[image: image1.wmf]
Hi everyone,

I hope you are all well and looking forward to summer? Let’s hope the weather improves!

This edition has lots of information about what’s happening in the world of CMV. I would love to include more family articles, so please let me have your stories!

Please accept my apologies if you receive your newsletter by post and had to pay excess postage charge last time. I was given a batch of envelopes (beggars can’t be choosers!) which looked the same size as half A4 – unfortunately they were slightly bigger, so the postage wasn’t right. I will post again those few that were returned this time with the correct postage. I am very sorry about this and hope too many of weren’t put out by it – I know some of the envelopes were the right size, so hopefully most of you didn’t have to pay.

There are quite a few research projects and surveys etc currently taking place to do with a variety of things related to CMV.  If you have done already, or are going to take part in any project or research opportunity related to CMV – please let me know – it would be great to have a write up about them from a participant’s point of view.

I hope you all have a great summer and for those of you going away remember to make sure you have all your medications, hearing aid or CI batteries and spare leads etc. There’s nothing worse than arriving at your destination then you can’t enjoy your holiday because of forgotten equipment!

Not many illustrations this time – I wanted to get this out to you before the holidays.
Have a great one!
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Some very interesting and promising results from the vaccine trial held in America:



Vaccine Prevention of Maternal Cytomegalovirus Infection (March 19th 2009)
Robert F. Pass, M.D., Changpin Zhang, M.D., Ashley Evans, M.D., Tina Simpson, M.D., William Andrews, M.D., Meei-Li Huang, Ph.D., Lawrence Corey, M.D., Janie Hill, R.N., Elizabeth Davis, R.N., M.P.H., Cynthia Flanigan, B.S., and Gretchen Cloud, M.S
ABSTRACT 

Background Congenital infection with cytomegalovirus (CMV) is an important cause of hearing, cognitive, and motor impairments in newborns. 
Methods In this phase 2, placebo-controlled, randomized, double-blind trial, we evaluated a vaccine consisting of recombinant CMV envelope glycoprotein B with MF59 adjuvant, as compared with placebo. Three doses of the CMV vaccine or placebo were given at 0, 1, and 6 months to CMV-seronegative women within 1 year after they had given birth. We tested for CMV infection in the women in quarterly tests during a 42-month period, using an assay for IgG antibodies against CMV proteins other than glycoprotein B. Infection was confirmed by virus culture or immunoblotting. The primary end point was the time until the detection of CMV infection. 
Results We randomly assigned 234 subjects to receive the CMV vaccine and 230 subjects to receive placebo. A scheduled interim analysis led to a stopping recommendation because of vaccine efficacy. After a minimum of 1 year of follow-up, there were 49 confirmed infections, 18 in the vaccine group and 31 in the placebo group. Kaplan–Meier analysis showed that the vaccine group was more likely to remain uninfected during a 42-month period than the placebo group (P=0.02). Vaccine efficacy was 50% (95% confidence interval, 7 to 73) on the basis of infection rates per 100 person-years. One congenital infection among infants of the subjects occurred in the vaccine group, and three infections occurred in the placebo group. There were more local reactions (pain, erythema, induration, and warmth) and systemic reactions (chills, arthralgias, and myalgias) in the vaccine group than in the placebo group. 
Conclusions CMV glycoprotein B vaccine has the potential to decrease incident cases of maternal and congenital CMV infection. (ClinicalTrials.gov number, NCT00125502 [ClinicalTrials.gov] .) 

Source Information 
From the Departments of Pediatrics (R.F.P., C.Z., T.S., J.H.), Obstetrics and Gynecology (W.A.), and Medicine (C.F., G.C.), University of Alabama at Birmingham, Birmingham; the Department of Pediatrics, University of Alabama College of Community Health Sciences, Tuscaloosa (A.E., E.D.); and the Departments of Laboratory Medicine (M.-L.H., L.C.) and Medicine (L.C.), University of Washington; and the Fred Hutchinson Cancer Research Center (M.-L.H., L.C.) — both in Seattle. 
Taken from The New England Journal of Medicine, http://content.nejm.org/cgi/content/short/360/12/1191?query=TOC
CMV and its side effects seem to be cropping up all over the place! Whilst our children are already affected and the damage can’t be undone, it is good to see that finally other people are taking notice of CMV. It doesn’t matter who’s researching it and for what reason – the more people look into it, the more people will hear about and Awareness will be spread!  

