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WINTER 2008 ISSUE

Editor’'s Letter

Welcome to our Winter 2008 edition of AS
News.

We hope that this edition finds you all safe and
well. We have had quite a busy year
particularly with the planning and execution of
what we can now say was a successful
awareness campaign (see opposite) and the on-going The effort involved in planning, giving newspaper,
impact it has had on patients, health professionals and radio and TV interviews, answering post, telephone
our organisation. and email queries paid off.

The awareness campaign that we launched during
the Summer continued to have an effect throughout
the remainder of the year which was very
heartening.
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Secondly, and sadly in contrast to the awareness

- | e Crucially we should not underestimate the
campaign’s success, we have had a disappointing year

importance of gaining the support of organisations

when it comes to membership participation; like the Irish Society of Rheumatology, Arthritis Noa
- Firstof all despite numerous letters and phone cally  |rg|and, the Irish Society of Chartered
we failed to generate sufficient contributions to the Physiotherapists and the Irish Rheumatology Health
research studies to have significant outcomes for us  pgfessionals Society.
locally,
Second we have had a poor response to setting up|  Equally important was the support, financial and i
hydrotherapy sessions on Dublin’s north-side practical, from Wyeth Pharmaceuticals.
despite having a very willing and knowledgeable Particularly due to the contacts and facilities they =
physio keen to help AS patients made available to us. i
And lastly, we have had a poor response to setting|  Wwithout them we would not have made the contacts &
up a physio class in the Limerick & Clare region necessary to make a radio infomercial, get a radio
once again despite having a willing and interview with Matt Cooper or a television interview
knowledgeable physio available with Mark Cagney and Sinead Desmond.
keen to help AS patients.
] This all resulted in the back-handed compliment of -
On top of all of that the changes in the Gift Grub crew parodying the radio infomercial * ! :
economic circumstances in this made with the Munster and Irish Rugby !
country and the attendant challenges are already international, John Hayes.
beginning to generate debate with potentially
significant impact for AS patients with large ;
medical bills (see page 2). In This Issue
2 Access to Medicines: -  Elaine LammasResearch and Policy Advisor
We hope you gain some knowledge, Irish Platform for Patients' Organisations, Scierared Industry (IPPOS
information and enjoyment from 2 / " 4 ok 3
reading the newsletter. All that - -
remains is for Hugh and I to wish you all a Merry4 Srt;lhvmg on the Drugs bill - Irish Times Health Supplement November
Christmas and a Happy & Healthy New Year. 11" 2008.
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The story of Andrew taking his life back post diagjs.
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The Minister for Health has signaled that some types of
drugs could be removed from the medical card scheme
as part of new reforms. Ms Harney also indicated
that certain forms of medication could be excluded
from the drug payment scheme, which
‘ reimburses patients for the cost of drugs
over a particular threshold. Speaking at
the National Pharmacy Summit 2008 (a
conference organized by the Pharmaceutical Society
of Ireland ) Ms Harney said the cost of the General
Medical Service scheme now constituted 18% of the
public health budget. "Next year the cost will rise by
14%, and one of the drivers of that is the cost of
medication".
She said she had met with Dr Michael Barry, Chairman
of the group appointed to examine ways of making
savings on drugs prescribed by GPs under the medical
card scheme. "Obviously we want appropriate
prescribing, there is no doubt about that: medication is
expensive and we want to ensure that it is prescribed in
an appropriate fashion" she said. "Clearly protocols ar¢
very important in relation to when and how medication
is prescribed". But Ms Harney said there were also
issues regarding medication that was currently available
free of charge in Ireland that might not necessarily be
appropriate in current circumstances.
She said this was "not just for cost reasons and that it
may well be that they are not essential medicines, and
like other countries, | think we have to examine whethe
or not they should remain in the scheme or whether the
State should reimburse the cost of certain things". She
said this would be a matter for professionals to advise
her on.

