Papworth Hospital
Pulmonary Fibrosis Support Group
“Providing support for patients and their families
living with Pulmonary Fibrosis.”

This was the motely group who enjoyed a trip on the Ladybird boat
cruise in June. The guys in the fetching mauve are the crew. Ron Fish
said that is was an excellent day out and a great opportunity to enjoy
the delights of the river with good friends. More photo’s inside.
Summer/Winter 2019
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Your Committee Members
Name
Ron Flewett, Chairman

E-mail address
ronflewett@hotmail.com

Ron Fish, Secretary

ron.fish946@btinternet.com

Jo Cornish, Vice Chair

jocornish@gmail.com

Howard Wright,
Treasurer

howard@isawright.plus.com

David Percival

To contact other committee members
please email the Secretary Steve Jones.
stevejonessja@aol.com

Steve Jones
Sylvia Fish
Mick Donoghue
Susan Hall
Clare Hodkinson
Steve Pemberton
Gordon Thorpe

The committee wish to thank Steve Jones for his excellent work
as Secretary for the group. Steve will remain on the committee
whilst continuing his important work with Action for Pulmonary
Fibrosis. He has passed the baton to Ron Fish. We are very
grateful to Ron for taking on this role and wish him well for the
future.
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Dear Reader
I do hope you enjoy the latest edition of the newsletter, which hopefully,
gives you an idea of what we are about. The new committee are
constantly thinking of ways to get everyone together for a good day out,
as evidenced from some of the articles inside.
As a reminder the main support group meetings are held every two
months at the The Hub in Camborne on the second Friday in the month.
The meeting starts at 1.30pm but most people arrive at 1pm to take
advantage of the splendid lunch put on by our volunteers. It is a chance
to catch up with friends new and old to talk. We often have some
interesting speakers, but the main purpose is to chat and swap
experiences. The meeting finishes at 3.45pm plenty of time to get on the
road to miss the traffic. The date of the next meeting is Friday 13th
September with a talk by the DWP about accessing benefits and on the
8th November, we have Lorna Brown from Royal Papworth Hospital
talking about Rehabilitation. Between meetings there are, coffee
mornings at the Arthur Rank Coffee shop in Cambridge and at the
Visitor Centre Coffee shop in Sandringham. On October the 7 th we have
the Patient Awareness Day, details of which will be sent out in due
course. See the Calendar for all the activities for the rest of the year.
It is always great to get out and about in addition to the successful boat
trips and summer picnic on October 16th we have the first Train
adventure organised on the Nene Valley railway. These events are open
to all our family and friends. Details can be found in the newsletter.
I hope you enjoy the contents and if anyone has an experience, they
would like to share please do not hesitate to get in touch my details are
on the Committee page.
Jo Cornish
The Hub, High St, Cambourne, Cambridge, CB23 6GW
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Lady Bird Boat Trip - June 2019
A selection of photographs and a description of the day curtesy of
Elaine Warmington.
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My Experience of the Day by, Elaine Warmington
The weather was perfect for sailing and the crew couldn’t
have been kinder, very professional and knowledgeable.
We left on time, 10.30 am with the IPF group having
assembled on board with friends and family. There were 16
in number and before setting off the group was given a safety
talk whilst we all paid our fees to Ron Fish.
The cruise began with a mixture of first timers and those that
had experienced the outing before. We went through two
locks the first at Houghton and then through Hemingford
where we moored up for a short while to let other boats in
and out, giving us more time to chat and admire the scenery.
I loved the wildlife which included swans nesting, with signets
6 to 8 and Swan families increasing in number as we
approached St Ives. The towpath had many people walking
along some with their dogs and having a swim. They all
waved enthusiastically to us on the boat.
At St Ives we went under the bridge before waving to all those
having lunch in the pub. We turned once past the quay side
and the beautiful mill buildings, finally docking at the
museum. The long boat in front was unwittingly about to take
our mooring and “Ahoy there” from our captain startled one
of their dogs so much he fell overboard, but he was soon
hauled aboard by an apologetic owner.
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Most of the group walked into the town past the Norris
Museum to have lunch and gathered on the green ready for
the return journey, a perfect opportunity to take group
photos and the crew were happy to join us.
On the way back Rod Stewart was played, and the air was
filled with “We are sailing”
A Big “Thank You” to Ron and Silvia for all the organisation
and teas and coffee’s; a lovey day was had by all.
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The next trip is on Tuesday 3rd September.
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Support Group meetings at Sandringham
One of the most important things we can do as a group is to
bring people together to share their experiences and support
each other. With this in mind, Mick Donohue, one of our
committee members, arranged a coffee morning for those
living in the West Norfolk and North Cambridgeshire areas.
The first coffee morning took place at the coffee shop at the
Sandringham Visitor Centre on 25th April with 9 people
attending. This was especially significant as only 3/4 people
had attended the main support group meetings at
Cambourne. This showed the benefits of a more locally based
option. What a success it was, see the photo below. The next
meeting was held on the 27th June followed by 22nd August.
Anyone wishing to attend will be most welcome.

