Papworth Hospital
IPF Support Group
“Supporting sufferers, their families and carers”

This photograph was kindly donated by Peggy Thorpe. It was
taken on the River Great Ouse whilst on one of the three
Ladybird Boat cruises that our group enjoyed this year.
See inside for other photos under the heading “What we have
been doing in 2016.
Jo Cornish
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Your Committee Members
Name
Ron Flewett,
Chairman
Steve Jones,
Secretary
Jo Cornish

E-mail address
ronflewett@hotmail.com

Pat Wick

Phone number
01406 380986
077 5855 6118

stevejonessja@aol.com

01954 719329
078 8785 4940

jocornish@gmail.com
g.wick@ntlworld.com

01480 414152
079 4131 4834
01480 391490

Peggy Thorpe

peggyt@hotmail.co.uk

01480 476800

Peter Burns

peter.burns20@btinternet.com

01376 515551

John Kendall

jkendalls.5@sky.com

07905 356254

Myles Greensmith

myles.greensmith@gmail.com

Peter Bright

peter_bright@engineer.com

01223 570257
077 1289 3831
077 7339 1740

John Morgan

john.morgan58@btinternet.com

01763 242695

We are always looking for new committee members to
help run our events and to contribute new ideas.
If you think you can make a contribution to this
worthwhile group please talk to any of us and we will be
delighted to explain how it works.
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Gone Fishing.
Hi Steve
Here is the link to Trehill Cottages where we had a fab fishing holiday
last week. We could not recommend it more highly - so close to the
lake. No carrying of heavy equipment each time - there was space to keep
the fishing equipment already tackled up ready for the next day. Fish
(carp) in wonderful condition. Great accommodation. Hope this is useful
to others who like to fish but have not been able to since being
diagnosed. We stayed in a Lakeside Cottage which has a flight of stairs
to the bedroom. When we return, we will opt for one of the Longbarn
cottages which are all on the ground floor.

http://www.holidaycottagesincornwall.co.uk/trehill/g
rounds.asp

All good wishes
Julia and Terry Holder
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This article was written about our dedicated Committee
Secretary Steve Jones.

Cambridgeshire man thanks organ donor who gave him the
'gift of life'
By Cambridge News | Posted: September 05, 2016
By Freya Leng

Steve Jones is a new man since his lung transplant earlier this
year.
Seven months ago, Steve Jones could not walk down the road
without the need for oxygen.
The father-of-three had been battling Idiopathic Pulmonary
Fibrosis (IPF), a little known lung disease which kills 5,000 people
in the UK every year, for the last eight years and was just a
matter of months away from death.
But thanks to an “absolutely transformational" left lung
transplant, he is now firmly on the road to recovery.
The 67-year-old was lucky enough to get on the transplant list
after his health severely deteriorated at the end of last year and
had to rely on oxygen 24 hours a day.
Due to the seriousness of his condition, it was just a few weeks
before a donor was found, a process which normally takes
between three and five months, he had a transplant at Papworth
Hospital in the spring.
After spending a month in hospital, he has slowly been
recovering at his home in Bourn - and just three months after his
operation he said the difference to his health was remarkable.
“It's absolutely transformational ", he said. “I was actually
walking in hospital within a few days after the operation. I
started to deteriorate badly at the end of October/ November
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with the IPF last year. I now realise I was probably within a
couple of months of dying at that time. It's wonderful to be
alive and to be able to plan for the future with my family. I'm
just back to normality now, which is fantastic."
There is currently no cure for IPF which causes scarring of the
lungs and eventually respiratory failure. As the disease
progresses, IPF patients - who are over 50 years of age - become
increasingly breathless and find they cannot walk up a flight of
stairs or a small slope. They need help in getting dressed and
washing and they become totally dependent on supplementary
oxygen.
While almost half of people with IPF will not live for more than
three years after their diagnosis, Mr Jones has beaten that
prognosis after he was diagnosed eight years ago.
For the first four years, it did not have much of an effect on his
life but about two years ago, the Bourn parish councillor has had
a really steep decline in his ability to breath.
“It was dreadful. I couldn't walk," he said. “Maybe with oxygen
I could walk possibly 50 yards without stopping but only with
oxygen. I was on oxygen 24/7 and I had been since early
January. I realise now why I was put through quite quickly for a
transplant. I was becoming seriously ill.
“I can now walk five miles and I go out on my electric bike for
bike rides. I'm very positive. I go out and get things done now
whereas previously I was as an ill person would be. My wife had
to do everything for me. It wasn't a good situation to be in."
Some people find IPF progresses quickly and they go downhill
rapidly. At the other end of the spectrum, a small number of
people may live for 10 years or more after diagnosis.
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Very few IPF patients in the UK each year actually receive a lung
transplant, due to a shortage of donors.
But Mr Jones was one of the lucky ones.
“I'm so grateful," he said. “The donor and their family gave me
the gift of life. It's just wonderful. Any opportunity for anyone
who can give it, is one of the most wonderful gifts you and their
family can give to someone if a donor sadly dies."
Figures released by NHS Blood and Transplant to mark the start
of Organ Donation Week today show every day across the UK,
around three people who could have benefited from a transplant
die because there are not enough organ donors.