The Minister said that next year would be really
challenging and difficult for the health service given
budgetary constraints. She said that she had not yet
received the Health Service Executive's Plan on how it
would spend its budget. However she said that on the
hospital side she hoped that "much of the services can
be provided by moving to day cases and moving to five
day cover rather than seven day wards".
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From an article by Dr. Richard Jacoby first

published in Rheumatology January 2008 and

reprinted in the Spring edition of AS News, the

newsletter of the UK'’s National Ankylosing Spondyitixiety.
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Osteoporosis is defined as having normal quality of
bone but reduced in quantity. This leads to reduced
bone strength and an increased risk of sustaining a
fracture. It is not possible to take samples of bona fro
patients to see how strong it is. Research has establishgd
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that bone density, measured using an a-ray method
called Dual Energy x-ray Absorptiometry (DXA), is an
alternative way of answering the same question a
different way.

+ * & #

son rﬂ@m
Bone density is not the only factor concerned wit ﬁlf‘@"')’
the risk of fracture.

Ageing, for example, is hugely important.
Older people have thinner bones and break A,
bones because they fall over more easily and
their eyesight is less good at picking out
hazards at home or in the street. The more drugs we
take, the more risk of falling over, and certain drugs are
particularly prone to thin the bones, for example,
steroids. Ankylosing Spondylitis (AS) itself causes the
bones to thin and research carried out at Bath some
years ago showed that this happens early on in the
disease. Young patients do not, however, break their
bones very often but older suffers are more likely to do
so than people without AS at the same age.

Treatments for Osteoporosis aim to reduce the
absorption or melting of the skeleton. There are various
drugs available to do this and research has shown that
they do lower the risk of fracture. The bones are
stronger but the medicines do not abolish all the risks.
Patients with AS may be given medication to strengthen
their bones, but this will only be offered if there is
thought to be a serious risk of fracture. Patients given
steroids, for example, will be given some bone
protection if the steroids are needed for more than a few
weeks. AS is not managed with steroids but other
illnesses may be present that require this treatment.
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No medicine to treat osteoporosis will adversely affect
AS. The treatments do not make new bone form where
it is not wanted. The bone growth between vertebral
bones which is so typical of AS is not altered by
osteoporosis drugs.

_ k% $

Treatments for AS do not cause thinning of the
bones. Indeed the exercise regime will encourag
healthy bones. Anti-inflammatory drugs are not
thought to cause osteoporosis. The anti-TNF
drugs would probably have a beneficial effect o
bone strength. Very rarely steroids may have 97-
be used for some of the complications of AS, inyj}
which case osteoporosis could occur. Treatment
of iritis with steroid eye drops may be given. The
quantity contained in the drops is small.
Inflammatory bowel disease such as Crohn’s diseasg
may need steroids, in which case bone protection is \
required. d
It is of interest to note that the doctor who founded
NASS also founded the National Osteoporosis Society:
Dr. Allan St.J.Dixon’s legacy to two groups of patients
that he used to treat.




Saving on the drugs bill
An extract from the Irish Times Health Supplement
November 11 2008.

How can Health Minister Mary Harney reduce the
drugs bill by €64m? Dr Muiris Houston , Medical
Correspondent, looks at her options.

THE FURORE surrounding medical cards for
over-70s and the budgetary U-turn that
followed mean there is pressure to achieve
drug savings in the medical card scheme. The
drive is on to implement a plan by January 1st
to save €64m from the national drugs bill.

What will this mean for patients? Will it affect ctors' right
to use the best possible treatment for a partiqQdtent?
Could this be the beginning of drug rationing?

Many of the dilemmas facing the group, chaired by D
Michael Barry, consultant clinical pharmacologisBa
James's Hospital and director of the National @efuir
Pharmacoeconomics (NCPE), which has been askegbtotr
to the Minister for Health by December 1st, will discussed
from a cost-effectiveness perspective.