For Information tel: Mick Donoghue 01945 880576 or 07850914086
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PHPFSG Summer Picnic – Saturday 20th July 2019
The forecast for the day was very mixed and
had the potential to be a very wet and windy
one. So, I arrived at the park with great
trepidation only to find many of my friends
already there, with bags bulging with all
manner of delicious goodies. The
Countryside rangers had again set things up
ready for our arrival with tea & coffee
facilities ready to go.

The day turned out to be beautiful and
warm with only a little wind. We all
gathered around a very long table ready
to be entertained by the re-enactment
group as they got ready to perform. First
the horses arrived, then the soldiers, and
finally the cannon, it was quite a site to
see.
From our position we had a great view
of all the activity as they set up. Our
Chairman Ron, not one to shy away
from a challenge, even helped sorting
out the ropes. See the photo at the
end. Now he has learnt how to store
ropes so that they do not get tangled
maybe he can give us a demonstration
at the next meeting?
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The troops were finally ready, and the battle commenced, I had no idea what
was going on except to say that there were lots of muskets being fired and
extremely loud cannon fire going on all around. The French cannon was by
far the loudest, but it was the English who won through in the end. This was
another successful picnic, with much laughter and entertainment. A great
afternoon with friends and family was had by all. The weather had been kind
to us yet again. We finally strolled back to our cars with lighter bags but full
of happiness. See you all next year!!

13

Good people doing good things for Pulmonary Fibrosis.
Sponsorship requested by Mick Donohue
I am looking for sponsorship for my fundraising coastal walk from
Hunstanton to Wells-next-the-Sea during World Pulmonary
Fibrosis Week 15th to 21st September?
The walk is Via Holme, Thornham, Titchwell, Brancaster,
Deepdale and Holkham, a total of approximately 38km, depending
on how many times I have to walk to and from the main road to
catch the Coast-hopper bus back to the start.
If anyone would like to join me for part of it, they should email me
at (mickdonoghue@yahoo.com) and I will let them know where I
am starting from on the following day. Company is always good
and I would love to see you.
My fundraising for Action for Pulmonary Fibrosis can be found
at: http://www.justgiving.com/fundraising/michael-donoghue5

Sarah Meyers – 10km Swim
David Percival is asking for our support for his stepdaughter in her
attempt to complete a 10k swim.
Sarah will be attempting this during IPF awareness week in
September 15th to 21st. The money raised will be donated to
Action for Pulmonary Fibrosis. Anyone wishing to support Sarah
can read her story on her Just Giving Page at
https://www.justgivin.com/Sarah-Myers6
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CARAVAN HOLIDAY BY PULMONARY
FIBROSIS TRUST
As part of our on-going commitment to improve the lives of sufferers
we can now offer short breaks for PF sufferers and their families in our
caravan in Great Yarmouth for the small fee of £40.
The caravan is located on the Haven Seashore Caravan Park in Great
Yarmouth, Norfolk. The park has numerous facilities for all the family
including a water park, amusement arcade, bars and restaurants, shops
and lots of entertainment, all of which you will be able to access. With
direct access to the beach you don’t even need to leave the caravan park
to have fun at the seaside. If you do want to go further afield there is
the lovely seaside town of Great Yarmouth to explore.
Our caravan has 3 bedrooms (sleeping 6 people) and 2 toilets. It is
double-glazed and has central heating for those slightly chillier days!
There is a fully equipped kitchen for you to use (food and drink can be
brought from the shop on site) and linen is provided which is why we
charge a small fee of £40 for cleaning. On the outside there is a nice
decking area for sunny days and a ramp, so everyone has access.
Unfortunately, we are not currently allowing pets to reside at the
caravan due to the nature of the illness and any allergies people may
have.
Useful Information:
The caravan is available from April-October. We will do our best to book
the dates you would like but please give as many alternative dates as
possible in case your preferred ones are not available. To see current
available dates please check the calendar below. Check in time is: 2pm.
Check out time is: 10am
15

