Committee for Health & Children – Hearing on Lyme Disease 21st November 2013
Notes typed up Tick Talk Ireland

Introduction

In 2013, following concerns over poor diagnosis & treatment in Ireland, Lyme patients Tracy Brennan & Annette Moloney met with TD’s (Irish politicians) Derek Nolan, Emmett Stagg plus Ciara Conway & Jerry Butimer of the Oireachtas Health Committee.  The health committee were invited to place Lyme on the agenda at the Dáil (government buildings in Dublin).

Lyme is often a serious disease but can be missed during its early stages (as it may resemble flu, have a non itchy bite that victims may not even notice & not everyone experiences the tell tale bulls-eye rash).  Sadly those who do get tested may have false negative result due to poor antibody response, antigenic variation & differences in strains, therefore patients may find themselves diagnosed with another condition such as chronic fatigue syndrome. Treatment for these patients will seldom be offered & the condition may continue to decline causing loss of income & livelihood.  
November 21st 2013 therefore marked a momentous day whereby Lisa, Tracy & Annette were invited to present their concerns & personal stories to the committee.  Tracy & Annette were able to interview over 100 patients before the day & prepared slides of some of these cases –they involved reports from children suffering with Lyme which is heart wrenching to read, the health committee received copies of these presentations before the hearing took place.
Also invited was lab speclialist Armin Schwarzbach, tick researcher Dr Eoin Healy, & head of regional vet labs Mícheál Casey.  Below are some summaries of their presentations….[Please note that Tick Talk was not instrumental in pulling this hearing together, full credit goes to the patients & speakers involved!]
Armin Schwarzbach (Infectolabs/ Borreliose Centrum Germany / ILADS)
Armin says some Irish physicians & patients liaise with Infectolab in Germany.  Up to 50% of ticks can be infected in endemic areas, fewer than 50% recall a bulls-eye rash & 50% remember a tick bite, therefore misdiagnosis can occur including CFS, MS, Parkinsons, ALS & depression, autism etc.  Western Blot (2nd tier test) has a higher sensitivity/specifity than 1st test (Elisa). Antibody tests may miss as many as 60% patients – lab tests cannot exclude Lyme. 1.1 m euro has been spent in the EU in the Hilysen project to improve tests (Infectolab/BCA clinic is a part of the project) so they know that Lyme testing is a problem. Average patient sees 5 docs over 2 years before being diagnosed & then only given 3-4 weeks treatment. Post lyme disease diagnosis then given. Patient may develop psychiatric disorder.  No study shows that 30 days cures chronic lyme but several studies show that short courses fails to eradicate it. 40% can end up with long term symptoms. We need to teach students at University level about symptoms, testing problems & treatment options. Also need information campaigns for public awareness & prevention (shows copy of our book, Luna & Dips!). 
Dr Healy (Zoologist, tick researcher / retired lecturer at University of Cork)
Lyme is ancient bacteria in temperate areas.  Around since the ice age - cases in Ireland not recognised until mid 80’s. Now endemic here & not always contracted abroad. No evidence borrelia transmitted by flea/mosquito/midge. Lack of awareness among GPs/public causes lack of prevention measures. Rash seen in up to 70% cases. Nervous system is attacked as disease progresses & joint/cardiac involvement may occur. Varies from person to person.  Lyme an increasing risk in Ireland. Large hosts are needed for feeding/reproduction ie cattle, deer, sheep. Patchy existence years ago but now more common due to recreational forest parks which are ideal habitats. Deer can escape from parks & now widespread through rural Ireland. 1978-2008 red deer increased by 516%. Tick numbers in some parts are as high as continental Europe. Increased human/tick contact ie walkers, increases risk of bite. Lack of awareness causes delay in treatment, the longer the delay the worse the outcome. Late stage Lyme many not respond at all to treatment & victims continue to suffer chronic disease for rest of their lives. Need to improve treatment & early diagnosis, public awareness needed on how to reduce risk, GPs & consultants need to have knowledge on how to diagnose/test/treat.
Mícheál Casey (Head of Regional Vet Labs / author of ‘Tick-borne diseases in Irish farms’ published in the Irish Farmer’s Journal)
Ticks cause economic loss worldwide in farm animals (ie redwater/louping ill etc). Ticks need shelter from elements & moist micro climate & vegetation (on which to perch waiting for hosts to pass by).  Generally 2 peaks, Spring & Autumn, however due to wet climate ticks can sometimes be seen all year. Can identify peaks & those most at risk. Mice & ground feeding birds are important reservoirs [the larvae/nymphs target smaller mammals usually & adults target the larger animals, for feeding on & final breeding - rodents/birds can carry the lyme bacteria].  Infection can cause rash, fever & progression to central nervous system damage. Lyme is less known in animals, symptoms similar ie muscle/joint/skin/neuro. Can infect dogs, cattle, horses, but likely under detected in Ireland as reports are low among animals. Dogs are at risk. There are gaps in knowledge – need to survey tick population for exotic species & LD due to movement of animals. Some animals protected from infections from mother’s milk. If tick carries borrlia & a 2nd immune suppressing pathogen infection rate is much more increased. Co-infections can cause pathogen to multiply. Prevention methods needed & tick control in animals, info campaigns & awareness needed.
Lisa Vandegrift Davala (Lyme patient & director of an upcoming Lyme disease documentary)
Contracted the disease 23 years ago but took 20 years to get a diagnosis.  Lyme was made notifiable in 2011 [for stage 3 neuroborrelisos lab confirmed cases only]. Have been two previous Seanad debates, one in 2009 & 2012. If patient not diagnosed in Ireland they must be supported to seek treatment abroad. This is the beginning of recognition, awareness & willingness for dialogue. Mentioned www.ticktalkireland.org. Diagnosis by worldwide experts abroad are not being recognised in Ireland. Lady Mar at the PHE meeting asked ‘what is cost to tax payer of welfare benefits, social care, NHS provision & loss of income tax that precludes people from working & contributing to society?’

