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Papworth Hospital  

IPF Support Group  

“Supporting sufferers, their families and carers”  

  

 
 

Above are our esteemed chairman Ron, his wife Maxine with 

Barbara English (Terry is taking the photo).  They are enjoying a 

well earned break. 

Read Barbara’s account of how they met and the friendship that 

has developed. 

If anyone has a topic or contribution to make to the next Newsletter please let me know as I am 

always looking for new and interesting subjects.  It does not have to be IPF related.  Many 

thanks, Jo Cornish. 

 

Spring/Summer 2017  
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Your Committee Members  

Name  E-mail address  Phone 
number  

Ron Flewett,  
Chairman  

ronflewett@hotmail.com  
   

01406 380986  
077 5855 6118  

Steve Jones,  
Secretary  

stevejonessja@aol.com  
   

01954 719329  
078 8785 4940  

Jo Cornish  jocornish@gmail.com  
   

01480 414152  
079 4131 4834  

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  
   

01223 570257  
077 1289 3831  

Peter Bright  peter_bright@engineer.com  
   

077 7339 1740  

John Morgan  john.morgan58@btinternet.com  
   

01763 242695  

Howard Wright howard@isawright.plus.com  

Ron & Sylvia Fish ron.fish946@btintrnet.com 
sylvia@gothamfamiliy.co.uk 

 

Malcom Mason malcolmmason11@btinternet.com  

  

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.  

mailto:ron.fish946@btintrnet.com
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By Barbara English 

My husband Terry and I had been attending the Papworth support 

group for a few years and we were at a meeting when a man came 

in alone looking really lost.  It turned out to be one of his first 

meetings and he came from work and his wife was following on to 

meet him there.  

That couple were Ron and Maxine.  Little did we know that day 

how it would change both of our lives.  We subsequently found out 

that they lived relatively close to where we lived so we met up out 

of the meeting and it was as if we had known them all our lives. 

At one of the meetings we attended it was suggested that even if 

you couldn't fly you could still have holidays, cruising was 

suggested so guess what, we said shall we - and yes we did.   

Our first one was with Thomsons’ to the med.   It was a fantastic 

holiday, everything all in one place and we got to see so many 

different places and if we didn't want to get off the ship to explore 

because one of the 'boys' wasn't up to it then we stayed aboard 

and enjoyed the hospitality.  Cruising was something that I was a 

bit apprehensive about not being a good traveller, but boy did it 

give me the bug.  I'd always said to Terry I would try it once and if I 

was ill I wouldn't do it again, but hey it was fantastic waking up 

every day opening the curtains and thinking where are we today.    

Our second one together was to Dubai and around the Arab 

Emirates.   Sometimes in life you realise that it doesn't always pay 

to put things off and if you want to do things you must seize the 

moment.    
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Would we ever be this way or get this opportunity again?   Maybe 

not so we all did it and I can tell you that life is all about making 

memories and this is one that will stay there forever.  Well that 

was how we felt when they told us how much it was to go to the 

top of the Burg Kallife.   

 

  

 

I think Terry was 'boring' people with it for weeks.  Cruising was 

just one of the things to come out of our meeting, but even more 

important was the friendships that we have made. The only 

positive to come out of this common ground we have in that 

dreadful 'IPF' is the people that we have met and I guess will 

continue to meet. 

 

None more special to us than Ron and Max - we have formed a 

very special bond with them and consider them our 'family' now.   

Ron and Terry share all their footy games on Saturday afternoons 

and my 'sis' Max - well we know as 'carers' that we have each other 

to bounce off.   Now they have moved a little farther away it is such 
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a comfort to know even though we don't see each other as much 

but to know that we are there for each other and because we are 

 

both in the same situation they can understand where sometimes 

our families don't and we can pick each other up if one of us are 

down. 

 

In life it's always good to try and find the positive in everything and 
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sometimes that is so difficult with all that this IPF throws at 

you.   What would my message be, if you can and want to do 

something, don't put it off until tomorrow.  Seize the moment!  Do 

lots of memory making. 