The following two articles describe research into two things that (as far as I know) have rarely been linked to CMV before. I don’t think either is anything for us to worry about – but they do provide food for thought!
Virus Spurred High Blood Pressure — In Mice 


By LAURAN NEERGAARD WASHINGTON -Provocative new research suggests that a common virus might play a role in high blood pressure.

The work, by Harvard scientists, so far is only in mice — and the usually symptomless infection is so widespread that proving an effect in people will be tough.

Still, it's the latest clue that infections may somehow affect a number of the factors that lead to heart disease, from stiffening arteries to obesity.

"There's likely to be considerable scepticism about this in the medical profession," acknowledged lead researcher Dr. Clyde Crumpacker, an infectious disease specialist at Beth Israel Deaconess Medical Centre in Boston. But, "what we would postulate is yes, there can be persistent infection of blood vessels that could be leading to high blood pressure."

At issue is cytomegalovirus, or CMV. More than half of U.S. adults are infected by age 40, according to the Centers for Disease Control and Prevention. It's a lifelong infection but the vast majority will never even know they have it.

Yet CMV causes serious problems for select groups: Women infected during pregnancy sometimes pass the virus to their foetuses, and 8,000 infants a year suffer disabilities including mental impairments and hearing or vision loss as a result. Riskier in people with weak immune systems, CMV also causes a type of blindness in AIDS patients and has been linked to problems in heart transplant recipients.

For the new study, Crumpacker teamed with cardiologists who could do a neat trick: thread tiny tubes directly into a vital neck artery of mice, to measure exactly what happened to their blood pressure.

Crumpacker started with healthy mice, fed some a normal rodent diet and others a high-cholesterol diet for a month. Then he injected CMV into the abdominal cavities of half of each group. A few weeks later, blood pressure had jumped among all the CMV-infected mice, but not among their uninfected counterparts, Crumpacker reported Thursday.

Blood pressure jumped the most in mice given a high-cholesterol diet — and a few even were developing artery plaques, he wrote in the journal PLoS Pathogens, a publication of the Public Library of Science.

Peering into the rodents' carotid arteries, the researchers found the CMV was infecting the blood vessels' lining. Heart disease is linked with a low-level artery inflammation, and three different inflammatory molecules were found in the infected mice.

Delving deeper, Crumpacker then infected both mouse and human cells in lab dishes and found that CMV spurred increased production of an enzyme called renin, known to activate a molecular pathway that can lead to high blood pressure.

Nearly one in three adult Americans, or 72 million people, and almost 1 billion people worldwide have high blood pressure. It's a leading cause of heart disease and strokes. Poor diet and lack of exercise are key risk factors, but doctors don't understand all of the underlying triggers of hypertension — including why some couch potatoes never get it and some thin, fit people do.

"It's an intriguing report" that calls for more research into the possible effect, said Dr. Cheryl L. 

McDonald of the National Heart, Lung and Blood Institute, which funded the work.

But she cautioned that any human testing would be years away.

Because of the inflammation connection, researchers have long hunted bacteria or viruses in heart disease. A type of adenovirus, a member of the cold virus family, has been linked to obesity, and a different respiratory germ has been linked to clogged arteries. But giving heart patients an antibiotic failed to prevent heart attacks, and many cardiologists have been sceptical of the infection theory ever since.

"We're not convinced that it's an issue," said American Heart Association spokesman Dr. Dan Jones of the University of Mississippi. He called the new study "an incremental step and not a big one."

Published in the May 15, 2009 issue of PLoS Pathogen http://www.plospathogens.org/article/info:doi/10.1371/journal.ppat.1000427 

(If you google CMV & Blood Pressure there are a variety of write ups on this research)
Does Herpes Cause a Form of Sen. Edward Kennedy's Brain Cancer?