Currently around 6,500 people are on the waiting list for a
transplant.
Many people believe that all you need to do to show you want
to be a donor is to join the NHS Organ Donor Register.
Figures show only 47 per cent of families agree to organ
donation if they are unaware of their relative's decision to be a
donor. But almost 90 per cent of families give their consent
when the decision to be an organ donor is known.
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“It's really important to register for organ donation if you feel
you would like to," added Steve. “Then talk to your next of kin
about it and your friends to make sure they know about what
they want.
“Very few people with IPF, for a variety of reasons would be
given the opportunity for a transplant. A key problem is a
shortage of donors available in the UK. I was extremely lucky."
For more information, visitorgandonation.nhs.uk or call 0300
123 23 23.

We all wish Steve many more years of a healthy and happy life
with his family
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IPF Support Group Secretary, Steve Jones, recently raised over £4,200
for British Lung Foundation’s work on IPF. Steve is currently recovering
from a lung transplant so he encouraged friends to do sponsored walks
for BLF. Graham and Howard Smith from Cambridge completed the 62
mile London to Cambridge overnight walk, in under 23 hours. Phil and
Judith Dearden from Worcestershire walked the full length of the 180
mile Pembrokeshire coastal path over two weeks in July. Our thanks to
them for their efforts to combat Pulmonary Fibrosis.

Steve (centre) with Judith and Phil Derden after their walk.

Graham Smith (right) shares a joke with Steve Jones just after arriving in
Cambridge at the end of his walk.
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National Trust and Other Organisations
Carers Go Free
It was brought to my attention by one of our members that the
National Trust and other organisations offer free entry to carers. I
wanted to clarify the position and this is the reply from the National
Trust. I believe English Heritage offer the same deal.
We all know how expensive days out can be so this is a real boon so
take advantage.
Best regards
Jo
“Dear Jo
Thank you for your email.
We offer an Admit One card for disabled visitors. The card is issued
in the name of the disabled person and allows them to take a
companion with them. This is free of charge and does not restrict
them to taking the same person each time. The disabled person can
be either a member or a paying visitor – their companion goes in free.
I hope this has helped and thank you for taking the time to write to
us.”
Kind regards
Donald Butterworth
Supporter Services Centre
National Trust
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A reminder of some of the topics we included in our
Newsletters this year.
Dr Helen Parfrey – Important information on the new dug
and trials.
Dr Parfrey brought us up to date on Nintedanib and the fact that NICE
had approved this drug for clinical trials. She also advised us of 2 other
clinical trials, the RIFF study, the TPAC study and about the genetics
study for people who have a familial form of the pulmonary fibrosis.
Anybody wishing further information about this please contact Dr
Parfrey at Papworth.

How to manage oxygen when travelling.
Emma Harris spoke at our meeting in January on the various aspects of
meeting your needs for oxygen when travelling. If you have any
questions about this contact the team at Papworth Hospital where
they will provide the information or direct you to the right place.