 MS cases have risen in Sligo considerably & high rates of these are among children. Could these be neurodegenerative Lyme disease cases? Pathologist Alan MacDonald found 7 out of 10 alzheimer’s brains from deceased patients were positive for Lyme DNA. Klinghardt found 100% of his neurodegenerative patients were positive for Lyme. Michael J Fox found his Parkinson’s was caused by Lyme Disease. A study at the Univ College Hospital Galway stated that the West of Ireland has one of the highest rates of Lyme disease in Europe.  Do we have an epidemic of neurodegenerative disease in Ireland? Our environment is the perfect habitat for ticks. Can we justify expense of needless disability? Could we test samples of MS, ALS, Parkinson’s patients to see if results show positive correlation? Irish docs need to be trained that LD is in Ireland & that Elisa is a seriously flawed test from CDC/IDSA guidelines. Ireland has no obligation to use this test. IDSA was investigated by Blumenthal. Docs must be shown test kit insert that states that lyme cannot be disproved using antibody testing. ‘I chose to seek the truth rather than be moth-balled in a wheelchair’ she states.
Annette Moloney (Lyme patient & advocate)
LD is difficult to find in blood tests, complicated to diagnose & can be misdiagnosed/under diagnosed.  It is painful & debilitating with over 100 varying symptoms. A mixture of bad flu/arthritis & severe exhaustion. Tick bite was in Limerick & within 3 weeks had active symptoms. LD was repeatedly ruled out as all tests were negative. Test in Germany confirmed Lyme + 2 co-infections. Used to run 20-25 miles per week, within 3 weeks of bite could not run at all (or since). Consultants not accepting tests from abroad so had to find money to access treatment overseas. Lives are currently at risk. Medical treatment varies among those who do manage to get treated here. Lyme is public safety issue here in Ireland. Urgent need to increase levels of awareness & prevention to improve chance of recovery. Task group should be set up inc. ID consultants, GPs, Intl Lyme experts, patient representatives & neurologists, paediatricians etc. Patients can present with multitude of symptoms & is not being socially understood. Touched on the danger of Lyme being carried in blood banks, transmitted from mother to baby & possible sexual transmission [see our letter of concern for more on this & other issues].
Tracy Brennan (Lyme patient & advocate)
Tracy talked of her struggle within weeks of given birth to her 3rd child. She was very weak, with pain in multiple parts of the body including joints & ears & was repeatedly sent to ENT. She saw 11 hospitals & clinics over a year & often felt she was about to collapse. No-one was able to find the cause for the pain until one doctor suggested Lyme disease. Tests in Ireland were negative & her ID consultant said she didn’t have Lyme & to go back to her GP. However testing abroad showing borrelia in her blood & after a 2 hour consultation in Germany she was at last diagnosed. VHI insurance would not pay for testing however after diagnosis abroad they approved IV treatment at home which she had for 16 weeks.  She compared her life back n October 2012 where she was wheelchair bound with a carer & too weak to hold her young baby & care for her children, when grandparents had to step in to help; to October 2013 where she has so much improvement & now out of a wheelchair & able to speak to us today!  She believes that her tick bite/infection was years earlier whilst on a J1 visa in the States & her immune system was probably affected by the pregnancy.  The multiple symptoms confused doctors & were unable to pinpoint her condition & Lyme was ignored due to the negative testing.
Questions from politicians on the committee: 
Billy Kelleher TD Fianna Fail – Health Spokesperson (Cork North Central)