We ask all visitors to leave the caravan in the state they found it and
report any broken items so we can arrange replacement for future
guests. Passes will be provided for you to access facilities. We ask that
these are left in the caravan when you depart for the next guests to use.
What we provide: Kitchen equipment/cutlery, Bedding.
What you need to bring: Toilet rolls, Towels, Food.
Getting to Haven Seashore Caravan Park, Great Yarmouth:
Seashore Holiday Park , North Denes, Great Yarmouth , Norfolk
NR30 4HG

For more information about the park please visit
https://www.haven.com/parks/norfolk/seashore
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Visiting Royal Papworth Hospital for the First Time
Here are some notes you may find helpful when visiting the new
hospital for the first time. Whilst there is information on the RPH web
site https://royalpapworth.nhs.uk/ you still have to navigate around a
large web site.
With your appointment letter there will be enclosed copies of a site
map, ground floor plan and information leaflet. These may be poorly
photocopied on the NHS recycled paper and not very clear. Attached
are original copies provided which are in colour and clearer to look at.
These can also be downloaded from the website:
https://royalpapworth.nhs.uk/patients-and-visitors/getting-here
If travelling by car the nearest car park to RPH is the Multi-storey Car
Park 2 this can be approached from Robinson way or Papworth
Road off Dame Mary Archer Way. The car park entrance is a one way
system. Patients can be dropped off in the “drop off” area before
continuing back onto the road and into the car park entrance. Car park
tickets are collected at the entrance and fees are based on time – see
the car park web site for charges: https://www.sabaparking.co.uk/carpark/addenbrookes-car-park-2-cambridge
There is a capped price of £4 for patients and to get this you need to
go to the car park office on ground floor and show the appointment
letter the ticket will be electronically endorsed. There are blue badged
spaces at both ends of levels 1 to 4. The lifts operate at both ends and
from the ground floor it is only a short walk across the road to the
hospital main entrance.
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In the Hospital
Once in the main entrance you walk into the Reception Atrium where
there is a help desk. The outpatient’s reception and waiting area is in
the atrium to the right (see ground floor plan).
Whilst there are self-registering machines it is best to register at the
reception desk where further guidance will be given. There is seating
and Costa coffee shop. There are many electronic display boards
where your name will be displayed when you are called to go for tests
and consultations giving room number and corridors A to E. Lung
Function tests are in area E where there is a smaller waiting area and
where a member of staff will take you to the rooms for tests. Usually
you then return to main waiting area where you will be called on the
display board to the consultation room. If your appointment is for
attendance in the Day Ward (see the ground floor plan) this is off the
corridor to the right of the Costa coffee shop. This has its own
reception desk for registration.
When returning to the car park there are pay machines on the ground
floor at both ends of the car park. As mentioned above remember, if
you are a patient, to have your ticket endorsed to ensure you benefit
from the capped price.
The web site and leaflet gives more information if you are travelling by
public transport. The Babraham Road park and ride can be used but
remember the bus will drop you of at the bus stop at the bus station at
the entrance to the Addenbrookes main entrance and in the leaflet, it
refers to the walk to RPH taking 10 mins. That is probably true for
normal speed walkers who know where they are going, however for
patients having to walk slower they would have to allow extra time.
Trumpington Park & Ride the busway buses from there stop outside
RPH on Francis Crick Avenue, which is a much shorter walk to the
hospital entrance.