Pharmacoeconomics is the branch of health econdhts
focuses on the costs and benefits of drug thetapffers a
framework to assess the relative cost-effectivenédgferent
treatment options.

As the cost of healthcare grows and financial resesito
meet expectations shrink, difficult choices havedéamade.

Fortunately, Dr Barry and his colleagues at the E@Re
experts in the field. They have carried out a nunabdealth
technology assessments (the name given to valuedoey
investigations of a drug or a medical device).

An obvious place to begin looking for savings ie #rea of
generic prescribing. New drugs start life protediga patent
and can be manufactured only by the company holitiag
patent. However, after some years, this exclustemnte runs
out so that other manufacturers can enter the maikte a
cheaper version of the same drug. Some compareéesatipe
in the production of branded generic drugs.

Dr Barry believes generic prescribing usually ergesncost-
effectiveness but warns that this is not alwayscdee in
Ireland. "This is a consequence of the currentpgistructure
where there is very little difference between thegof the
proprietary drug and the available generics. I, fiacsome
cases, the generic products are more expensivetiban
original branded product. In my view, the role ehgric
prescribing in producing significant cost savingdimited
unless the price of generic products is reducedtanbally."

Dr Barry encourages generic prescribing from a owitin
safety perspective, but he does not believe gepeegcribing
will produce large savings.

When GPs prescribe generically, it is legally ofethe
pharmacist to dispense any brand of the drug, ecéssarily
the cheapest available. So any generic initiativéhle review
group will have to address this issue also.

The Irish Medical Organisation (IMO) declined taument
on drug-savings issues. However, it is expectdzbto
represented by the expert group. The group isfliteelook at
moving a number of drugs from prescription onlypter-the-
counter availability. This has been done in the Wit low-
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dose statins (cholesterol-lowering drugs) and tbening-
after pill.

Drugs designed to reduce stomach acid are a cabié
percentage of medical card drug costs and mayrbetéa.

There is a precedent here: first generation aqpr®ssants
(Tagamet and Zantac) can now be bought over thetenu
Patients who take the latest generation of acig®gsants on
a long-term basis may find they will be directedatow dose
over-the-counter version, which they will have &y for.

An area ripe for change is the use of nutritionglpements.
They are the second most expensive item on thecalechrd
scheme; costing the State €37.5m last year. Irtiaddi
nutritional supplements accounted for more thas@4inder
the drugs payment scheme and €3.5m under the &ng-t
illness scheme.

Anecdotal reports suggest some of these suppleraents
prescribed and used inappropriately. Devised ftiepts with
cancer or those who have difficulty swallowing afiestroke,
some doctors are concerned that the supplementvere
prescribed to drug addicts and others who simplyttsem.

Commenting on the cost-effectiveness of nutritional
supplements, Dr Barry told The Irish Times, "ong/ma
reasonably query the €45m per year spent on raoutati
supplements as a significant proportion is for ogtitional
supplements where the clinical evidence base is'poo

Another area suitable for reform is antibiotic mrésing.
Research in the current issue of the Irish Medloaknal
found antibiotic usage among medical card patiratsrisen
by 25% in 2000-2005. Within the figures were sohaeraing
trends, including a doubling in the prescriptiortiod
quinolone group of antibiotics, the use of whicls baen
linked to the development of MRSA and Clostridiuifiicile.

Reducing antibiotic prescribing would not just saveney; it
would help achieve the aims of the Strategy forivAmrobial
Resistance in Ireland (SARI).

Co-payments, whereby the medical card holder wpaida
top-up fee to the pharmacist, have been showndiacee
medicine consumption.

However, people may be less likely to cash in pipsons
for preventive drugs in this situation, so healtitcomes may
suffer.

Drug formularies also have a mixed record. Essiiynta
limited prescribing menu, the formulary advisestdogto use
just one or two drugs for every disease.

Ultimately, it will be up to the Minister for Hedltto decide
on specific drug eligibility changes. With thetilought out
ramifications of medical card proposals still réaenating
around her ears, she and her advisers will neegérise
careful judgment in deciding where and on whometke will
fall.

