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INTRODUCTION
Neil Riley (Chairman of the ME 
Association) comments:  

“When you 
are ill with 
a chronic 
condition like 
PVFS, ME/CFS 
or Long Covid, 
there are 
many things 
you want to 
know. What 
treatments 

work, where can I find a doctor 
who understands me, where 
can I get reliable information to 
complete my benefits claim? 

“It can be even more important 
to make contact with another 
person, someone who understands 
how these medical conditions 
affect everyday life and the many 
challenges they bring. Someone 
who will listen without judgment.

“The purpose of ME Connect is 
simple. It is here to support people 
affected by PVFS, ME/CFS, and 
Long Covid to help them make 
informed choices. It is here to 
listen, to validate, and empathise 
with any issues they might be 
facing. 

“Every year, ME Connect does this 
for thousands of people. Of all the 
services the charity provides, it is 
ME Connect of which I am most 
proud. It is what I feel a charity 
should be all about; giving help 
to those who need it at a difficult 
time in their lives.

“Staff and volunteers provide this 
service every day. Why? Because 
they want to help. They want to 
give something back to people 
who are in a worse situation than 
they are. They want to make a 
contribution, and it can be a very 
rewarding experience.”

THE TELEPHONE 
HELPLINE
Hilary Briars (Manager of ME 
Connect) comments:    

“I am very proud of the fact that 
the helpline takes thousands of 
calls each year and I’m equally 
proud of the volunteers who 
respond to these calls.

“We are all really pleased to be 
able to help so many people with 
PVFS, ME/CFS, and Long Covid 
and those who care for them.

CONTACT ME 
CONNECT BY PHONE, 

EMAIL OR SOCIAL 
MEDIA PRIVATE 

MESSAGE

0344 576 5326 
10am-12 noon 

2pm-4pm, 7pm-9pm  
every day of the year

meconnect@ 
meassociation.org.uk

facebook.com/
meassociation

“With expert information to hand, 
a good understanding of the 
impact these conditions can have, 
and by being available every day 
of the year, we provide a unique 
and tailored service that really 
helps.”

twitter.com/MEAssociation

instagram.com/
meassociation

“Thank you, you have been an 
absolute angel.”

http://meconnect@ meassociation.org.uk
http://meconnect@ meassociation.org.uk
http://facebook.com/meassociation
http://facebook.com/meassociation
http://twitter.com/MEAssociation
http://instagram.com/meassociation
http://instagram.com/meassociation
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Sue Mayes (Senior Volunteer) 
comments:   

“We might hear from people 
who want general information, 
or who are anxious about their 
symptoms. They might already 
have a diagnosis and want more 
information about their illness. 

“Callers may be in a muddle with 
claiming benefits or they may be 
worrying about their child and 
the effect on schooling. They 
may just need someone they can 
talk to, who can listen and who 
understands.

We sometimes find that an 
empathetic understanding after 
months of consternation can bring 
tears of gratitude. Often a call will 
end with a gentle joke and some 
laughter, something that can be 
missing from their lives.” 

EMAIL AND SOCIAL 
MEDIA MESSAGES
Russell Fleming (Communications 
Manager) comments:

“ME Connect is about delivering 
an accessible, professional, and 
personalised service to people 
in need. I think we do this very 
well. Indeed, throughout the 
pandemic and in 2022/23 we 
have seen much growth in the 
number of people seeking support 
and information. This has led to 
the charity investing additional 
resource in the service. 

Email and social media private 
messaging provide a different but 
similar service to the helpline. We 
want to offer ME Connect to as 

“Thank you so much for giving 
up your time to work on this 
Helpline. It is just so nice to 
speak to someone who really 

understands what I am  
going through.”

many as we can and people have 
responded positively. We now 
receive almost as many emails 
and messages as the helpline 
receives phone calls. And, like the 
helpline, all replies are tailored to 
the individual, are confidential, 
and we all receive the same level 
of training. 

It is a great honour to help people 
who are often in desperate 
situations and from the responses 
we receive, I know the service is 
appreciated. We’re here for you!”

We are proud 
members of The 
Helplines Partnership

The Partnership is 
committed to 

supporting organisations that 
provide non-face-to-face advice, 
support and information to 
improve general wellbeing and 
has being doing so for over 20 
years. They champion the interests 
of their members and help them 
to build sustainability and deliver 
the best service they can for their 
users.

MEA MEMBERSHIP
For a very reasonable subscription, 
you can help us to support even 
more people with PVFS, ME/CFS, and 
Long Covid. 

Become a member and we will 
keep you updated with the latest 
news, research, and stories in the 
excellent and exclusive ME Essential 
magazine.