 

It might not be cruising for you, it might be something else but 

whatever it is, if you can, go ahead and do it.   We have made so 

many special memories already along with lots of laughter and 

tears but Dubai shopping, snake charming in Morocco, tobogganing 

in Madeira, to name just a few, and really hope that while we can, 

we will make many more.  

 

We don't always get the chance to thank people, so this is mine, 

a thank you must go to those no longer with us who initiated this 

group.  For anyone just diagnosed we know how scary that is but it 

really helps to know you are not alone.  Who knew that day that 

Ron would end up as Chairman, but thank you to him and the 

members of the committee who do a sterling job allowing us to 

meet up and share quality time together.  

 

And finally thank you to the wonderful dedicated team of 

consultants and nurses.  I really hope that they know just how 

much they are appreciated. 

 
Thank you so much Barbara for your wonderful insight and 
sharing such precious times with friends/family. 
 
If anyone else would like to tell their story I would love to hear 
from you.  Jo Cornish 
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The March IPF SGM 
 

Some cheeky Chaps & Chapeses. 
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Below is a list of websites that you may want to visit and came 
via Ron Flewett through his associations with Boehringer 
Ingelheim. 
 

Pulmonary Fibrosis News Weekly Digest 

International Pulmonary Fibrosis Summit Scheduled for November 

in Nashville 

• Antacid Therapy May Lead to Lung Infections in Esbriet-

Treated IPF Patients, Study Reports 

• Boehringer Ingelheim Enrolls First PF-ILD Patient in Phase 

3 Trial of Ofev Therapy 

• ProMetic’s Therapy for IPF Receives FDA Approval for 

More Clinical Trials 

• Bristol-Myers, Nordic to Collaborate on Development of 

Fibrosis Disease Biomarkers 

Recent Posts 

Esbriet Equals Prednisone and Tops Acetylcysteine as Treatment for Pulmonary 

Fibrosis in Rats 

NuMedii-Three Lakes Partners in Artificial Intelligence Venture to Search for IPF 

Treatments 

New Probe Specifically Targeting Collagen in Lungs Promises to Improve PF 

Diagnosis, Treatment 

Esbriet Can Prolong Pulmonary Fibrosis Patients’ Lives, Review of Several 

Studies ReportsFoundations Collaborate to Expand Educational Resources on 

IPF, Lung Diseases 

 

https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc1
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc1
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc2
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc2
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc3
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc3
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc4
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc4
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc5
https://mail.google.com/mail/u/0/?zx=bvaog48e4v2d#m_-8032048533902189091_mctoc5
http://pulmonaryfibrosisnews.us5.list-manage.com/track/click?u=52c64784d386bd00ea57ee792&id=1d496ede31&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage.com/track/click?u=52c64784d386bd00ea57ee792&id=1d496ede31&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage1.com/track/click?u=52c64784d386bd00ea57ee792&id=862f66429e&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage1.com/track/click?u=52c64784d386bd00ea57ee792&id=862f66429e&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage.com/track/click?u=52c64784d386bd00ea57ee792&id=bfc5429901&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage.com/track/click?u=52c64784d386bd00ea57ee792&id=bfc5429901&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage1.com/track/click?u=52c64784d386bd00ea57ee792&id=645674dc3b&e=c6da9b875b
http://pulmonaryfibrosisnews.us5.list-manage1.com/track/click?u=52c64784d386bd00ea57ee792&id=645674dc3b&e=c6da9b875b
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Patient Awareness Day.  

Held at Hinchingbrooke Countryside Centre on 30th March 

2017.   By Steve Jones Event Co-Ordinator 

Over 80 people attended this year’s Patient Awareness Day. The 

event was organised by the Papworth Hospital Interstitial Lung 

Disease (ILD) team. The aim was to update patients on the latest 

research into ILD and to discuss other topics of interest. 

The conference started with three personal and moving stories 

from patients living with Idiopathic Pulmonary Fibrosis, John 

Kendall, Ron Fish and Elizabeth Mitchell.  Dr Helen Parfrey then 

provided a comprehensive overview of the latest scientific research 

into the causes and treatment of pulmonary fibrosis (IPF) and other 

ILDs.  She described the large, on-going research effort, which is 

being funded by pharmaceutical companies and governments 

around the world.  It is hopeful that new treatments for IPF and 

other diseases will become available in coming years.  