Strategies to reduce the bill:

« Encourage generic prescribing and ensure pharmacy
dispenses cheapest generic.

« Introduce a National Drug Formulary.

« Withdraw reimbursement for drugs with questioeabl
efficacy.

« Introduce drug co-payments for medical card pésie

« Shift some drugs from prescription only to ove-counter
(OTC) availability.
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| started taking Enbrel in
November 2007, about a
year after | was officially
diagnosed.
| have always tried to
remain active and Enbrel
gave me my body back.
Couple that with a mid life
crisis and you get yourself
an urge to start doing
triathlons! My first one
was in Athlone (a Sprint
triathlon), the second in

Connemara (a full Olympic) only a week later, both in

July.

That | could do this, considering my chronic condition
just the previous November, is nothing short of
miraculous.

Anyhow, | did both triathlons and did great!

The one in Connemara was very tough, but | had built
up a lot of stamina so | finished fine, though towards thg
back of the field.

Mind you, all I went out to do was finish, which | did. |
even got a prize coming in as the 2nd fastest Connaugh
entrant in my age group (there were probably only two
anyway!).

My wife said that at each transition (swim, cycle and
even the end) the competitors all had grim looks of pair
or determination while | on the other hand was grinning
like a Cheshire cat! | was truly elated to be among such
people given where | had been for so many years.

One caveat though. During the last month of training, a
niggle appeared in my left pelvis. After Athlone it
became painful and after Connemara | had to use a
crutch for a day, and limped for a further week. | was
both elated and depressed. | was convinced it was my
joint saying :

"Oh, Andrew you fool, who are you trying to
kid?"

After two weeks, | went to see a sports injury spestiali

| told him my history and before examining me he said
that my Sl-like symptom of pelvic pain was
unremarkable. He said lets forget about the AS for a
moment and treat you like a normal 40 year old person
presenting with pain after doing two triathlons back to
back with no history of running in the previous 15

He reckoned it was muscular pain, Gluteal Medius &
Minimus - simulating Sl-like pain. This is too good to

be true | thought. In all my years of pain, | had never

encountered a therapist that was able to help me feel
better.

—
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He did, there and then, and sure enough it turned out my
Gluteal muscles were completely and | mean completely
dormant.

| was waddling my pelvis forward and back instead of
swinging my hips and lower spine left and right. This
meant | was relying completely on my thighs and
hamstring to work my legs (acting through my knee
joint) instead of my butt gluteals working through my

hip joint.

Also, | wasn't using my butt to absorb stresses within

my pelvis during footfall. All bad and all makes sense
considering that my Sl joint inflammation developed
maximum levels of pain when my heel hit the ground
which is the exact moment that you are supposed to fire
the gluteals to absorb the impact and swing the thighs
etc. etc.

Also, my stiff lower spine stopped me swinging my
pelvis easily............. All makes sense. | hathad

myself to waddle instead of strut!

I would imagine that Gluteal dormancy may be common
in people with AS who have come through an extended
period of chronic Sl pain.

So | am now re-learning how to cycle, walk and run.
What's more it appears to be working. Fantastic!

So, | signed up for two more Sprint Triathlons at the
end of the season, at the beginning and end of
September.

I successfully completed both, though having a full six
week break in running meant they were a little less
enjoyable than in July.

During the winter | plan to focus on
technique rather that fitness. The book |
used this year to teach myself how to swim
properly said that fithess will come through
practicing technigue. That's my plan for the
winter. So it's the treadmill for me until
early Spring. So far so good with regards
any re-occurrence of the Sl- like pain! On
to next season, | can’t wait.

I consider myself very lucky to be able to
do this. Over the last year | have spoken to
several health care professionals (doctors,
physios, pharmacists) about this and they
all remarked that it is extremely heartening
to hear such stories, that such successful
outcomes for drug regimes treating lifelong
chronic conditions are quite rare.