Your subscription can help us to 
make the UK a better place for 
people with these devastating 
conditions.

We put the interest of members 
at the heart of everything we do: 
changing attitudes and improving 
lives!

n £18.00 (UK residents and BFPO) 
n £24.00 (Mainland Europe including 
Republic of Ireland) 
n £30.00 (Rest of the World)

Every full member can vote at the 
Annual and Extraordinary General 
Meetings. 

To become a member please visit:  
https://meassociation.org.uk/
about-the-mea/membership

ME Essential

ISSUE 162  n  SUMMER 2022

NEWS 
Sajid Javid promises radical action for those 
debiitated with ME/CFS. MEA grants additional £175K 
to Uk ME/CFS Biobank. Launch of new MEA online 
resource. DeCodeME test phase is launched.

ME AWARENESS WEEK 2022  
Anna Redshaw’s Blue Sunday Tea Party smashes the 
records, and Sarah Elsby achieves 1,000 burpees in 
just three hours.

MENTAL HEALTH  
Mental health and disability. The long-term effects of 
bullying. Trauma, grief and understanding.

FUNDRAISING  
Garden in Gorseinon to raise money for the MEA. 
Gordon Jackson completes his 500-mile Scottish walk.

ME Essential

ISSUE 163  n  AUTUMN 2022

THE GOOD, THE BAD AND THE UGLY 
NHS patient on additional measures to help people with 
ME/CF. Disabled junior doctor with ME/CFS speaks out 
about the state of the NHS. Mother and daughter go public 

following hospital failure to provide adequate pain relief.

SUNSET IN THEIR SIGHTS  
260-mile cycling challenge and other fundraising stories.

COLD HANDS AND FEET  
Dr Charles Shepherd talks about Raynaud’s Syndrome in 
this issue’s management file.

SEVERE AND VERY SEVERE ME  
A look back at Severe ME Week 2022 - eight-page pull-out 
section including news and reader stories.

NEWS AND RESEARCH  
The latest ME/CFS and long Covid news and research.

ME Essential
ISSUE 164  n  WINTER 2022

WE SEND VITAL 
INFORMATION TO 
ALL GP SURGERIES 
IN THE UK! See page 6.

WE HAVE A 
SEASONAL CAMPAIGN LIKE NO OTHER! See page 8.

ME/CFS AND PVFS: YOUR QUESTIONS ANSWERED  
Dr Charles Shepherd’s Management File.

MEN’S HEALTH  
A look at ME/CFS from the male point of view.

POWERED WHEELCHAIRS  
How to choose the right one for you.

FREE MEA BOOKLET ON CARE AND  
SUPPORT PLANS See page 36.

New Online CPD Training Course for 

Health Professionals about ME/CFS

BRAND NEW CPD 

RESOURCE

Myalgic Encephalomyelitis 

Chronic Fatigue Syndrome

The CMRC 1 Medical Education 

Group which is led by Dr Nina 

Muirhead 2 (an NHS surgeon with 

M.E.) has launched in partnership 

with Study PRN an accredited 

training module for health 

professionals about ME/CFS.

The online course has been produced by medical 

experts in ME, physiotherapists with a keen interest 

in the condition (Physios 4 ME), the ME Association 

and other charity representatives, and the CMRC 

Patient Advisory Group.

The online course is in the form of a number of 

case studies. It can be taken by anyone with an 

interest in ME/CFS, will count towards continuing 

professional development (CPD) and result in a 

certifica
te.

The case studies aim to typify the kind of patients 

who may or may not display symptoms of the 

illness. Participants will be asked to decide what 

those symptoms might be indicating, what 

diagnosis is appropriate and what management 

advice and/or medications to consider.

If participants select incorrect answers, then the 

module will explain why those answers are wrong 

and suggest what things they might have missed 

as well as indicating the correct answer.

The hope is that health professionals come away 

from the course with more knowledge about 

ME/CFS, and that we can help improve medical 

education and awareness.

TAKE THE COURSE

Take the new online training course 

 about ME/CFS from StudyPRN:

www.studyprn.com/p/ 

chronic-fatigue-syndrome

We are especially interested in  

hearing from GPs. 

This free resource, composed of 10 clinical 

cases, will assess your knowledge of ME/CFS. 

You’ll receive one hour of CPD on successful 

completion of the resource.

Please complete the questionnaire about  

the StudyPRN ME/CFS training module. It will 

help us to understand what you feel about 

the course and determine any areas of 

improvement.: https://tinyurl.com/y6utwe5c 

1  The CFS/ME Research Collaborative chaired by Professors Stephen 

Holgate and Chris Ponting. 

