LONG TERM CONDITIONS COMMUNITY (LTCC)

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

APRIL 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!)

As I write this, Spring has well and truly arrived with as spectacular a show of tree blossom and other colours of the season as I can recall. Add in the sights of lambs in fields for those of us fortunate enough to live in relatively rural locations and it is little wonder this is the favourite season for so many people.  It seems to be making me feel just that little bit better right now and hope the same may apply to most of you reading this.  Every little helps.

Welcome Jacqui.  It is a pleasure to announce that Jacqui has agreed to be another “Director” for the group, joining Julie, David and myself.  Essentially, we are the members who “make it all happen.”  Any organisation needs organisers and that is us.  Jacqui has, for a good while, been the regular host for the “Teams” meetings and, more recently, has taken on board our Facebook involvement.


                        MEETINGS OF THE GROUP:

Face-to-Face Meeting Mon 13 March
Attendance:  Andrew, David, Elaine, Jane, Julie
Apologies: Annie, Chris, Ellie, Jean, Sheila, Steve
In light of the fairly low attendance, the  more “formal” style of meeting outlined in last month’s newsletter was not needed and the meeting went very well, with all who wished to contribute having the opportunity and time to do so.  The following were noted…
· “Highlights” from the last newsletter were read out – most notable were the membership and banking situations.  No cash membership payments were taken at the meeting, but there were offers to pay as soon as the preferred bank transfer option becomes available.
· Problems encountered in just getting a diagnosis were discussed again.
· Issues caused by not being believed, amongst friends and family as well as the medical profession.  This can impact on relationships as well as on self-confidence,
· GPs can sometimes be rude and belittling, causing stress and anxiety regarding future appointments and can lead to avoidance of medical environments. 
· Being in a horizontal position can help, even if for a short time – this applies not just for those with POTS.
· Weight problems and eating habits.  Weight gain can be caused by some medication and/or lack of appropriate exercise. Diet and appetite can be affected by food sensitivities, nausea, bloating and difficulties with digestion which may be exacerbated by carbohydrates, sugar and other things.
· [bookmark: _GoBack]A course of acupuncture has been successful for one attendee; physiotherapy was unsuccessful.
· One of our members has a “Rife machine,” built by himself; he has felt it to be of great benefit, especially with boosting his immune system.
· The DWP are found to be extremely unhelpful, always trying to catch people out being the norm.  It is so difficult to get financial assistance, PIP constantly being refused.  If you try to help yourself and get a little extra cash, eg by renting out your driveway, you have to be classed as self-employed as far as the “Tax man” is concerned.  Getting a lodger is a consideration!?
· Television?  One of those present got rid of theirs, feeling it was too draining and over-stimulating. They rely completely on radio now. It can often be difficult to concentrate on TV programmes.  By contrast, another individual relies heavily on their TV for most of the day (and night!).  They find it combats over-thinking, worry and stress.  It can also distract from constant tinnitus.  Another of those “we’re all different” examples.
· A member told of her small win when attending a gig at Bridlington Spa.  To cope with it involved MANY considerations and much planning, eg keep hydrated, don’t get hot, choose seat carefully, option to put feet up, informal setting and ear plugs.  “Loop” plugs are recommended.
· There was a reminder that all dates of meetings are on the website. 

“Teams” Meeting Wed 15 March
Attendance:  Chris, Jaqui, Sheila, Steve.
Apologies: Ellie, Jane, Julie.
It was with a sense of relief that the meeting went ahead, following last month’s cancellation due to technical problems with a new computer.  Well done, Jacqui, for solving the problem and Julie for offering her time for a “dummy run” a day or two ahead of this meeting.  It was particularly nice to see Sheila attending a “Teams” gathering for the first time, having become a regular at the library meetings over the past few months.
A number of issues relevant to those in attendance were discussed, the following points being noted…
· Pacing and how tricky it can be to do this effectively.  One attendee described how, when able to go outside and walk in the sunshine, it was difficult to stop as it was so enjoyable, with the associated payback of overexertion.
· In addition to on-going chronic illnesses, there can be other physical stressors where old injuries can resurface to add to the mix.
· Hearing/auditory issues.  We talked about how problems with hearing can add an additional strain and drain on attention/understanding and in busy environments being able to filter relevant conversations and overload is difficult.  Hearing aids were discussed, with one member finding the hearing correction a real boon whereas another finds it difficult to filter out irrelevant sounds and misses crucial word components.  Some people find noise-cancelling headphones especially helpful for clarity of sound and for blocking out unwelcome noise, using bluetooth wireless connection for convenience.
· Sunflower lanyards and cards:  following a suggestion from a member not present at this meeting, the sunflower lanyard proved invaluable on another’s recent trip when wearing one for the first time.  The lanyards indicate to others that you have a hidden, non-visible disability and may need extra support, time or understanding in public places in which most staff are trained to recognise them.



NEXT MEETINGS
Face-to-face in Beverley Library (Champney Room) Mon. 11 May, 2.30pm to 4.00pm approx.  All welcome, refreshments available.  This will be our AGM, so it will be good if as many members as possible can attend.
“Teams” online meeting, Wed.20 May. 6.30 pm start, for approx. an hour.  Anyone “new to the group” please let us know if you wish to be involved by email (heymecfsgroup@gmail.com) and you will be added to Jacqui’s list.

In line with the changes outlined in last month’s newsletter, in the near future, a number of people will be invited to become “Members” if they so wish and are prepared to pay the £15 annual membership fee.
Also with reference to last month’s newsletter, we can confirm that it is now possible to pay your annual membership fee direct into our new bank account…
Account Name:  Long Term Conditions Community
Sort Code:  40-25-59
Account Number:  50258105
Please use your name for the “reference” in the payment.
It would also be very useful to us if you could email us (heymecfsgroup@gmail.com) when you have done so.
You can, of course, pay us cash at any Beverley library meeting if you prefer.
Whatever you choose, you will receive, by email, a receipt for the payment.

As always, we hope you are finding at least snippets you read in our newsletters to be of interest and, better still, of direct use.  Also, that those of you attending meetings, recognise from the contents of the notes reporting back on those meetings, some of the things that were discussed.

Our very best wishes to you all.   

Chris    Julie    David    Jacqui


      

