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

Butchers’ Ball Association, Spalding. By Ron Flewett
The Butchers’ association in Spalding holds an annual charity ball every
November.
Having heard of my plight and along with my close links with the people of
Spalding they wanted to help and chose the British Lung Foundation as
their charity. The event was held on 7 th November 2015 where several
people of our group attended and I must admit they all looked very
handsome and the women extremely beautiful. The organisers of the event
commented that the ball was the best attended in its 50 year history with the
most money ever raised. This was mainly down to Peter Burns inviting 26
friends never knew he was so popular! So a big thank you to Peter Burns for
his support.
The amount raised was £1,200.00 which was presented to me along with a
very large pork pie on 11th January 2016
I would like to thank all those who attended and we will be returning in 2016
irrespective of their chosen charity but butchers have indicated it may well
be the British Lung Foundation as they were very pleased with the support
for the event. More photos on the website papworthpfsupportgroup.co.uk
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Your Committee Members
Chairman:

Ron Flewett
ronflewett@hotmail.com
01406 380986

Secretary:

Steve Jones
stevejonessja@aol.com

Committee Members
Peter Burns
peter.burns20@btinternet.com
Jo Cornish
jocornish@gmail.com
murraybranton@aol.com
Murray Branton
Emma Harris
Emma.Harris@papworth.nhs.uk
Luis Galhardoluis.galhardo-matos@papworth.nhs.uk
Matos
John Kendle
jkendalls.5@sky.com
Dr Helen Parfrey
helen.parfrey@papworth.nhs.uk
Peggy Thorpe
peggyt@hotmail.co.uk
Jayne Tooke
jayne.tooke@btopenworld.com
Pat Wick
g.wick@ntlworld.com
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Some of your committee members!!

Ron Flewett
Hi my name is Ron Flewett, and I live in Lincolnshire. I was
diagnosed with IPF in April 2014. In early 2015 I was asked to
take on the role of your Chairman, a position I am thoroughly
enjoying. I have actively promoted awareness of IPF by
competing in my own Triath-a-Ron, and by my continued close
working relationship with the BLF, and also with Action for
Pulmonary Fibrosis Trust, for which I am now on the branch of
the committee and working closely with the trustees. I am
constantly looking at ways of raising funds (even at my own
wedding) and I feel the support group offers sufferers and
carers a great wealth of personal experiences and support. "

Steve Jones
Hi I am Steve Jones I was diagnosed with IPF in March
2008. I've been married to Hilary for 35 years. I am
retired but I used to work as a management consultant
for the United Nations and other development agencies
in Asia and Africa. I now spend my time working on
planning issues for the parish council. I also volunteer as a
patient representative for the British Lung Foundation. I
am Secretary of the IPF Support Group.

Peter Burns
I live in Essex and after a lifetime of sporting activity, mainly
football and marathon running, I was diagnosed with IPF in
April 2013 and referred to Papworth. My first encounter with
the Support Group was at the Summer Picnic in June 2014
when I was persuaded to join the Committee. When Marilyn
Jones stepped down as Secretary I agreed to do the job until a
permanent Secretary was found. In November 2015 I duly
handed over to Steve Jones but continue to serve on the
Committee.
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John Kendall
Hi, I'm John Kendall. I was diagnosed with IPF in February
2015. I've been married to Gill for 35 years and a proud Dad
to Matthew, Robert and Elena. I work as a Driver Risk
Manager for a large police force in the Home Counties. I was
previously a keen runner but now I 'm confined to cycling
and walking our rescue terrier. Hopefully I will be able to
contribute something useful to the group in the future.

Pat Wick
I live in Godmanchester. My husband, Graham, suffered
from IPF and sadly died in December 2012. He was the
original Secretary and I have been on the committee since
its inception and have seen it grow to be a thriving support
group.

Peggy Thorpe
I live in St Neots a lovely town near the river and park land. The
town hosts both the annual Dragon boat race and Regatta where
rowers come from across the country for a good weekend of fun.
I joined the IPF group after I was diagnosed in 2010 and later was
asked to join the committee. One of my most rewarding tasks is
to help provide food at the Group meetings alongside Jo, Pat, and
Mick, especially when get such excellent feedback.

