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                KKCCSG “COFFEE MORNING” (Zoom) 

Attendees:   

Sharon. B (Chair & Renal Counsellor-EKHUFT) 
Sue Fenwick - Patient Support, Kent Kidney Patients Association 
Lu Molina - Chair, Kent Kidney Patients Association 
Hazel Hood - Renal Care Navigator, EKHUFT 
Caroline Young - Kidney Care UK Advocate 
Guest Speaker: Jane Crisp, South East Water 
Stuart, Marina, Kelly, Rhea, Paul.          Apologies from Janet  
 
Opening Chat 
 
Whilst waiting for everyone to join we caught up on hairstyles and beards following the easing of 
restrictions.   Kelly had waited over 3 hours in a queue to get her hair cut at her favourite place 
Crops and Bobbers in Gillingham - so many people needing haircuts when the restrictions were 
lifted.  
 
Rhea has finished her exams and hopes to go to Imperial in London to study medicine and now has 
to wait until August for her results.   In the meantime, she is taking lessons from her Mum on how to 
look after herself when she goes.  Washing, cooking, shopping etc. Rhea would also like to volunteer 
this summer and Lu said that she would be happy to have her onboard to help with the Food Boxes 
and might find her a few more things to do. 
 
Looking after yourselves and family during lockdown with the endless cleaning, washing and 
cooking had become very mundane and we were all looking forward to some time out of the house 
and hopefully some better weather to go with it. 
 
Guest Speaker - South East Water 
 
Jane Crisp joined us this morning to talk to us about what is available through South East Water to 
help those living with kidney disease and who may need priority service and extra assistance with 
their water supply and bills. 
 
Jane’s role is about affordability of water and working with Community Organisations to get 
information to their most vulnerable customers.   Jane highlighted the services that might be 
available to many of us. 
 
The Priority Register - you can sign up to this register on their website or get someone to fill it out 
for you.  There are many benefits to this including the knowledge that if you need a constant water 
supply you will receive priority treatment and there is no waiting in phone queues if you are 
registered to receive help. 
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You receive prior warning of any planned work which may interrupt your water supply 
You receive priority treatment should your water supply be interrupted (provision of an alternative 
source as quickly as possible and deliver bottled drinking water to customers with mobility issues) 
 
We can all benefit from a bit of extra support from time to time, whether it’s due to age, ill health, 
disability, mental health problems, financial worries or language barriers.  
 
Together with the Kent Kidney Patients Association, Jane and South East Water want to get this 
message out to our Renal Community so that people are aware of what help is out there for them. 
 
Social Tariff - talking about money can be tough.  If you are struggling to pay your bills, then there 
are a range of schemes to help.  If your household income is less than £16,385 (not including any 
disability benefits) then you may be eligible. 
 
WaterSure - caps your charges to their average bill.  You could be considered for WaterSure if you 
are a metered customer in receipt of certain qualifying benefits and have either three or more 
children under the age of 19, or have someone in your home with a medical condition which means 
you use a lot of water. This would include home dialysis patients. 
 
Single Occupier Tariff - if you are the sole occupier of a property you may be eligible for this tariff 
 
How to find out more - you can go to the website www.southeastwater.co.uk   or call their 
Customer Care Team for confidential advice and support on 0333 000 2468 (Monday to Friday 
between 8am - 7pm) 
 
Water Saving Devices - Free 
Jane also told us about some free water saving devices and directed us towards the website to be 
able to obtain these. There are also some good tips on saving water.  
 
The website also shows you how you can manage your bills online. 
 
Marina expressed concern at the use of Brita Water Filters for kidney patients and it is believed that 
this has something to do with the potassium.  Jane said you can get your water quality checked if 
you have any worries about the water that comes out of your tap.  
 
Lu thanked Jane for her support and the donation of £200 to the Food Box scheme.  Leaflets are 
being distributed with the boxes for low income families within our renal community.   
 
Jane thanked us for giving her the opportunity to speak to us. 
 