Andrew.
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This is from an article the UK’s National AnkylosiS8gondylitis
Society Autumn Newsletter by Dean Thompson and Skewett

#

¢ ¢7 |liken it (fatigue) to wearing a jacket
containing 40 pound weights in each pocket,
while slogging through a vat of molasses with
suction cups glued to the bottom of your shoes
— Michael, NY, NY

ﬂ This is a quote that made me laugh out loud
when | read it on the Spondylitis Society of

with AS. | did not laugh because fatigue is funny, as
anyone with AS or any other inflammatory disease
knows, but because it is such a vivid and succinct
description, with a comical image, like something you
would see in a Disney cartoon, but one that anyone with
AS would well understand.

| believe fatigue is a much understated symptom of AS.
Everyone gets tired, we all know that. But for most
people there is also a reason why you would expect to
be tired: a busy day at work, a late night out, or staying
up to watch something on TV. Maybe it was fantastic
weather so you spent the whole day gardening, or you
had been out shopping all day on your feet. But what if
you are not just tired, but absolutely, incredibly
exhausted after having done nothing much at all?
What's that all about? And how do you get someone to
understand how you feel?

As we all know, the main symptoms of AS are pain and
stiffness. But have you ever been lying in bed with so
much pain in your back that you cannot sleep, can
barely turn over your back is so stiff and it is 2am...,
3am..., 4am... But the frustrating thing is that you are
also so exhausted that you simply have not got the
energy to get out of bed, so you just lie there and put up
with the pain because you are so desperate to get to
sleep before your alarm clock goes off in a few hours to
“wake” you up. And then the anxiety kicks in. You
know that the next day will be even harder, not just
because the disease makes you feel tired, but because
you have not even had the minimum rest that a healthy
person would need, and because you feel so lousy,

maybe you also get snappy with those around you. Then

you feel guilty for being such a grouch. It snowballs.
Fatigue affects your life in so many ways you probably
do not realize the full extent of its effects.

When | was first diagnosed with AS and | had my first
meeting with the rheumatology nurse, a lot of things
started to make sense about how | had been feeling for
the last few years. One of these was why | had been so
disproportionately tired all the time in relation to what
had been doing during the day.

Living with AS, | would say there are two types of
fatigue. One is no relation to how active you have been
during the day, and the amount of time since you got uf
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where you just hit a wall and for neither love nor money
can you stay awake. The other is the exhaustion from
lack of sleep because of being kept awake by the pain
and stiffness. The way fatigue affects your lifestgle

also quite difficult to come to terms with when you look
back at how active you used to be and all the things you
used to do. Though perhaps understated and not fully
understood by either patients or their friends and
relatives, the symptom of fatigues in AS can be
profound.

Dean Thompson, NASS Member

Readers may be interested to know that there was a
presentation on in-patient physiotherapy and its effects
in reducing fatigue at the British Society of
Rherumatology (BSR). This was a study doen at the
Royal National Hospital for Rheumatic Disease in Bath
based on the 2 week residential course which the
hospital run for AS patients. The conclusions were that
participation in a 2 week in-patient physiotherapy
course improved fatigue, particularly general and
physical fatigue. In the study fatigue was measured
using the Multidimensional Fatigue Inventory (MFI)
which records fatigue in 5 domains: general fatigue,
physical fatigue, reduced activity, reduced motivation
and mental fatigue.

There was an interesting article on the assessment of
fatigue in the management of patients with AS in
Rheumatology 20032:1523-1528vhich states that
fatigue has been reported as the major complaint of AS.
The conclusion of the study is that fatigue should be
considered as an independent domain to be
systematically evaluated in AS patients and that
conventional therapy such as NSAIDs have a lower
effect on this domain than pain or functional
impairment. (The Bath AS Disease Activity Index,
BASDAI, does include fatigue as one of the 5 major
symptoms.