For my profile, you can visit the Papworth
Hospital website
(http://www.papworthhospital.nhs.uk/conte
nt.php?/about/our_staff/profiles/Dr_Helen_P
arfrey
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“STOP PRESS – IMPORTANT INFORMATION ON THE
NEW DRUG AND TRIALS”
IPF Update by Dr Helen Parfrey
At the end of January 2016, NICE approved Nintedanib as the
second drug treatment for IPF. Nintedanib is a tyrosine kinase
inhibitor and studies have shown it inhibits some of the key
mediators involved in the development of pulmonary fibrosis. The
clinical trials have shown that Nintedanib slows progression of
pulmonary fibrosis by reducing decline in the lung function
measurement forced vital capacity (FVC) by 50% over a year, which
is similar to Pirfenidone. Side effects include nausea, vomiting,
abdominal pain, diarrhoea and inflammation of the liver. The
guidelines for prescribing Nintedanib are the same as Pirfenidone, ie
FVC between 50 and 80% predicted. Treatment will be discontinued
if it is ineffective as measured by 10% decline in FVC over 1 year.
1. In addition to the RIFF study, we have 2 other clinical trials
approved which are now recruiting.
2. The TIPAC study is a placebo controlled trial to evaluate the
effect of an antibiotic, co-trimoxazole, in addition to usual
treatment for IPF.
3. The Sanofi study is another placebo controlled trial to
evaluate the effect of a biological therapy that targets the
mediators IL-4 and IL-13 which are involved in the
development of pulmonary fibrosis.
These studies have specific criteria for identifying suitable people to
take part in the trial. Please discuss with one of the clinical team of
you are interested in taking part in a clinical trial.
We are also recruiting for a genetics study for people who have a
familial form of pulmonary fibrosis as part of the 100,000 Genomics
project. If you are interested, please contact Dr Helen Parfrey at
Papworth Hospital.
Many thanks
Helen
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PULMONARY REHABILITATION & ITS
BENEFITS by Peter Burns
Access to Pulmonary Rehabilitation for everyone diagnosed with
IPF is one of Action for Pulmonary Fibrosis’ key aims. However,
the survey conducted by APF showed that take up was patchy.
I had felt my level of fitness was probably too good for me to
benefit. But, at last year’s IPF Awareness Day at Newmarket,
having listened to Marion Hepburn, one of the Papworth
physiotherapists, who was going to conduct a research project into
the effectiveness of Pulmonary Rehab, I managed to get myself put
on a course.
After an assessment which included the bleep test. I was invited to
join a course in November – that consisted of two sessions a week
for six weeks up to Christmas in the Papworth Gym. There were 11
on our course not all were IPF patients but included patients with
COPD and Asthma. The IPF sufferers, apart from me, included
John, Steve, Ron, Terry and Stewart. The Group ranged from
those who were highly reliant on oxygen to those who were, or
seemed, super fit.
Sessions opened with light warm up exercises before everyone
went off on a circuit comprising step-ups, side bends, bicep curls
using a weight of dumbbell related to stature, leg swings, door
stretches, pectoral exercises using a rubber band of a tension to
match physique, stand ups, twist sticks and heel and toe raises - a
minute for each exercise, fitting in as many repetitions as possible.
People were encouraged to put in some effort but nothing ever
beyond what was reasonable and the physios were always attentive
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to SATS and pulse levels. After the circuits, we were able to go on
the treadmill, rowing machine or bike.
We were expected to supplement the gym work by exercising at
home. At the end of the course everyone had another bleep test
to measure improvement. It was concluded that I had improved as
I could walk further at the end of the course, but I found that
difficult to fathom as the second test was taken under the
influence of oxygen!
Benefits of Pulmonary Rehab are claimed to include
-

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

-

improved muscle function generally - but particularly
respiratory muscles.

I was impressed with how the physios teased out the activity
people wanted to pursue and their individual goals. I was helped
with oxygen and equipment to enable me to go for long walks and
my neighbour, who was keen to continue his fishing hobby, was
given help and advice to allow him to do that.
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After exercise and a short coffee break there was an educational
presentation at each course session. Over the course
-

we had a guided tour of the lungs – where the physios
explained the nature of our various medical conditions.

-

we were given advice on posture as well as breathing and
chest clearing techniques.

-

a Ward nurse gave useful and sensible advice about early
recognition of chest infections and how to respond to
them appropriately.

-

an occupational therapist explained and demonstrated
various tools and aids that could make life easier for
people with our condition.

-

a dietitian gave us nutritional advice, and

-

a Papworth pharmacist answered most, if not all,
questions about medicines that were being prescribed.
That was the most animated session. Every question
anyone ever wanted to ask about their medication was
asked…. and expertly answered.

It was stressed that the benefits of Pulmonary Rehab last for only
a couple of weeks unless people keep up an exercise programme.
The Papworth Physiotherapy Department actually run a weekly
maintenance class for people living close by. Other areas run their
own Pulmonary Rehabilitation programmes so do look into this.
If you have not already been on a Pulmonary Rehabilitation course
have a word with your specialist nurse about being referred. I can
certainly commend the course. Apart from its beneficial health
effects, it’s good fun!
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Topics from the January Support Group Meeting
How to manage oxygen when travelling!