Life on Hemodialysis 
 
Stuart gave us an update on his dialysis and is still finding it difficult whilst things are being adjusted 
in these early days.  When Paul joined us from his morning dialysis session he gave Stuart hope 
that things do get better.   Paul gave us a few  
tips on how he copes- staying up late before a dialysis morning so that when he is settled on the 
machine he is tired enough to sleep for a couple of hours which helps cut down the four hours he 
now spends on dialysis   He feels better than before he started on dialysis. Paul also praised the 
unit at Margate and is very comfortable there, it’s a good atmosphere. He feels home hemodialysis 
is not for him as he does not want to be restricted in what he does and is comfortable with his life 
revolving around the three days a week.   He enjoys the two-day break from the hospital and there 
is no impact on his family life. 
 

http://www.southeastwater.co.uk/
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Caroline mentioned about the benefits of doing home hemodialysis and referred to the latest edition 
of the Kidney Matters Magazine that can be downloaded at  kidneycareuk.org  in which Nick 
Palmer has written an article on his own experience. The magazine is worth a read for anyone with 
Kidney disease. 
 
A discussion was had around the pros and cons of home hemodialysis and how it is not for everyone.   
Some find it reassuring to have nurses around when there are underlying medical issues that could 
impact on the dialysis session and some felt they would not want to have to have a family member 
trained up to assist and put that extra burden on them.  However, home hemodialysis does suit 
some people who feel they have more control over their sessions and it is kinder to the body. 
 
Awaiting Transplant 
 
Sue gave us an update on her son’s progress. He is currently on the deceased donor transplant list 
but is also hopeful that his sister will be able to go ahead with the Living Donor programme as she 
has turned out to be a perfect match. There is another round of tests that she has to have and these 
are scheduled for the end of June.  
In the meantime, Mark is now unable to travel out of area in case he gets a call and his sister would 
prefer he did not take a donor that is not as a perfect match as she is and feels he has a better 
chance of success with hers. He is also anxious about coping with unplanned absence from work 
and childcare. 
 
Caroline from Kidney Care UK informed us that the pathway to donating a kidney is being looked 
into and how it can be improved to get the tests more quickly for the donor, to enable the operation 
to go ahead thus enabling the patient to come off the waiting list. 
 
 
Lu and Caroline joined in this discussion as both have had transplants and they told us of their 
experiences in receiving the call and how their progress has been since.   Lu’s mum was her living 
donor the second time around and she still has a really good GFR and is now twelve years down 
the line. 
 
PD and Having a Shower 
 
A discussion was had about taking showers when you have tubes in the stomach or a neck line.   
Hazel said her Dad is on a night machine and said that he was able to get Tegaderm patches on 
prescription to cover his tubes to enable him to have a shower.  This seemed to be a bit of postcode 
lottery as another person she knew of was unable to get pouches for a neckline through their GP 
and has been quoted £119.30 for 10 pouches which equates to £11 per shower!      
 
Weight Loss and Activity 
 
A discussion was had around the need to find motivation to help with weight loss and that the last 
few months had been difficult. There is a bit of a catch twenty-two, whereby, the weight gains make 
it more difficult to exercise and when you are living with pain on a daily basis this also makes it 
harder. 
 
Hazel said she would contact the Renal Dieticians to see if they can help with one member on how 
to lose weight with renal failure. It was also suggested that some physiotherapy advice might help 
with regard to what exercises are best for individual needs. 
 
 
 

http://kidneycareuk.org/
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It was noted that sometimes dieting appears to affect kidney function and has a negativity on wanting 
to continue with the diet.  This could well be down to what is being eaten and needs to be analysed 
a bit further. Once again this is a very individual thing and advice from the Renal Dieticians could 
help. 
 
A form of exercise using a power hoop was mentioned and Sue pointed out that this is not advisable 
in patients with polycystic kidneys as this could cause bruising or internal damage to the cysts which 
can be quite painful.  The hoops are quite weighted. Any exercise that puts pressure on the area 
around these large kidneys needs to be approached with caution.   
 
It was thought that finding a walking buddy who has the same capabilities as you could be a benefit 
and a few of the group were looking to contact each other and see if they could organise a time to 
get together and give this a go. It would also help to get back to face to face social activity. 
 
Future Coffee Mornings 
 
Sharon asked how we feel about getting together face to face meetings. Both Ditton Village Hall and 
the Gillingham Baptist Church were mentioned as possible venues as they are quite spacious and 
we have used them before. 
 
The group felt that we are not sure and that the 21 June is still a date to wait and see what happens 
with the restrictions and Covid.  Sharon said she will send an email out to see what the general 
feeling is and we can revisit the idea at the next Zoom Coffee Morning. It was suggested that we 
could try alternating a zoom and a face to face monthly to see how it goes. If we were to try a face 
to face, we could see if Wi-Fi is available at the venues to be able to link in by Zoom with those who 
are unable to attend in person but would still like to join in.  
      
Date of Next “Zoom Coffee Morning” Wednesday 30th June 10.45 to 12.45 