New evidence points to a link between the herpesvirus and the deadly cancer glioblastoma  By Melinda Wenner    

More and more in recent years, cancer biologists are pointing their fingers at viruses. Human papillomavirus, they found, causes cervical cancer; hepatitis B induces liver cancer; and Epstein-Barr virus has been implicated in lymphoma. Most recently, scientists discovered that malignant brain tumours called glioblastoma multiforme, the late-stage version of the cancer that has afflicted Senator Edward Kennedy of Massachusetts, are almost always teeming with cytomegalovirus (CMV), a common, typically harmless herpesvirus. Although the nature of the association is still a mystery, researchers are already taking advantage of the link to find new cancer treatments.

The saga began in the late 1990s, when Charles Cobbs, a neurosurgeon then at the University of California, San Francisco, started pondering the link between inflammation and brain cancer. Malignant tumours are often associated with abnormal immune activity, and he wanted to know why. “Is it just something that happens out of the blue, or is it possible that there’s something maybe driving that inflammatory cascade?” he recalls wondering.

Because they elicit immune responses, infections immediately sprang to mind as possible candidates. Cobbs and his colleagues analyzed glioblastoma samples from 22 patients and found that all harboured CMV. Four out of five people have this virus, which remains in the body for life. Usually a person’s immune system keeps CMV in a latent state in which it does not replicate, but Cobbs found the virus actively reproducing in these tumour cells—and not in healthy cells nearby. “It was stunningly obvious that these tumours were infected,” says Cobbs, whose findings, published in Cancer Research in 2002, were confirmed in 2007 by Duke University neuro-oncologist Duane Mitchell.

What was not obvious was why, exactly, the infection was there. Did CMV cause the cancer, or did it simply proliferate in tumour cells? “It’s a chicken-and-egg question: What came first, the virus or the tumour?” Mitchell points out. Glioblastoma patients have compromised immune systems, which might enable a latent CMV infection to reactivate, Mitchell says. And CMV might be frequently found in brain tumour cells because these cells are easy to infiltrate. A 2008 study Cobbs published in Nature revealed that a cell-surface receptor responsible for letting CMV inside is more frequently found on brain tumour cells than other cell types.

Cobbs, now at San Francisco’s California Pacific Medical Centre Research Institute, believes that CMV plays a more active role in generating tumours. He points to a study published in May in Science showing that CMV makes proteins that “turn off” human genes important for preventing unwanted cell growth, a prerequisite to tumour development. It is as if CMV is “clipping the brake line,” remarks study co-author Robert Kalejta, a molecular virologist at the University of Wisconsin–Madison. Other studies have shown that CMV can interrupt a cell’s ability to commit suicide when the cell growth has gone awry. Still, no one has shown that CMV can turn healthy cells into cancer cells, Kalejta notes. So although the virus has some of the tools necessary to cause cancer, there is no proof that it does.

The good news is that when it comes to formulating cancer treatments, understanding the details of CMV’s link to brain cancer is less important than the link itself. “For our purposes, it doesn’t really matter,” says Mitchell, whose lab focuses on new cancer treatments. “We see the presence of the virus as a unique opportunity to go after it as a target in tumour cells.” His lab has “trained” immune system cells to recognize CMV proteins and has used those cells to identify and kill CMV-infected tumour cells.

Mitchell and his colleagues are currently testing their vaccine—and a second version using a different immune cell—in clinical trials, and although they have not yet published their results, he says that outcomes look promising. Cobbs, for one, is hopeful. “I’m holding my breath,” he remarks. “It looks like this may be a radi​cally new way to consider treating these tumours.”

January 2009 Scientific American Magazine  http://www.scientificamerican.com/article.cfm?id=virus-in-the-brain 

OUT AND ABOUT IN THE SUMMER

May be it’s a treat, or maybe it’s a response to that familiar expression “I’m bored!”  Sound familiar?  That expression does tend to pop up in the holidays doesn’t it?

Holidays can be an expensive time, but with a little forward planning there are ways to cut costs and make visits and summer activities a little easier on your purse or wallet!

Cinema

Did you know most cinemas now show at least one subtitled film a week?  For weekly listings of all subtitled films go to:

http://www.yourlocalcinema.com/now.showing.html . 

Or to get the film listings sent direct to your inbox every Thursday sign up at:

subtitles@yourlocalcinema.com .  

