise 
funds for our network.

cont’d on page 2
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cont’d from page 1

Some Clyde Network OT members 
attend the meetings and we have 
tried to keep our members up 
to date with brief reports from 
each meeting. Meetings are 
very informative and sometimes 
emotional, especially the 
personal stories from younger 
sufferers. There has also been a 
live demonstration of software 
used in video-conferencing 
consultations. These can enable 
patients who may be in remission 
to talk online with a consultant, 
thereby negating the need 
for a face-to-face meeting; 
very useful in remote areas.

In addition to the work of 
the CPG, Nancy Greig and 
Elaine Steven recently had 
an information stand in the 
Garden Lobby, just outside the 
Scottish Parliament chamber 
entrance. This resulted in 
many MSPs, including the First 
Minister, stopping to talk about 
IBD and share their own, or 
family or constituents’ stories. 
MSPs were keen to speak to 
our two representatives and 
a photo taken with Nicola 
Sturgeon was re-tweeted to her 
950,000 Twitter followers! 

Finally, Elaine spoke about the 
recent Scottish Parliament debate 
on IBD. The convenor of the CPG, 
Pauline McNeill MSP, has been 

trying to secure a debate since 
the inception of the CPG but 
these things take time. However, 
on Wednesday 20th March, a 
debate was held from 5pm-6pm, 
with contributions from Pauline 
McNeill (Lab; Glasgow), Clare 
Adamson (SNP; Motherwell & 
Wishaw), Miles Briggs (Con; 
Lothian), Monica Lennon (Lab; 
Central Scotland), Liam McArthur 
(Lib Dem; Orkney Islands), Alison 
Johnstone (Green; Lothian),Willy 
Coffey (SNP; Kilmarnock & Irvine 
Valley), Brian Whittle (Con; South 
Scotland) and Joe Fitzpatrick 
(SNP; Dundee City West). This 
can be viewed on the Scottish 
Parliament TV website (Video 
Archive). Nancy and Elaine 
briefed the MSPs on the pertinent 
issues for all IBD patients and 
one important result was to 
secure a meeting with the Health 
Minister, Jeanne Freeman.

INVESTING IN 
ACCESS by Edmund Murray

In January I was asked by Crohn's 
& Colitis UK to represent the 
charity in a focus group run by 
Disability Equality Scotland to 
investigate the feasibility of 
setting up a national award for 
accessibility in public spaces 
called "Investing in Access". 
The focus group I attended in 
Glasgow was one of a series with 
representatives from a number of 
charities attending. The discussion 
focused on three questions:
1) What would a national 
accredited award for accessibility 
mean to you?
2) If a national accredited award 
for accessibility was introduced in 
Scotland, what should it look like?
3) If no national accredited award 
for accessibility was introduced 
in Scotland, what alternative 
approach would you like to see?

The discussion around these 
questions produced many 
different viewpoints, such as 
whether such an award would 
be voluntary or legally-binding, 
would it have levels such as 
Bronze, Silver and Gold, who 
would be involved in determining 
criteria for accessibility and 
who would administer such a 
scheme? With charities ranging 
from MS support, veterans 
support and those with learning 
disabilities in my group, a wide 
variety of opinions was shared 
and options considered. I found 
it to be a learning experience, 
hearing viewpoints from other 
organisations and individuals that 
I would never have thought of and 
I hope I was able to put across 
informative views from an IBD 
perspective. 

There is obviously a long way 
to go, if at all, before any such 
award can be implemented but 
the focus group I took part in 
was very positive, both about the 
potential of such an award and 
the changes it could bring about 
for those with disabilities and 
long-term conditions in Scotland. 
It will be later in the year before 
we hear about any decision 
but we will keep our members 
informed about what that decision 
is and, hopefully, what the next 
steps are.