For more information visit: 

www.meassociation.org.uk/research/cfsme-research-collaborative/

2  Dr Nina Muirhead (BA (Oxon) BMBCh (Oxon) MRCS DOHNS 

MEd PGDipDerm). Dr Muirhead is also associated with or 

alumni of: Oxford University, Open University, Cardiff University, 

Buckinghamshire Healthcare NHS Trust, the Royal College of 

Surgeons, and the Royal College of Physicians.

Pictured above left: Dr Nina Muirhead
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MIMS Learning:  
The 2021 NICE Guideline ME/CFS

BRAND NEW CPD RESOURCEMyalgic Encephalomyelitis 
Chronic Fatigue Syndrome

MIMS Learning, which produces high-quality CPD 

(continuing professional development) resources 

for Healthcare Professionals in primary care has 

now published a one-hour learning module on the 

new NICE clinical guideline for ME/CFS. 

It covers all the key points in the new 

guideline regarding Symptoms, Diagnosis and 

Management, and opens by stating that ME/CFS:

“…is a complex, chronic, multi-system medical 

condition for which the pathophysiology is 

still being investigated and that symptoms 

can fluctuate. And that patients may have 

experienced prejudice, disbelief and stigma.” 

And that health professionals should take into 

account the effect that this may have had on:

“…their ability to trust health and social care 

services; this has also been reported by 

healthcare professionals who have suffered with 

CFS as part of long COVID.”The module also emphasises the importance 

of recognising post-exertional malaise and the 

removal of graded exercise therapy.

The module recommends that GPs:
n Search your computer system for all your 

patients with a coded diagnosis of CFS or ME. 

n Are they all under the care of a specialist clinic? 

If not, should they be referred?
n Consider running a teaching session about 

this guidance, focusing on diagnosis, primary 

care management and a review of your local 

pathways for referral.

TAKE THE COURSE
MIMS Learning is for Healthcare Professionals 

and requires a subscription to access. 

Subscriptions cost from £14.99 a month – 

annual plans are also available:
https://www.mimslearning.co.uk/ 

pages/subscriptions
“This CPD module about the new NICE Guideline is 

well worth recommending to your GP – in addition 

to the excellent Study PRN CPD module that Dr Nina 

Muirhead has already produced about ME/CFS.

“I have written in to say that it is disappointing that 

the module only uses the term CFS – reflecting the 

fact that we still have a long way to go when it 

comes to persuading the medical profession to 

abandon this name.”Dr Charles Shepherd  

Hon. Medical Adviser ME Association
For more information please visit: 

https://meassociation.org.uk/wxs6

Author: Dr Toni Hazell, GP, London, UK
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DIAGNOSIS OF ME/CFS

THE IMPORTANCE OF HAVING AN  
EARLY AND ACCURATE DIAGNOSIS

APRIL 2022DECEMBER 2021

AN ME ASSOCIATION SUMMARY OF  
THE 2021 NICE CLINICAL GUIDELINE FOR ME/CFS

ESSENTIAL INFORMATION  
FROM THE NEW NICE GUIDELINE

The ME Association is delighted that the 
guideline has been published and we fully 
support the recommendations that it contains.

LONG COVID AND ME/CFS

ARE THEY THE SAME?

MAY 2022
The magazine for Healthcare Professionals about ME/CFS/PVFS and Long Covid

ME Medical
Summer 2022

Journalist Sean O’Neill on the death of his daughter from ME/CFS

6      
NICE Issue Implementation Statement

8      

The Isle of Man’s new ME/CFS and Long Covid service

19

Rethinking ME:  APPG report on ME/CFS launched

4      

A new grant for the vital ME/CFS Biobank

15      

Diagnostic test could offer new hope for ME/CFS

22      

Ask the Doctor with Dr Charles Shepherd

16      

“I have two 

announcements to 

make to show that 

the Government 

is committed to 

better care and 

support for people 

living with ME/

CFS and their 

families.”

Sajid javid, Page 6

The NICE Guideline: Primary and secondary care 

responsibilities

10      

ME ESSENTIAL 
MAGAZINE SURVEY

We want to improve 
your magazine 

See page 72

All communications are treated in the strictest of confidence. 
Please check your phone contract for charging details if you 
intend calling the Telephone Helpline. Calls cost the same 
as other standard landline numbers (starting 01 or 02). If you 
have a call package for your landline or mobile phone, then 
calls will normally come out of your inclusive minutes. 

“It is really good that you 
offer this service, it is such a 

relief  to speak to someone who 
understands.” 

“I have worried about this 
problem for weeks but within 

five minutes you have given me 
the answer, thank you .”