Did you also know that if a person receives DLA then they can get a “CEA Card” so that a carer gets in free? This costs £5.00 a year (which will pay for itself on your first visit). You will need a photo of your child and an application form which can be obtained from participating cinemas or downloaded from:

http://www.ceacard.co.uk/
Theatre

Many theatres now have signed interpreted performances – sign up with your local theatres for regular info. Usually the carer gets in free for these performances.

If you prefer captions to signing then Stage text is for you.  This is a national charity which provides captions to many live theatre shows throughout the country. To sign up or for more info visit their website:

http://www.stagetext.org/. 

Days Out UK

Visit this website for ideas of where to go and to download vouchers for money off.  Some vouchers can be downloaded from the site, or if you pay a fee of £10.00 a year you can download as many as you want – thousands of ideas of places to go – easy to use, just put the postcode in where you are and type in an area you are visiting. 

www.daysout.co.uk 

Theme Parks, Sea Life Centres, Places of Interest, etc

Most places have a “carers go free” policy. Wherever you go it is worth taking proof of your child’s disability with you, e.g. your DLA letter and make a point of asking what concessions there are before you pay the admission charge. (Many places don’t advertise this very well, so it is always worth asking!).  Some theme parks such as Alton Towers also have a “back door” policy – so that disabled people do not need to queue up for rides, etc. As they are not allowed to discriminate between disabilities this means that anyone receiving DLA will be eligible – ask at Customer Services for more details.

There really are loads of places of interest to visit  -  what about this for something a little different:

SS Great Britain  -  Bristol

A great day out for all the family – lots to do and see, lots of buttons to press and if you use sign, there are small hand held touch screens where all spoken parts of the ship’s tour are signed. Carer gets in free and tickets are valid for a year so the whole family can visit again and again for free if you want to!  For more info go to:

http://www.ssgreatbritain.org 

Getting there – Rail Cards

If you book in advance and use a rail card it can be quick, and cheap and easy getting to places by train. There are a variety of different rail cards:

Disabled Persons Railcard - £18.00 for one year or £48.00 for 3 years. The Disabled Person’s Railcard saves 1/3 off standard and first class tickets and is available to disabled adults and children for rail travel. It also allows one accompanying adult to travel at the same discount.

Family & Friends Railcard - £26.00 a year Save 1/3 on most adult fares and 60% on child fares with a Family & Friends Railcard. Up to 4 adults and 4 kids.
For more info go to: 

http://www.nationalrail.co.uk/times fares/railcards.html 

or ask at your local station.

Disabled Freedom Pass

The child must live in London to be eligible for this.  Most London Boroughs will provide a Disabled Freedom Pass for a child over the age of 5 with a disability (deafness or lack of speech count).  Between 9.30 a.m. and 11 p.m. this Pass gives your child free travel on the whole tube network and a few rail routes outside this area as well as.  It covers travel on London buses and most local buses in the rest of England.  Contact your local borough council for details of “accessibility travel”.

Local Council Schemes

Check your local council website, or with your local council. Ask about disabled bus passes – holder goes free on local buses. If your child doesn’t qualify for a disabled bus pass, there are often local schemes where students get cheap bus travel etc – in Derby we have a bi-line card – this counts for cheap train and bus travel, but also concessions at the local cinema, theatre, sports etc.

Eating Out

It’s great to eat out in the school holidays, but it can get expensive!  To help with the costs register at:

www.VoucherCodes.co.uk

This is a great site with an extensive list of downloadable vouchers.  You can register on the site which means they will email you each week with a list of their best deals.  Offers vary from week to week, but there’s usually “two for one” at restaurants like Pizza Express, Gourmet Burger and Café Rouge.  There are all sorts of other vouchers as well, eg Marks & Spencer, Tesco, Comet, Mothercare, Boots, etc, etc.  

Whatever you decide to do this summer we hope you all have a great time, and if the holiday period spells a change of address or telephone number do please let me know!  