DEBATE ON IBD IN 
SCOTTISH PARLIAMENT
For those of you interested in 
viewing the recent Scottish 
Parliament debate on IBD, here 
is the link:
scottishparliament.tv/
meeting/members-business-
prevalence-of-crohns-
and-colitis-in-scotland-
march-20-2019

It was a highly informative debate, raising awareness of Crohn’s 
and Colitis in Scotland, highlighting the work we are carrying out 
and what more is still to be done.

Nancy Greig (left) and Elaine Steven 
(right) with the First Minster

Nancy Greig (left) and Pauline McNeill 
MSP (right) ahead of Holyrood debate 
campaigning for more specialist nurses
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MARCH MEETING Q & A
We held a Q&A discussion after Elaine’s talk, covering a wide range of topics. 
What are our experiences 
and expectations of our 
consultants? Responses 
included:

• Routine questions tend to 
be asked, rather than more 
personal questions. Many 
consultants don’t know their 
patients personally and so 
discussions about lifestyle and 
what might benefit the patient 
are not always covered. 

• Some of us rarely see our 
consultant, e.g. if we have 
only an annual or 6-monthly 
appointment. It’s not easy for a 
doctor to get to know patients 
really well in that timescale. 

• Dislike of seeing a different 
registrar every time and having 
to repeat our stories. Elaine 
Steven directed us to the 
Patient Empowerment Guide on 
Crohn's & Colitis UK’s website.

• Not enough of an ‘overview’ 
taken; hospital departments 
don’t always communicate well 
with each other.

• One person had not been told 
about Crohn's & Colitis UK or 
that there was an IBD nurse in 
her hospital.

• Another member finds it 
helps to have bloods and 
stool samples taken prior to 
appointments, so that everyone 
knows how well/ill you are 
when you attend. If bloods are 
taken on the appointment day 
you can wait ages to find out 
the results.

• One cry for help was ‘It’s 
frustrating that everyone 
knows what’s inside me except 
me!’

• The Crohn's & Colitis UK Patient 
Engagement Programme is 
coming to Scotland soon, so 
patients will have a chance to 
air their views.

What is the difference between 
IBS and IBD?

• IBS (Irritable Bowel Syndrome), 
is not a disease and tests done 
on patients with IBS show no 
signs of disease.

• IBD (Inflammatory Bowel 
Disease), is a term covering 
Crohn’s Disease and Ulcerative 
Colitis, both of which show 
inflammation and/or ulceration 
under the microscope.

• A good way to remember 
the distinction between the 
two terms is to compare 
the words ‘syndrome’ and 
‘disease’ and ‘irritable’ against 
‘inflammatory’. Irritation is not 
the same as inflammation and 
a syndrome is not the same as 
a disease.

Mental health; is this taken into 
account and has anyone been 
referred for treatment for this, 
either with meds or therapies?

• Which comes first; gut 
problems or anxiety? Each is 
able to exacerbate the other.

• A range of opinions and 
experiences was expressed, 
from those who have never had 
a day’s anxiety to those taking 
anti-depressant medication. 
It was agreed that we are all 
different and react to ill health 
in different ways. It was also 
pointed out that most people 
with IBD will have experienced 
stress and anxiety at some 
point.

• GPs can refer patients for 
psychological support; 
sometimes pathways such as 
Cognitive Behavioural Therapy 
can help control anxieties.

• Self-management also 
helps; planning well before 
consultations, learning about 

your disease and your own 
body’s reaction to it, learning 
to use calming techniques such 
as meditation, or exercise 
(when possible) can help to 
allay fears and worries.

• IBD Standards declare that 
there should be access to 
psychological support but, 
probably due to a shortage of 
psychologists, this is not the 
norm.

Does anyone know about the 
effectiveness of Amjevita 
injections which are similar to 
Humira? 

The patient has been receiving 
these for 6 weeks but has not 
seen any improvement.

• One responder had tried 
these. The first 6 months went 
well but then side effects 
began. This patient is now on 
Infliximab, which is working 
well.

• Some drugs ‘build up’ to being 
effective; give it time.

• If concerned, call the IBD nurse 
or speak to a pharmacist.