Pulmonary Rehabilitation and Its Benefits – Peter Burns
Peter talked about his experience of attending this course and the
claimed benefits:-

Improved survival
Improved exercise tolerance
Help dealing with and lessening patients’ perception of
breathlessness
Improved quality of life
Reduced hospitalisations
Alleviation of anxiety and depression, and
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-

Improved muscle function – particularly respiratory muscles.

If you have not already taken this course ask your contact on the
Papworth Team for more information.

Medical Alert - Message in a bottle by Malcom Mason.
This is a great idea and such a simple one. You put an up to date form
of your emergency information and a copy of the most recent
prescription in a sealed plastic bottle in the fridge. If you need to go to
hospital urgently or there is a medical emergency anyone can find the
bottle in the fridge having been directed there by a sticker displayed in
a prominent place when entering your home.

Pulmonary Fibrosis Trust
Peggy Thorpe spoke of her relief when the Pulmonary Fibrosis Trust
purchased and loaned her a lightweight oxygen concentrator after
many weeks suffering from back problems due to the weight of her
existing machine. The cost to buy one by Peggy was prohibitive.
.

I have a limited number of past magazines but would be happy to send
anyone who is interested a PDF copy of the newsletters by email.
Send your request to me at jocornish@gmail.com or call me on 01480
414152.
I hope you found something of interest in this edition and I am always
looking for new articles to be included that will benefit the group.
Not everyone can make the Support Group meetings but we do try to
distribute the newsletter to everyone either by post, at clinic or by
email.
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WHAT WE HAVE BEEN UP TO IN 2016
Ladybird boat trust
We were very lucky to be able to take advantage of this wonderful
experience not once but on three occasions this year. All the
comments about the day were very positive, even those on the first
trip when the weather was not quite so lovely. The committee have
discussed doing this again next year so that even more people can
enjoy this relaxing and sociable day out.

Summer Picnic
We had our annual Summer Picnic on Saturday 16th July which again
was well attended with dry weather yet again. Would it be pushing
our luck to do it again next year?

Our Chairman’s Wedding Day
Some pictures of the above and a little bonus a couple of photos
from our Chairman Ron on his and Maxine’s “Happy Day”. The
magnificent cake was made by Jen Garbutt one of the valuable team
at Papworth Hospital.

More Photos can be found on the website:papworthpfsupportgroup.co.uk
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Future meetings and topics.
IPF Support Meeting Dates & Other events 2017:

Date

Topic

January 13th

Kay Barrett – Voice and singing coach.

February 8th

Special meeting in the East of the region (e.g.
Stowmarket.

March 10th

Avoiding fraud and other scams.

March 30th

Patient Awareness Day – Full details to follow

May 12th

Benefits & Occupational Health.

July 8th

Summer Picnic – Hinchingbrooke Park.

July 14th

Oxygen equipment & traveling with IPF.

September 8th

Social session and Quiz.

November 10th

Wendy Dixon – her experience with IPF.

The meetings are held at The Hub, High Street, Cambourne, CB23
6GN, Tel. no. 01954 714403 and start at 1.30pm. Refreshments are
available from 1.30pm and include hot and cold drinks, freshly made
sandwiches and cakes. Everyone is welcome patients and carers alike.
There is plenty of parking with easy access of the A428 the junction
before the turning for Papworth Hospital.
Is there a topic you would like discussed? Please contact Steve
Jones either by email or telephone.
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Some Useful Telephone numbers:Papworth Hospital
Interstitial Lung
Disease Service
BOC Healthcare
Oxygen Service
Community
Respiratory
Support Team
IPF Group Website

Specialist Nurse Direct Line
Emma Harris & Louis GalhardoMatos
01480 364184
0800 136603

Cambridge 01223 732013
Huntingdon & Fenland
01354 644378
01480 416416
papworthpfsupportgroup.co.uk

British Lung
Foundation

www.blf.org.uk

Blue Badge
applications
Cambridge County
Council

0345 0455204
www.cambridgeshire.gov.uk/badges

Action for
Pulmonary Fibrosis
Age UK

www.actionpulmonaryfibrosis.org.uk

Pulmonary Fibrosis
Trust

03333 2020991
trustees@pulmonaryfibrosistrust.org

www.ageuk.org.uk
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