Awareness and Fundraising for CMV

Between Thursday 30th July and Sunday 02nd August, Marlon Hodges – dad to Zach (5) who was born with CMV, Victor Schooling, Marc Harris and Chris Tennant will be attempting to visit all 92 grounds in the football league plus Wembley Stadium and the Millennium Stadium, Cardiff for charity. All in 96 hours or less! The full list of grounds is below. They are doing this to raise Awareness of CMV and to raise funds for the group.  If you live near a football ground they would love to see you! 

Maybe you could arrange to meet them and organise your local paper to come along too? For more details, to offer support and encouragement to arrange to meet them, or to sponsor them, phone Louise on 01252 547427 or email Marlon at cmvevents@live.co.uk . You can also get more details, see photos etc on facebook – go to 92 League  Football CMV Charity Challenge http://www.facebook.com/group.php?gid=101166266789 
They will be visiting in order:

1 - Aldershot Town 
2 - Brighton & Hove Albion 
3 - Portsmouth 
4 - Southampton 
5 - Bournemouth 
6 - Yeovil Town 
7 - Exeter City 
8 - Torquay United 
9 - Plymouth Argyle 
10 - Bristol City 
11 - Bristol Rovers 
12 - Cardiff City 
13 - The Millennium Stadium 
14 - Swansea City 
15 - Hereford United 
16 - Cheltenham Town 
17 - Swindon Town 
18 - Reading 
19 - Wycombe Wanderers 
20 - Watford 
21 - Milton Keynes Dons 
22 - Northampton Town 
23 - Coventry City 
24 - Birmingham City 
25 - Aston Villa 
26 - West Bromich Albion 
27 - Walsall 
28 - Wolverhampton Wanderers 
29 - Shrewsbury Town 
30 - Stoke City 
31 - Port Vale 
32 - Crewe Alexandra 
33 - Macclesfield Town 
34 - Tranmere Rovers 
35 - Liverpool 
36 - Everton 
37 - Stockport County 
38 - Manchester United 
39 - Manchester City 
40 - Oldham Athletic 
41 - Wigan Athletic 
42 - Bolton Wanderers 
43 - Bury 
44 - Rochdale 
45 - Blackburn Rovers 
46 - Accrington Stanley 
47 - Burnley 
48 - Preston North End 
49 - Blackpool 
50 - Morecambe 
51 - Carlisle United 
52 - Newcastle United 
53 - Sunderland 
54 - Hartlepool United 
55 - Middlesborough 
56 - Darlington 
57 - Leeds United 
58 - Bradford City 
59 - Huddersfield Town 
60 - Barnsley 
61 - Hull City 
62 - Grimsby Town 
63 - Scunthorpe United 
64 - Doncaster Rovers 
65 - Rotherham United 
66 - Sheffield Wednesday 
67 - Sheffield United 
68 - Chesterfield 
69 - Lincoln City 
70 - Nottingham Forest 
71 - Notts County 
72 - Derby County 
73 - Burton Albion 
74 - Leicester City 
75 - Peterborough United 
76 - Norwich City 
77 - Ipswich Town 
78 - Colchester United 
79 - Southend United 
80 - Gillingham 
81 - Dagenham & Redbridge 
82 - Leyton Orient 
83 - West Ham United 
84 - Charlton Athletic 
85 - Crystal Palace 
86 - Millwall 
87 - Chelsea 
88 - Fulham 
89 - Brentford 
90 - Queens Park Rangers 
91 - Arsenal 
92 - Tottenham Hotspur 
93 - Barnet 
94 - Wembley Stadium

If any of you are interested in facebook there are lots of CMV groups on there – some are professional led, but many others are full of parents of CMV children from all over the world. Just type CMV or congenital CMV into the Facebook search engine – there are at least three mum’s groups – worldwide, and UK – I find them to be a wealth of information and also a good place to ask questions or let off steam. It’s also great to put faces to names of people I have known a long time, but never met!

Please let me know if you come across anything interesting – websites, help groups, equipment, magazine or newspaper articles etc.

The whole idea of the group is to share things and help each other!

I will be contacting those of you who have said they are willing to help the group become an established charity.  Hopefully there will be a meeting for people interested which will be held in Nottingham or Derby towards the end of October this year. Fundraising is going well, so we now really do need to get this organised, apply for grants and start spreading the word!

Have a great summer, have fun and stay safe!

Best wishes

Carmen x x
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