Does anyone have difficulty 
accessing Asacol Foam?

• No-one else appeared to be 
using this treatment.

• It is one of the’ 5 ASAs’. C&C 
UK’s website has information 
on these drugs.

Q&A session at the Clyde network 
meeting
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THE GREAT GUTSBY 12: STAYING QUIET
I don’t want to talk about it
This is a hard but important 
article to write, as it is about 
why people with IBD, myself 
included, don’t like talking about 
having this chronic condition. I 
have reflected on that and other 
observations of people with IBD 
and offer my personal opinions.

Having Crohn’s or Colitis 
is a taboo subject
Toilet issues are not talked about 
even when they are normal. 
They are often referred to in a 
jokey way. This is only natural 
as we are taught that our 
‘waste’ products can be harmful, 
and we need good sanitation 
procedures, so having these 
normal body functions is seen 
as disgusting. Who would want 
to talk about it? But not talking 
it about it can be stressful, 
and these extra stresses might 
exacerbate the disease. 

Lots of people have Crohn’s 
or Colitis but lots of people 
have never heard of it
You may have only found 
out about IBD once you have 
been diagnosed. The taboo, 
silence and lack of knowledge 
of others with IBD don’t help. 
Yet the number of people 
living with IBD is growing.

So not only have you not heard 
of IBD, but you have no idea 
what it is like to live with the 
condition, what the treatments 
might be or what life post-
surgery is like? There is no 
template or framework in films, 
TV programmes or popular books. 
There may be the occasional 
fictional character (so I have 
heard) with complications in 
hospital dramas: not exactly 
positive role models. Remember 
there was a character living 
with HIV in Eastenders? What 
a good idea. Can we have one 
with IBD please? To the best 
of my knowledge there is no 
mainstream fictional example 
of people living with IBD.

Is Crohn’s or Colitis a disability?
IBD has a definite impact on 
daily life but the symptoms and 
associated complications can 
vary from person to person. 
Energy levels are often low, 
whether because you are low 
on nutrients, constantly living 
with inflammation or dealing 
with dressings and stomas. The 
PIP (Personal Independence 
Payment) benefit is really 
geared towards problems with 
mobility and managing to look 
after yourself, which completely 
misses the complexities of living 
with chronic conditions. I have 
heard a health care provider 
mention how few people with 
IBD in one GP practice receive 
any form of PIP; approximately 
1%. Yet some people can’t 
work because of IBD.

Do you want to be 
considered disabled?
If you could get a blue badge 
for your car, would you want it? 
Probably not, if you are in your 
teens or twenties. There is a 
similar stigma to having a chronic 
condition. Most of us prefer 
not to be labelled disabled? 
Our instinct may well be that 
others think ‘disabled’ means 
‘can’t do things’, but while we 
are limited in energy and may 
need medical attention beyond 
our fit and healthy peers, that 
doesn’t mean we can’t do things 
to a highly specialised degree. 

Having Crohn’s or Colitis 
is a secret club
We keep silent because of the 
taboo on toilet issues and not 
wanting to appear incapable. 
Not talking about it leads to 
others not knowing about it. We 
may want to hide our IBD away, 
especially if it is under control, 
which can mean not turning up 
to network meetings, where you 
might actually learn something 
and meet others with IBD so you 
can reflect on your own disease. 

…and there is no cure.
I’ve noticed that people with 
IBD tend to come to meetings 
where health care providers 
are talking, so we all obviously 
seek information. We live in a 
time where there are medical 
advances for IBD and many more 
young people with IBD are on 
biologic treatments. Hopefully 
this will mean that less damage 
is done to the gut over time, 
and perhaps better treatments 
will be available in the future. 
Yet we still do not know what 
causes IBD and the case numbers 
are growing, particularly in 
young people of school age. Even 
with cancer, some cases can 
be cured and survivor numbers 
are growing. We need more 
investment into research to 
achieve a cure for IBD, but this 
requires more general awareness.