This was followed by an informative talk from Dr Nicky Simler on 

the range of clinical trials that have been conducted and are 

planned. These included the trials on Pirfenidone and Nintedanib, 

two anti-fibrosis drugs which are currently in use. 

After lunch Dr Muhunthan Thillai outlined the plans for the New 

Papworth Hospital, which is being built at the Addenbrooke’s 

Campus and will open in 2018.  He described the state of the art 

facilities at the new 310 single room hospital and how the 

Addenbroke’s and New Papworth teams will work together.  
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There were then interesting talks by Roxane Caplan on the work of 

the charity Action for Pulmonary Fibrosis and Marian Hepburn, a 

physiotherapist at Papworth Hospital, on ‘Physiotherapy and 

Breathlessness Management’.  The day ended with a panel 

discussion, led by members of the Papworth ILD team (see photo), 

which provided an opportunity for patients and carers to ask 

questions. 

We are very grateful to the Papworth Clinical team for organising 

the day.  The talks were excellent and participants valued the 

opportunity of chatting informally with doctors and specialist 

nurses during the breaks.  Finally, our thanks to Jo Cornish and her 

team of volunteers for booking Hinchingbrooke Country Park for 

the event and for the wonderful refreshments and to the St Ives 

Rotary Club for their help. 

 

 
 

From left to right:- Luis Matos, ILD Nurse Specialist, Caroline Meeks, Medical 
Secretary, Dr Nicky Simler, Consultant Physician, Dr Muhunthan Thillai, Consultant 
Physician, Marian Hepburn, Physiotherapist, Emma Harris, ILD Nurse Specialist 
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Following are a couple of abridged contributions:-  
  
 
By John Kendall       

I’m John Kendall and here’s a little introduction about me and my 
IPF. 

Married to Gill for 36 years with three children, Matt, Rob and my 
favourite daughter Ellie whom some of you know.  I’m 57 years old 
and always been very fit and active, racing around fitting 25 hours 
into a 24 hour day.  As a kid I was rubbish at ball games so I ran. 
This running continued throughout my teenage years and into my 
early 50’s, which is where it all started to change. 

I often had chest infections, croup as a kid if I had a cold, as sure 
as night follows day I would get a chest infection.  I’m a former 
soldier and police officer, through both careers I maintained a high 
level of fitness, completing the 1 ½ mile military Basic Fitness Test 



 

13  
  

in 7 ½ minutes in my early 20’s and doing the same to pass the 
police fitness test a few years on.  This level of fitness continued, 
half marathons, cycling, Yorkshire Three Peaks challenge a couple 
of times.  I’m sure by now you get the idea, if its outdoors I’m there. 

In 2012 I decided to run a marathon, the whole 26 something miles 
of it for charity.  I trained with a friend in all weathers and on 
29th April in the pouring rain we completed the 26 miles in 4 hours 
45 minutes and 17 seconds.  At this point can I just remind Peter 
Burns that I was slightly faster than he was; I only know this 
because he told me. 

Around July/August the same year I got a cold and the mother of 
all chest infections. We went on holiday and as always, my running 
kit went with me, but the best I could manage was a couple of 
miles.  Off to the doctors, antibiotics, more antibiotics and yes, 
even more antibiotics.  Eventually I had an x-ray where they said I 
had a shadow on my lung, but it was possibly the infection.  It 
didn’t go away, I was referred to Saxon Clinic at Milton Keynes and 
after a scan, later diagnosed with Bronchiectasis.  

I sat with Gill late one evening as the consultant delivered the 
diagnosis, The next question I asked was ‘Is this going to kill me?  
The answer was no, we went home as happy as Larry (not sure 
who Larry is but we were as happy as he is). 

I stayed under the care of Milton Keynes Chest Clinic and in late 
2014 I was referred to Papworth.  After a couple of visits, I was 
given the option of a lung biopsy. Now, Mrs K is the brighter part of 
the partnership of some 40 years together and by now was doing 
some research.  Me, I think I buried my head in the sand. 