Is confused by the diagnosis aspect, is it difficult to diagnose or just a lack of understanding on how to? (Chief medical officer will be invited to attend in the future re: educating GPs). Can have false positive tests if patient carrying antibodies after disease cured. Although it’s notifiable is it being notified ie is there a system in place to follow up? If clinicians unaware of Lyme they might not be aware of notifiable status. Why are patients needing to go to Germany when treatment not all that complicated – is it that we don’t understand the disease?  [Tick Talk note, sadly Lyme CAN be complicated to treat due to changes in form, from motile to cyst & the chance of multiple co-infections which can affect types of treatment used & lengthen recovery time needed].  

Sandra McLellan TD Sinn Fein (Cork)
If Western Blot more sensitive/specific should we just use WB in Ireland [Tick Talk note, WB is more expensive & more time consuming so they don’t like to use it as a screening tool & some say skipping Elisa can cause a false positive (although I think if the bands showing positive are lyme specific ones then false positivity is a misnomer).  [Igenex does skip straight to WB however Irish consultants won’t accept them for various reasons described in our newcomers guide!] Sandra asked Armin to expand on the psychiatric problems. Asked the panel how they propose awareness initiative should be rolled out & how it might work. Believes it is dreadful it is not listed in long term illness scheme. Asks are symptoms similar in animals & outline of awareness needed among vets. Think it’s dreadful when Lyme patients are being told that they are ‘putting it on’ (the panel received a separate submission of some adults & children’s stories). She suggests adopting some of BCA clinic’s practises & procedures in the short term.  Do patients get help from state when travelling abroad? [Tick Talk note, we know that patients have hit a brickwall obtaining funds from overseas treatment as this needs to be authorised by an Irish consultant & many won’t accept an overseas diagnosis, tests or overseas treatment methods – ie long term v short]. She asks which countries with high exposure of LD have dealt with it well & what can we learn from them?
Senator John Crown Independent (Consultant Oncologist)
Sees consensus from 4 of the speakers that Elisa doesn’t work but wants input from Healy/Casey & wants to know what test does Infectolab use instead of Elisa? He states that chronic Lyme requires long term antibiotics which Ireland does not give but this is not unique to Ireland.  95% of Intl consensus feels that chronic lyme not substantiated (IDSA/NIH/Paediatric Soc America) & cites there has been criticism of the Blumenthal case. Says we need to understand both sides of the argument.
Senator Colm Burke Fine Gael – Health Spokesperson (Cork North Central)