Living with Crohn’s or 
Colitis is the new normal
In the western world, society is 
tailored around leaving school 
and working until you retire, 
accommodating to conformed 
hours and days. If you fit into this 
you are considered ‘normal’. We 
hide IBD to fit this agenda. What 
if you could adapt society to 
living with IBD? Again, we need 
awareness and empathy, so that 
shorter working days, working 
from home and other adaptations 
can ease the IBD burden. To 
some degree, I have stopped 
trying to fit in to the old normal 
and now try to think of living 
with IBD as the new normal. 
But I have been lucky enough 
to be able to do this. This may 
not be possible for everyone.

We need more people to 
recognise what living with IBD 
is like, to educate more widely 
and to accommodate chronic 
conditions in working life. Being 
silent about having IBD is a 
choice. It might be the only one 
you can make right now but some 
of us are trying to make waves.
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CROSS PARTY GROUP MEETING: March 13 Report 
by Amy Bednarz
Edmund Murray and Amy Bednarz attended the March meeting for the Cross Party Group 
on Inflammatory Bowel Disease which focused on self-management. Amy’s report covers 
three talks and the committee’s discussions. 
The first speaker was a young 
woman with Crohn’s Disease. 
She described a typical start 
to her day, to highlight how 
much she needs to do. Using 
the toilet, managing pain 
with a bath, moisturising, 
using nappy cream and 
administering medications, 
including injections, requires 
getting up earlier than most 
people. Breakfast may be toast, 
yoghurt or ginger/turmeric tea. 
A fistula also needs a dressing 
and she has a UTI to deal with, 
which requires antibiotics. 

This was only part of her story, 
which is being used to help 
create a self-management tool, 
following her attendance at 
a workshop in Perth last year. 
Patients become involved in 
the design of this web tool to 
empower them in areas such 
as asking for tests, talking 
about diet and asking what 
their next steps might be, in 
treatment and future health. 
The speaker described her 
difficult journey from diagnosis 
as a teenager; the frustrations 
of abscesses, new experiences 
such as hospital stays and 
feeling out of control. 

Sharing patient stories can 
reveal patterns or links into how 
IBD services and health care 
are provided. How common is 
misdiagnosis? Discussions around 
weight loss and early symptoms 
can reveal common factors. 
Providing this kind of knowledge 
helps patients communicate 
about their IBD with friends and 
family. The speaker described 
IBD as ‘19th century symptoms 
of a 20th century disease in 

the 21st century’. 
Surely we can do 
better than that. 
A website for IBD 
patient involvement 
is in development.

The second speaker 
was Dr Philip Gaskell, 
GP and IBD Spotlight 
Clinical Champion for 
Scotland. Spotlight 
GPs are allocated a 
‘problem’ area such 
as IBD, in which they ‘specialise’ 
within their practice. Difficulties 
arise if one of these GPs 
transfers elsewhere, taking 
their expertise with them, 
so an IBD toolkit needs to 
be developed for all GPs to 
enhance their confidence in 
diagnosis and management of 
chronic conditions. This toolkit 
would provide guidelines for all 
doctors. A major challenge is 
that networks are needed across 
the country, as GP practices 
vary in size and location, 
and it is hard to implement 
a way to educate all GPs 
about IBD. With the growing 
numbers of IBD patients, 
this ought to be a priority to 
help develop quality care. 

Empowering patients with 
self-management tools means 
they become ‘specialists in 
themselves’ which helps GPs. A 
discussion followed showing the 
need for better-integrated care 
across primary and secondary 
health providers. The problem 
is how to develop this in a 
comprehensive, co-ordinated 
way, where both the process 
and quality of care are vital. 