Two weeks after the biopsy I was called back to Papworth for the 
result and the news was not good.  I apparently had IPF.  I’m sat in 
the room with Matt, my eldest, and when asked if I had any 
questions all I could reply with was “Can I drive yet?”  Needless to 
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say, it hadn’t sunk in.  Gill was aware (remember, I said she is the 
brains of the partnership) and I’m sure she briefed the children.  
Rob, our middle one, is a paramedic and he knew as well as 
anyone what it meant. 

Without a doubt I was in denial.  I mean, I’m a fit bloke and it 
wasn’t until friends came visiting and they were visibly shook up by 
what I was telling them that it started to sink in. 

So where are we now? 

Two years on Perfenidone, usual weight loss mostly off my cheeks, 
the ones on my face and my backside, tiredness and mild 
associated side effects.  September last year I went on the decline, 
more weight loss and shortness of breath.  As a result I have been 
changed to Nintedanib which so far I’m coping with.  I’ve set a list 
of things that have changed over the last three years and called 
them my frustrations and positives. 

 Frustrations 

I swear more than ever before which doesn’t frustrate me but it 
does raise a few eyebrows occasionally. 

 “You're looking well John, are you better now?”  Is a question I’m 
often asked. 

I get out of breath cutting the lawn. I used to run with the 
lawnmower to get it done quicker.  I’m out of breath drying after a 
shower.  What the flippin ‘eck is that about?? 

I get out of breath walking the dog, which is tricky as we live at the 
top of one.  I get out of breath doing presentations which I do 
regularly at work for 2 hours at a time.  I’ve lost the taste for beer, 
but there is a positive coming out of this. 
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 Positives 

 Mrs K ignores my swearing (well, most of the time). 

I did settle down with the Perfenidone, and after the initial few 
weeks didn't suffer too many side effects. So far the Nintedanib is 
behaving itself.  I don’t spend as much money on running kit and 
running shoes.  I am sleeping better and at the right times of the 
day.  My Appetite has returned, particularly chips and curry sauce 
for lunch.  I decided to eat whatever I want, whenever I get the 
opportunity.  At the weekend a taste for wine has replaced the 
taste for beer, so all is not lost. 

We’ve accepted what I've got and we remain positive for the future, 
with brilliant support from Mrs K, our three kids and extended 
family. I’ve met a fantastic group of friends through the Papworth 
Support Group.  I have a GP, who through personal 
circumstances, knows what the disease is and understands how 
she can help me. 

I’m being looked after by the Papworth team Dr Thillai, Dr Parfrey, 
Emma and Louis, which is the best care I could wish for.         

 

Ron Fish 

Ron Fish: My Story, Living with IPF  

I’m 71 and I was diagnosed with IPF just about 2 years ago.  Firstly, 

let me give you some family background, I was the fourth child of a 

family of eight with three elder sisters all now sadly passed away.  

Certainly, two if not three of them suffered to various degrees with 

IPF.  When I started to get breathless with exercise a couple of 

years ago, alarm bells should have sounded, but they didn’t and my 
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first thoughts were my previous heart problems or the fact I was 

just getting older.  

To be honest I didn’t know anything about IPF, certainly not that 

there was a Familial type, so I thought two sisters suffering from 

the same lung complaint was nothing more than a coincidence.  

After about a year my symptoms were getting worse and under 

pressure from Sylvia I eventually consulted my GP.  He listened to 

my lungs said he could hear what he referred to as rattling and 

suggested a chest x-ray.  The Chest x-ray showed something which 

my GP said did not look like cancer but fibrosis, the penny dropped 

and I related the family history to him. 

The next step was a referral to a specialist, with my sisters in mind I 

was now concerned about any further delays so I opted for a 

private consultation and my GP recommended Dr Mahadeva who I 

met in April 2015.  He referred me to Prof. Chilvers clinic at 

Addenbrookes in July with an IPF diagnosis.  Following the usual 

tests Prof. Chilvers said my case would be discussed at the next 

Multi- Disciplinary Team and if accepted I would be offered a 

course treatment. 

In the meantime, I was referred to Addenbrookes Genetics service 

where my family DNA could be investigated.  I was also approached 

by the 100,000 Genome Project for similar research, both of which 

are ongoing. 