Mentioned brucelliosis (inc chronic forms) was slow to be diagnosed for a time & sees a similarity. Which unit in hospital would specialise in LD & maybe we should have one unit to develop necessary structure to deal with LD [sadly due to controversy in the states ID consultants are put off handling Lyme patients, too much of a hot potato. The patient suffers as a result]. Can anything be done to reduce ticks on deer? [Tick Talk note, in the States they do use deer feeding stations with arachnacide which rubs off into the horns on rollers].  Have Universities considered research on blood tests/ticks in ROI?
Mary Mitchell O’Connor TD Fine Gael (Dun Laoghaire)
Is there co-ordination between groups ie FMS/CFS etc? [TTI note, I did a presentation at the Irish ME Trust therapy week & leaflets were handed out, they have also been good in distributing details about our conference. However due to the problems with testing AND treatment a very sick ME patient may well find themselves being sent back to the ME diagnosis – can confirm from my own experience. You have ME, no treatment offered, then find you do have Lyme, treatment offered for short term, no major response so you’re told no it wasn’t Lyme you have ME. Vicious cycle!] She asked if there are numbers on those who cannot afford to go abroad for treatment.

Dan Neville TD Fine Gael (Limerick)
Referred to ADHD where denial on condition, took a while for medical profession to accept it. Are Tracy/Annette/Lisa fully recovered after treatment?

Peadar Toibin TD Fine Gael (Meath East)
Must be difficult to be extremely ill & fighting the health service, those who don’t have the resources must hit a brickwall. Why is there ignorance in the medical profession? This causes personal difficulties & cost to society. Debate in Seanad in 2009, failure that more hasn’t been done by now. More research needed, committee should back calls for more research.
Helen McEntee TD Fine Gael (Meath East)
Lyme debated in past & this debate needs to be stepped up. Most insurance companies won’t cover or accept as not in longterm illness scheme. What financial help offered in other countries & what can we learn from that?
Other attendees:  Derek Nolan TD Labour (Galway West) & Sean Kelly TD Labour (Dublin North-West), Noel Cooney TD Fine Gael Health Committee (Tipperary North), Jerry Butimer Fine Gael – Chair of the Health Committee (Cork South Central)
Answers from panel of speakers:
Schwarzbach
Lyme is a clinical diagnosis & an hour or more needed for history & symptomology. Not done in Univ/hospitals as lack of time. Drs trust Elisa test but antigenicity of borrelia too complicated to develop sensitive enough Elisa. Borrelia has several sub species. WB better technique but not all patients develop antibodies & early treatment can affect immune response. Univ studies don’t accept chronic lyme as they’re not seeing it & patients given alternative diagnosis such as ME, MS, FMS. Neurologist may test spinal fluid but then rule out if negative. Often not taught in medical schools as a newly recognised disease. Therapies are too short & patient needs to be monitored long term. GP needs to know about summer flu & ask about tick bites. Can be life threatening. Patients are often on long term painkillers & loss of income, & patients then sent to psych units. Armin does LTT (T cell tests) (see newcomers guide for more info) which is a gold standard test for TB. Also does immunoblot (WB).  Some patients only react on T cell test.

Healy

Was asked if mapping exists in Ireland – he says yes but patients travel around so not 100% clear. Ie bite could be in West, patient in South! [TTI Note - A map of cases in the West of Ireland  is available here.] Healy stated that HPSC estimates 50-100 cases a year but in Cork/Kerry region alone it’s that number so believes it’s more likely 250 + cases per year.  He said if we look at numbers in Europe (of 65,000 cases) then calculated that down to Irish pop’n that would be 400 cases.  Then said that the US [recently admitted by the CDC] are only picking up in 1 in 10 patients, so if we take a conservative figure & assume we’re picking up 1 in 4 that still makes 1600 patients, considerably more than 100 cases stipulated earlier. If we accept that chronic lyme exists & some are not responding to treatment & it persists, then the burden of illness will build up & costs to family, patients & the health system will increase further. Doesn’t recommend deer cull & says impossible to control tick numbers as so widespread (imagine controlling in one mile area let alone nationwide!) Wouldn’t comment on whether false negativity often happens with Elisa but does agree that people he knows have had poor experiences with medical profession & getting illness accepted. ID consultants seem to specialise more in other areas.
Casey