This led onto a discussion about 
the development of national 
self-management tools by 
Nancy Greig, Health Policy and 
Public Affairs Officer, Crohn’s & 
Colitis UK. It is recognized that 
a good relationship between 
professionals and patients 
should allow easy access to IBD 
care. Developing tools such as 
flare cards and care plans will 
empower patients, supporting 
them to know quickly how to 
access treatment for flares or 
stoma problems. A flare card 
can give clear instructions on 
what to do before seeing an 
IBD specialist, e.g. providing a 
stool sample. A care plan gives a 
more holistic approach to allow 
patients to say what matters 
to them in the management of 
their condition, such as asking 
for psychological support, or 
making the consultant aware 
if you want to start a family. 
These tools are in development 
and will be tested soon. 

Overall, progress is being 
made to standardise IBD 
services across Scotland and 
communication by patients 
about themselves is part of this 
process. It is a work in progress. 
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CONTACT US
CLYDE NETWORK
Lead Volunteer: Edmund Murray

Website: www.crohnsandcolitis.org.uk/clyde
Email: clyde@networks.crohnsandcolitis.org.uk

CCUK.clyde @CrohnsColitisCL

Crohn’s & Colitis UK 
1 Bishops Square, Hatfield Business Park, AL10 9NE

enquiries@crohnsandcolitis.org.uk
www.crohnsandcolitis.org.uk

Charity registered in England Number 1117148
Charity registered in Scotland Number SC038632
A company limited by guarantee in England: company 
number 5973370

HELPLINE
 
Our helpline is a confidential service providing information 
and support to anyone affected by Crohn’s Disease, 
Ulcerative Colitis and other forms of Inflammatory Bowel 
Disease (IBD).
 
Our team can:
• help you understand more about IBD, diagnosis and 

treatment options
• provide information to help you to live well with your 

condition
• help you understand and access disability benefits
• be there to listen if you need someone to talk to
• put you in touch with a trained support volunteer who 

has a personal experience of IBD
 
CONTACT US BY:
Telephone: 0300 222 5700*
Monday, Tuesday, Wednesday and Friday – 9 am to 5 pm
Thursday – 9 am to 1 pm

Email: info@crohnsandcolitis.org.uk

Web Chat (Live Online): see our website for details
 
*Calls to this number are charged at a standard landline rate 
or may be free if you have an inclusive minutes’ package. Calls 
may be recorded for monitoring and evaluation purposes.

NEWSLETTER
Editor: Janice Taylor (taylorjanice723@gmail.com)
Design: Jana Moravcova
Print: Lanarkshire Office Supplies, Hamilton

The Clyde Network has made every reasonable effort to ensure the content of this newsletter is accurate, but accepts no responsibility 
for any errors or omission. The views of the contributors do not necessarily reflect the views or policies of Crohn’s & Colitis UK and no 
reference in this newsletter to any product or service is intended as a recommendation.

If you have received this newsletter by post and 
would be happy to receive future editions by 
email please provide your name, membership 
number and email address to networks@
crohnsandcolitis.org.uk.
This will save the network valuable funds which 
can be used to benefit all those affected by 
Inflammatory Bowel Disease.

DATES FOR YOUR DIARY
CLYDE NETWORK 
EDUCATIONAL MEETING  
AND AGM
18 May 2019, 1:30pm
Adelaide's, Bath Street, Glasgow
Speaker: Russ Denny, a psychology 
researcher at Glasgow Caledonian 
University. He’ll be talking about his 
current research into mental health 
and IBD.

Clyde Network AGM
The purpose of an AGM is to elect the 
Organising Team (OT) for the coming
year. Any member wishing to be on 
the OT please contact us. Nominations 
will be accepted up to and at the 
AGM. If anyone wishes to apply for the 
positions of lead volunteer or finance 
volunteer, nominations will close 30 
days before the meeting.

PUB QUIZ
July 2019
The Rock, Glasgow
Details are still to be confirmed - 
please keep checking our website and 
social media for more information.

Keep checking our website and Facebook page 
for updates on our meetings and activities. 
The details of our events may change at short 
notice.

Don’t forget World IBD Day on 19 May 2019 — 
Wear purple! Fundraise at work or at home! 
Make a contribution: make a difference.

www.crohnsandcolitis.org.uk/fundraising

WORLD
IBDDAY 19 MAY 2019


