LONG TERM CONDITIONS COMMUNITY (LTCC)

(Formerly “Hull & East Yorkshire ME & CFS Self Help Group”)

MARCH 2026

Hello everyone.  Greetings from LTCC.
The LTCC is a support group for anyone with chronic health conditions living in Hull, the East Riding and surrounding areas.  Fatigue and pain are common and these are likely to be accompanied by other symptoms.  Conditions may include Addison’s Disease, Andersen Disease, Asthma, Coeliac Disease, Diabetes, Dysautonomia, Fibromyalgia, FND, Gilbert’s Syndrome, Long Covid, Lupus, Lyme Disease, ME/CFS, Post-viral Conditions, Polyneuropathy, POTS, Respiratory Conditions, Thyroid Malfunction.  (Please note, this list is not definitive and exclusive; there are numerous health conditions that are long term and a complication is that some can be experienced in combination.  The list is based on conditions that have come to the group’s notice since its formation. We anticipate that it will grow!)

The latter part of this month’s newsletter contains a good deal of information regarding the operation of the group.  Please make the time to read thoroughly.  If anything is not clear to you, please get in touch with us by email and we shall try to clarify.

                        MEETINGS OF THE GROUP:

Face-to-Face Meeting Mon 2 March
Attendance:  Chris, David, Ellie, Julie, Sheila.
Apologies:  Elaine, Jane, Jean.
In light of the low attendance (for a number of reasons, but health issues high on the list unfortunately, though highly predictably), this month’s meeting edged more than usual towards the social chit chat.  However, there were a number of more formal and focussed issues/situations, resulting in the following being noted…
· One relatively recent attendee was given a little advice on accessing and navigating our website.
· Fibromyalgia suspected in hearing loss.
· ME affecting eyesight, specifically in the case of double vision being the result of fatigue in the muscles which control the eye.  As a follow-up from the previous month’s meeting, there was further chat about eye sensitivity, more specifically problems caused by bright sunshine and the need to wear sunglasses, in some circumstances pretty much permanently.  Developing cataracts are frequently cited as a cause of this problem.
· Instances, all too common, of GPs seeming to lack appropriate compassion / interest / curiosity during appointments.
· Driving licence status being affected by the restrictions caused by certain LTCs.  FND specifically was cited.
· There was other chat referring to conditions that would not be generally thought of as LTCS
· The situation experienced by some with ME/CFS that they rarely pick up infections, bacterial or viral (a good many, of course, experience quite the opposite).  Having an immune system that never shut down following the acute viral infection that triggered the condition (Long Covid being an example?) maybe creates a permanent “flight or fight” situation?
· The February newsletter was read out and some items discussed.  This was done particularly in light of it only being sent out the previous day, so most of those present hadn’t had a chance to read it.
 
“Teams” Meeting Wed 18 March
Unfortunately, this had to be cancelled last minute after “technical issues” blamed on a new computer wouldn’t let us in.  Full marks for Jacqui for persevering, but “the computer said no!”  We hope we shall not have the same problem with The April “Teams.”	Comment by User: Puer said no!2	Comment by User: 	Comment by User: 

FUTURE MEETINGS
*PLEASE NOTE THESE INVOLVE A CHANGE FROM PREVIOUS PROCEDURE*
Following suggestions/requests from a number of attendees, most (all?) face-to-face sessions in Beverley library will begin with a formal (through the chair) discussion, starting with discussion of a specific topic or focus.  It is anticipated that this will continue until approx., 3.15 – 3.30pm, following the usual 2.30pm start.  The latter part of the meeting can then simply default into the usual informal chat, possibly in smaller groups if attendance is high.  The reasoning behind this is that it will aid individuals who have previously experienced limited chance to speak, through reticence or requiring more time to consider their responses.  Exactly how this works will be explained by whoever takes the chair at the time.  After a couple of sessions, it should have become established in people’s minds and will just need reinforcing when newcomers arrive for meetings.  Like all things new, it may well feel a bit awkward at first, but we feel confident that if we persevere, it will improve the situation.  If anyone would like, at any time, to suggest a topic or focus, we would be very pleased and grateful.  After all, the group and its meetings are there for you.
Teams meetings will continue as previously, usually hosted by Jacqui.

THE STRUCTURE OF OUR GROUP AND GROUP MEMBERSHIP
*PLEASE NOTE, THIS ALSO INCLUDES CHANGES TO PROCEDURE*
Our group is made up of “Contacts” and “Members.”
A “Contact” is anyone who has had any contact with the group, ie. an initial enquiry, an exchange of emails, a visit to our website or Facebook page, attended a meeting.  Note particularly that you don’t have to be a member to attend our meetings.  They are open to all.
A “Member” is someone who sufficiently values the group and what it is trying to achieve that they are willing to make a small monetary contribution towards its expenses.  It also allows them to be involved in the direction the group is taking, any new initiatives, etc.  Membership gives you a sense of ownership and allows you to vote on matters that are relevant at the time.
A small perk for Members is a free Christmas drink in December, at a local pub.  This will replace the usual Beverley library meeting, providing an opportunity to just meet socially.  It is hoped that most members will be available.  The date will not necessarily be on the first Monday of the month, but good notice will be given.
Following considerable discussion, the Directors have decided that, to become a member, a short “introduction” period of attending meetings (either face-to-face or Teams) should occur and, if found to be compliant with the group expectations, the individual concerned will be invited to become a member, should they be willing to pay the modest membership fee.
People who are already members will not be required to go through the “introduction” procedure.  Consider yourselves to be “compliant” until we tell you otherwise!

Paying for Membership
Membership payment works on the basis of the Tax Year.  The amount has stood at £10 per annum since the group started.  This comes nowhere near to covering our expenses, and it has been decided to raise the fee to £15.  This is still a long way from covering expenses, but it will help out, pending our finding a future significant donation and/or means of generating income – not easy given the current financial situation.  All current members who wish to continue with their membership, your £15 becomes due in April.
In practice, anyone who becomes a member through the invitation system will be expected to pay the full £15 if that new membership occurs in the first half of the year (April – September).  If they become a member during the second half of the year (October – March), the fee will be £8, but such people who wish to continue as members will need to pay the full £15 the following April.

Our preferred method of payment is for you to pay by direct transfer into our account.  However, we have recently changed our bank account and are experiencing issues with how it is operated.  So, for now, all established Members, don’t rush to pay your membership. We shall give details of the new account in the April newsletter, if not before in a specific email sent to you all.  If you have details of the old account, make sure you delete/get rid of them so there is no chance of trying to transfer money into an account that no longer exists.
Alternatively, a very acceptable way for you to pay is by cash at a Beverley meeting.  You could do that, if you like, but there is no rush!
Whichever way you pay, you will receive a receipt by email.

It is worth emphasising that membership subscriptions are our only regular source of income.  If anyone comes up with good ideas for raising money for funds or has had past experience of such, it would be good to hear from you.

[bookmark: _GoBack]Next Meetings:  Beverley face-to-face, Mon 13 April.
                             Teams, Wed 16 April

Now spring has definitely sprung, let’s hope it might put a bit more spring into some of our steps.  If improved weather allows you to get out of doors more than this horrible wet winter has, then it can only do you good.  Getting outside is a well proven therapy, if it’s possible for you to do.  Do what you can without “doing too much” and good luck in finding that “happy medium.”  If in doubt, do a bit less and try to put the frustration caused by that situation to one side.

Our very best wishes to you all.   

Chris    Julie    David


      