There is also an excellent article@urrent Opinion in
Rheumatology 2008; 20: 282-28§ Mazen Elyan and
Muhammad Asim Khan titled “Does physical therapy
still have a place in the treatment of AS?” The
conclusion of the article is:

“Despite the advances in the pharmacological therapy of
Ankylosing Spondylitis, physical therapy remains an
essential part of the management plan. Even though data
are not sufficient to determine which specific physical
therapy programme should be recommended, physicians
should implement such non-pharmacological therapy as
part of a comprehensive management strategy for this
disease. All patients should receive instructions on
proper posture and home exercises and be encouraged
to perform water exercises if they can. Formal physical
therapy and, in most severe cases, in-patient
rehabilitation may be of benefit to select patienshwi

AS.

Jane Skerrett, NASS Director
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Dublin area Swimming Pools.

The following pools are all heated & suitable Cork Regional Hospital.
mwAArwren | fOr arthritis patients. Details are available from Oonagh Hurley in the
AANNAI Physiotherapy Department. Phone: 021 — 546400

1. Cheeverstown House, Templeogue Cork University Hospital.

Swim Classes for people with joint problems. Karen Buckley in the Physiotherapy Department has
Monday nights: 7.15 p.m./ 8.00 p.m. / 8.45 p.m. tried to get a group going in the area.

No booking required - Anne McCabe, Ph: 4905988 Details on Phone: 021-4922406

2. Enable Ireland, Sandymount

Swim Therapy - 2:30 pm / 3:30 pm Monday & Tuesday| Cavan General Hospital.

Places on a first come first served basis. ] i

Contact 01 2695608 for details. Details from the Physiotherapy Department.

Phone 049 - 61399
3. St. Vincents, Navan Road
General hours available.

Contact 01 8384906 for times or collect a list at the pod| Adare Physiotherapy Clinic.

4. Central Remedial Clinic (C.R.C.), Clontarf The Adare Physiotherapy clinic is running

General hours available. Hy_drotherapy Courses in the Dunraven Arms Hotel &

Contact 01 8057445 or 01 8339458 for details. Leisure Centre. _
Details from Gay Murphy on 061-396888 or e-mail on

5. Stewart's Hospital, Palmerstown adarephysio@esatcleat.ie

Adult Hours - Phone for times - Ph: 6269879

North Dublin Hydrotherapy 01
Hydrotherapy programme group sessions of 1 hour per 2 % 3

week over 10 — 12 weeks. L , .
For details contact Lisa Staines at 8 Castle Road, If you have paid this year’s subscription

Clontarf, Dublin 3 or telephone 01 8337809. - /\\ Tlfhﬁg't(gggée o2y as our organisation
! ky- \ \ needs members to pay promptly. We
Exercise Class for People with = IZ have decided not to issue reminders
y =% this year as it is an extra burden on

Ankylosmg Spondylltls ( our meagre resources.
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Also, in order to save on those previously

mentioned meagre resource, we will not be
Temp_leogue issuing receipts for membership renewals unless

Dublin 12 people specifically require them. There is a place to
7 pm until 8 pm “tick” on the membership letter if you want us to post
you a receipt.

N

Monday nights
Cheeverstown House

For more Info contact:

info@ankylosing-spondylitis.ie
or

Hugh Cassidy 01 8316678

Seoirse Smith 01 8376614

Exercise Class for
Ankylosing
Spondylitis

This is still a problem for us
with really only two groups
exercising and both in Dublin,
Cheeverstown house and the Mater

Hospital.

Have you thought about getting
together with other patients in your area and finding a
physiotherapist to help the group exercise?

ASAI would be willing to help in whatever way we can
to set-up and organize any local exercise groups.

Mater Hospital, Eccles Street.
The Physiotherapy Department, in the new building,
have a class every Wednesday from 11.00 AM to 12.3(
PM. There is no charge, but a letter from your doctor is
required. Both pool (which is currently closed for
repairs) and floor exercises are completed.