On recommendation, I undertook a 6 week Pulmonary Re-hab 

course at Papworth which was both helpful and stimulating.  The 

talks on diet, medications, breathing techniques etc. were very 

useful.  The benefits of exercise wear off if you don’t keep it up, 
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apparently about 2 weeks, so I now continue with the weekly 

maintenance class.  

It was suggested that I join the Papworth IPF Support Group it was 

and still is good to meet other people suffering from the disease to 

various degrees and over differing time periods.  The talks by 

various health professionals I found very interesting.  I think Sylvia 

found talking to other suffers and carers particularly helpful. 

The Multi Disciplinary team met and decided I was a case for 

treatment and was referred to Papworth under Dr Parfrey for 

Nintedanib under the named patient trial.  I met Dr Parfrey for an 

initial consultation and have since been taking Nintedanib.  Three 

further monthly assessments later there is no appreciable 

deterioration in lung function, so it seems to be working.  I also 

take Omeprazole and Renitidine to reduce gastric reflux. 

Ok that’s the chronology now how do I feel. 

When I was first diagnosed although I should have expected it, I 

was quite shocked, this can’t be happening to me, my life can’t be 

over yet.  Having looked up IPF on the internet that didn’t cheer 

me up either.  It was a great relief when I attended re-hab and the 

support group to meet people who had been suffering for much 

longer which showed there is a much longer life span than the 

prognosis.   I am being more positive, keep up the exercise and 

continue to play golf, although I do have a good excuse when the 

golf is not going well.  

Apart from the Re-hab maintenance sessions my main exercise is 

walking.  Sylvia and I did some sponsored walking to raise some 

money for research and awareness of IPF, we did a virtual walk the 
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length of New Zealand approximately 1500 miles over a period of 

about 9 months, each of us tries to have a good walk each day 

depending on the weather.  I do, however, find walking in cold or 

windy conditions hard work. 

The other aspect, I try and stay positive about, is the side effects of 

the Nintedanib which can be quite depressing but I’ve found they 

come and go and can be managed to a certain extent by choice of 

diet.  Since Dr Parfrey suggested that I stop taking Ramipril my 

cough has almost disappeared apart from some mornings when I 

first get up.  

One slight downside, and I don’t know whether it is all the exercise 

or the IPF, I can fall asleep anywhere particularly in front of the 

television, it’s most annoying when it’s a programme I really 

wanted to see.  The result of all this daytime napping is I find it 

difficult to sleep through the night and I’m usually up at the crack 

of dawn, perhaps I should get a paper round. 

Overall, I have good days and not so good days and when I am not 

walking uphill or doing something energetic, I feel pretty good and 

can almost forget about the IPF for a little while. 

Anyway, that’s my story so far, I wait to see what the future holds 

but I could not be more grateful for the prompt and expert 

treatment I have received so far and it is a great comfort to know 

that specialist nurses, Emma and Louis are only a phone call away 

should I need any advice. 
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Future meetings and topics.  
 

IPF Support Meeting Dates & Other events 2017:  

 

Date  Topic  

May 12th   SGM - Benefits & Occupational Health.   

May 18th  Ladybird Boat Cruise.  

July 8th  Summer Picnic – Hinchingbrooke Park.  

July 14th  Oxygen equipment & traveling with IPF.  

July 21st Ladybird Boat Cruise 

September 8th  Social session and Quiz.  

September 14th  Ladybird Boat Cruise 

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 off 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  

Specialist Nurse Direct Line  
Emma Harris & Louis GalhardoMatos  
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  

www.actionpulmonaryfibrosis.org.uk  

Age UK   
  

www.ageuk.org.uk  

Pulmonary Fibrosis Trust  03333 2020991  
trustees@pulmonaryfibrosistrust.org 

Carers Trust Cambridgeshire 
& Hertfordshire. 

Follow the links www.carers.org  

  
  

http://www.blf.org.uk/
http://www.blf.org.uk/
http://www.ageuk.org.uk/
http://www.ageuk.org.uk/
mailto:trustees@pulmonaryfibrosistrust.org
http://www.carers.org/