Clinical signs in animals similar to humans. Acute LD well established, controversy is over Elisa neg/chronic infections. Has been shown for organisms to persist in mice in peer review. Needs case definition ie clinical signs, tests, pathology. Agrees that many cases of LD being missed in animals AND humans. Huge gap in knowledge, need more studies on ticks & case mapping/ Drs in Univ Dublin (UCD) may be interested in taking this forward. In chronic infection immune response & antibodies may drop & we need to ask if organism is still causing symptoms. Mentioned ulcer treatment not being recognised in the past & need to keep an open mind, jury still out on causes of chronic lyme disease.
Lisa
Referred to horror of being told that you’re making it up & said patients often vilified. Can be told to see psychiatrist even whilst sitting in a wheelchair with physical symptoms. Other diseases have more support & understanding (ie Parkinsons) but not with Lyme. Even own family members can reject you. Would support Lyme being in long term illness scheme. Re: insurance, Aviva covered testing but not treatment (despite paying lots in premiums over the years!)  She says she spent 200,000 seeking a diagnosis over 20 years.
Annette

Says there are 4 types of Lyme patient 1) Lyme positive & access to (limited) treatment in Ireland 2) Lyme negative but gained an international diagnosis 3) Lyme negative, no 2nd opinion sought 4) not treated at all.
[Tick Talk note, we can see why reported numbers are so low. If you are treated for a short time & positive you may be reported as a notifiable case IF you reach 3rd stage neuroborreliosis. However if your short course of treatment didn’t work you may have still had to seek alternative treatment overseas! Number 2 won’t be notified as diagnosed outside the country, 3 not diagnosed however could have been a falsely negative test & won’t be notified (even if patient mentioned rash & tick bite!) & 4 won’t be notified either & would probably have the diagnosis of ME, CFS, FMS etc]

Patient experience is not good in Irish hospitals, 1 patient was told that there’s no point getting a 2nd opinion as there’s only 4 or 5 ID consultants in the country & they all agree [that a negative rules out diagnosis & only short term treatment should be given].  If they don’t allow long term treatment they don’t see positive outcome from following patients longer term. Patients may be given steroids which increases infection ‘like giving red bull to a patient!’ Patients then recommended anti-depressants. Both Annette’s Elisa AND WB test were negative & as she was diagnosed abroad, she was not recorded as a notifiable case as outside the 2 tier system. GPs also given lack of support & some people can’t get cover on their insurance if they are being black boxed by hospital consultants.

Need ongoing tests when treated ie ECG, liver etc & patients may feel worse. Asks if Ireland can become involved in pharmaceutical research & development? 
Tracy

Had 2 Elisa tests but never offered WB as Elisa was negative [again another reason why reporting is low as you need to be positive in BOTH tests to even get on the list! But as Elisa less sensitive it misses many patients] As she was not offered treatment at all she had to go abroad. She feels awareness is particularly needed among children/teachers/parents [we published 2600 copies of our book Luna & Dips for schools however more help from the government is sorely needed!] No financial support has been given or requested for overseas travel (& VHI only covered treatment at home not the consultations, testing or travel/hotel etc). Those who cannot afford this have to fundraise for themselves.  She is 95% better after long term oral antibiotics & IV & says it was money well spent to get her out of a wheelchair.
Senator Jillian Van Turnhout Independent (Children’s Rights Activist)

What about children, if adults need to articulate their symptoms are children being included in the figures?  Healy says that figures among children are high as at higher risk. Added that although Lyme is notifiable it is only neuroborreliosis which perhaps only 50% of patients have, the rest maybe cardiac or arthritic.[TTI note, I have heard of children being told that they are trying to avoid school, have middle child syndrome, growing pains etc so the concern is that more children probably are needlessly treated for psychiatric conditions & misdiagnosed].
Crown asked Armin if not using Elisa do they use WB or diagnose clinically?
Armin said WB &/or T cell testing..
Summary

Panel & public gallery thanked & Nolan TD thanked for bringing it to committee’s attention. May re-visit again next year.
A copy of the full transcript is available at: http://oireachtasdebates.oireachtas.ie/Debates%20Authoring/DebatesWebPack.nsf/committeetakes/HEJ2013112100001?opendocument
The full hearing (90 minutes) can be played back at: http://www.oireachtas.ie/viewdoc.asp?DocID=24859&&CatID=127