Howard Wright
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Papworth Hospital Pulmonary Fibrosis Support Group
Day out on the Nene Valley Railway
Wednesday October 16th, 2019

Come and join us on a great day out travelling on a historic train from
Wansford Station. The journey takes you westwards under the A1 and
through an historic tunnel to the picturesque end of line station
at Yarwell. Watch the loco disconnect and run round to bring the train
back eastwards to Wansford and onwards to Overton for Ferry
Meadows Country park. Continue on the journey through Orton
Mere to the end of the line at Peterborough Station adjacent to
Railworld and a short walk into the town centre along the river bank,
returning back to Wansford.
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Tickets prices:Adult
£16
Seniors
£13
Children
£8
Family £40,
Carer £1 (For those caring for a passenger with a valid ticket).
This means that if you are a Senior (over 60) and have a carer the total
price for the day will be £14, a great price for a great day out.
Disabled Facilities: Full access is provided to most locations for
disabled persons and most trains have a specially adapted carriage.
Disabled toilet facilities are available at Wansford.
Turntable Café at Wansford Station.
The café is open from 9am - 4pm every day. Serving a variety of hot
and cold drinks, snacks, home cooked meals, cakes, confectionary and
ice creams.
On running days, they offer their famous homemade sausage rolls
which are always in demand, and, unless sold out, they aim to always
have a gluten free cake on offer, as well as non-gluten free options.
Carriage of dogs
The Railway is pleased to welcome all dogs and their owners onto our
trains, subject to their owners ensuring that their dogs do not cause a
distraction to the operation of the train or inconvenience and
difficulties to fellow passengers. In addition, dogs are not allowed onto
carriage seats. There is a small charge for dogs who also get their own
ticket.
Contact Jo Cornish on 07941 314834 or email jocornish@gmail.com
for more details and to book your seats. Remember if you are
travelling as a carer please remember to say this when you make your
booking.
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STOP PRESS, STOP PRESS, STOP PRESS, STOP PRESS
Patient Information Day – 7th October
Hinchingbrooke Country Park 10am to 3.30pm
Patient Information Days are a great way for support group
members and their families to learn more about pulmonary fibrosis
and the available treatments.
This year’s event is being sponsored jointly by Papworth Hospital
Pulmonary Fibrosis Support Group (PFPFSG) and Action for
Pulmonary Fibrosis (APF) and is being held at Hinchingbrooke
Country Park. It includes presentations from Dr Muhunthan Thillai,
Dr Helen Parfrey and Emma Harris. There will also be
opportunities to ask questions and interact with speakers and
participants.
Hold the date in your diaries – more information will be
circulated in early September.
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PAPWORTH HOSPITAL PULMONARY FIBROSIS SUPPORT
GROUP (PHPFSG) CALENDAR 2019
Date
Wednesday 21st
August
Thursday 22nd August
Sunday 1st September

Tuesday 3rd September
Friday 13th September
15th – 21st September

Monday 7th October
Saturday 19th October
Friday 25th October
Friday November 8th
Friday 6th December

Event
Coffee Morning (Cambridge) 10.30am
The Bistro, Arthur Rank Hospice
Coffee Morning (Sandringham)
10.30am
Petals Tea Room Yeldon, Summer Event
1.30pm. Music, Raffle Tickets £15
proceeds to APF.
Ladybird Boat Trip 10am
Hartford Marina – Contact Ron Fish
Support Group Meeting at The Hub,
Cambourne
IPF Awareness week
Stand in the Atrium Addenbrookes
Hospital.
Stand in Royal Papworth Hospital 19th .
Patient Information Day 10am
Hinchingbrooke Country Park
Nene Valley Railway Trip 9am
Peterborough
Coffee Morning (Cambridge) 10.30am
The Bistro, Arthur Rank Hospice
Support Group Meeting at The Hub,
Cambourne
Christmas Party
The Hub Cambourne
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Helpful contact details: Please note we are in the process of developing a new website
and as soon as this is available, we will let you know.

Papworth Hospital
Interstitial Lung
Disease Service

Specialist Nurse Direct Line
Emma Harris & Katie Harding

BOC Healthcare
Oxygen Service

0800 136603

Community Respiratory
Support Team

Cambridge 01223 732013
Huntingdon & Fenland
01354 644378 & 01480 416416

PHPFSG Website
(Still in development)
British Lung
Foundation

papworthpfsupportgroup.co.uk

Blue Badge applications
Cambridge County
Council

0345 0455204
www.cambridgeshire.gov.uk/badges

Action for
Pulmonary Fibrosis

www.actionpulmonaryfibrosis.org.uk

Age UK

www.ageuk.org.uk

Pulmonary Fibrosis Trust

03333 2020991
pulmonaryfibrosistrust.org

01223 638018

www.blf.org.uk

Carers Trust Cambridgeshire Follow the links www.carers.org
& Hertfordshire.
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