Our Speaker Emma Harris At our last meeting in January very
kindly spoke to the meeting about various aspect of
travelling and the ways to make this possible. As a result I
was given this photograph to show that “where there is a
will there is a way”. This hotel was in London but I know
from personal experience that the service is available
nationwide.

Have Oxygen WILL travel!!
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Medical Alert
Message in a Bottle by Malcolm Mason

In a medical emergency e.g. when an ambulance is called, it is not
always easy to put your hands on an up-to-date list of your
medications.
The plastic bottle will hold the completed form with your
emergency information and a copy of your recent prescription. The
kit includes two stickers one to be placed by the front door and
the other on the fridge where you will keep the plastic bottle. This
is a simple idea but an effective solution.
If you would like a bottle please contact Steve Jones to find out
where you can get hold of one. I believe we will have more supplies
at the next Support Group meeting.
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Pulmonary Fibrosis Trust
Have you been in a position where you could really use a piece of
equipment or an aid to take the strain out of ordinary daily tasks but felt
was financially prohibitive? Well this is where the Trust could help.
After seeing a demonstration at the last Support Group meeting of a
very lightweight concentrator Peggy decided to investigate.
Unfortunately Peggy found the cost of this concentrator excessive and
decided to contact the Pulmonary Fibrosis Trust to see if they could
help. Her letter to the Trust is self-explanatory and proof that help is
out there. I would urge anyone in a similar position to at least make
one phone call to see if you could also be helped no matter how large
of small the item.
“Dear Trustees
I can't thank you enough for your generosity in purchasing a Focus Airsep,
which you then loaned to me. After injuring my back, (a fractured L1) I
was advised to take gentle exercise but found that my existing Oxygen
Concentrator, which I have been using for some 3 years, was now too
heavy to carry or to pull along on a trolley. Your kindness has now enabled
me to take gentle outdoor exercise which is proving to be beneficial.
I would also like to thank Peter Bryce for his swift response to my
request for assistance.
Yours sincerely”

Pulmonary Fibrosis Trust - 03333 2020991
trustees@pulmnaryfibrosistrust.org
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LADYBIRD BOAT TRUST
Do You Fancy a relaxing day on the river?

Dear Members
The committee has booked three dates in 2016 for our Group to
enjoy this wonderful experience.

18th May, 21st July and 14th September
What is it all about?
The trip starts at the Hartford Marina near Huntingdon on the River
Great Ouse. The boat departs at 10.30am (arrive at 10am for
embarkation), returning at 3.00pm. The boat will travel to St. Ives
where it will moor for a 60 minute break at which time a picnic
lunch will be provided. If you would like more information there
are some details below and you can access the website if you
require more detail.

www.ladybirdboat.org.uk
The trip is open to sufferers, carers and the family. As there are
only 20 places available per trip it will be booked on a first come
basis. A nominal contribution of £5 per person is requested to cover
costs for the “Ladybird Boat Trust”.
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Jo Cornish is co-ordinating the bookings so please email her on
jocornish@gmail.com or telephone on 01480 414152 to book a
place. You must advise us if you use a wheelchair as this affects the
total numbers.

“The trust was set up in 2013 to provide day boat trips to the
disadvantaged in the community. Based at Hartford Marina near
Huntingdon, the 24 ton vessel “Ladybird” is wheelchair accessible
and accommodates 20 passengers in the large heated cabin,
complete with kitchen and wheelchair accessible toilet facilities. The
open foredeck area enables passengers to enjoy to the full the
magnificent scenery and wildlife on the river.”
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Future meetings and their topics
Dates of the next meetings:
11th March
1.30pm to 4.00pm

The Hub, Cambourne
-

Respiration – what IPF means for our
lungs – Dr Helen Parfrey
Clinical trials on IPF – Jacqui Galloway
Papworth Hospital Fundraising – Megan
Witney

13th May
1.30pm to 4.00pm

The Hub, Cambourne
Topics to be decided

16th July
1pm to 5pm

Summer Picnic, Hinchingbrooke Country
Park, Huntingdon.

9th September

The Hub, Cambourne
Topics to be decided

1.30pm to 4.00pm

Is there a topic you would like the committee to find a speaker
for? Please contact Steve Jones either by email giving details.
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Some Useful Telephone numbers:Papworth Hospital
Interstitial Lung
Disease Service

Specialist Nurse Direct Line
Emma Harris & Louis Galhardo-Matos
01480 364184

BOC Healthcare
Oxygen Service

0800 136603

Community
Respiratory Support
Team

Cambridge 01223 732013
Huntingdon & Fenland
01354 644378
01480 416416

IPF Group Website

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.actionforpulmonaryfibrosis.org.uk

Pulmonary Fibrosis
Trust

03333 2020991
trustees@pulmonaryfibrosistrust.org

www.ageuk.org.uk
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