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Hi everyone.


New members 
Welcome to our latest new member, Mandy. 


Mandy has been newly diagnosed with Myeloma and is based at St George’s.


Susie, another recent newcomer, has had her transplant on 25 July. We wish her good 
progress. 

Zoom meetings 
We held our last Zoom meeting on 8 July. We had Lorraine, Calvin, Susie and Keith. 


If anyone is around tomorrow, Tuesday 24th, at 10am, I will be available on Zoom. I 
will send out an email invitation about 09.45 

I will also put a message up on WhatsApp this morning.


Our July get together  
It was like herding cats but we finally managed to have our little 
gathering on Sunday 25 July!  


The weather was against us but I knew if we cancelled it wouldn’t 
happen this summer. 


It was a jolly affair with ten of us tucking into Chicken Tagine and 
Persian saffron rice. 


And thank you, Jeanette for the delicious home made strawberry 
pavlova. 


I was touched to receive a big bouquet from the PSG afterwards. 
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Press article 
Last month we warned against relying on the internet and other unreliable sources for 
information about blood cancers.


A Sunday Mail article on 1 August is a case in point. It was about Myeloma and the drug, 
Lenalidomide, which several of us are on. A neighbour drew my attention to it. It was 
entitled: ‘Killer Cancer in blood blocked by a daily pill.’ I am mentioning it in case any of 
you saw it. I passed it by Lesley Chamberlin in the Haematology Unit at Kingston and I 
think it is worth copying her response in full.


“I am afraid this is a Sunday Mail article and therefore not a scientific paper. Whilst some of the 
article may have an element of truth and yes Lenalidomide is definitely being used more now both 
as an upfront treatment and for maintenance, there are many other factors  influencing its use.”


“Every patient follows a different path. Hospital Trusts follow BSCH/Nice guidance and we update 
our protocols and regimes constantly. We are very much aware of Carfilzomib and have used it on 
certain patients.”


“I am afraid these sort of articles cause anxiety and confusion.”


Expert Panel 
I have been asked by Myeloma UK to join an Expert Advisory Panel focussing on the 
impact of delayed diagnosis on patient quality of life. I will be the patient representative 
on the Panel. It is hoped to report in November. 


Myeloma UK:First relapse  
There was a recent blog in Myeloma UK, which is of interest. It is issue 126, July 2021 
sent to me in August. It is under ‘Ask the Nurse’.


“In this month’s blog we answer some of the questions we are often asked about the first relapse, 
the treatments available, and how to make treatment decisions.”
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Therapies 
No news about therapists yet.  Archana at Macmillan’s will keep us informed of 
developments. 

Benefits Service
Macmillan’s have a Benefits Service at Kingston Hospital.

Their advisor is Robert Delahoyde from Wandsworth Citizens Advice Bureaux. 
Monday - Friday 9.30am to 5pm.
 
Tel: 0207 042 0332.

He has his own page on their website:  Macmillan Benefits Advice Service - Kingston 
Hospital.

Regards 


Dorothy 

Dorothy Gonsalves

M: 07961 273528

Email: dorothygons@yahoo.co.uk
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