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Editor’'s Letter

Welcome to our Summer 2007 edition.
There has been lots happening in the association over
the last few months with plans being put in place for
major changes later this year;
More information meetings (see opposite)
Physiotherapists training Workshop
Re-launched website
New ASAI logo
From now on letters you receive from us at ASAI and
all of our documents will have the following new logo;
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Ankylosing Spondylitis
Association of Ireland

Also this year sees another Ankylosing Spondylitis
International Federation meeting which we will send
some representation along to.

Our Web Site was developed over three years ago. It
has served us reasonably well but it could not be
regarded as professionaly designed or built.

So we decided to try and do something about that and
have spent some time considering what it is we can
change in order to make it fit for purpose.

Information & Education

For two years now we have successfully
run information meetings around the
country, varying the locations from 2005 t
2006. The attendances have been very A%
good and the feedback we have received is
quite positive.

This year we are going back to the three
locations we visited in 2005, Galway, Cor
and Dublin, to hold similar meetings.
These meetings are not restricted to peop
with AS instead they are for everybody
with an interest in AS.

We intend running these meetings in September and we
will keep you posted on dates, times and venues.

Also, in a return to a programme we ran nearly ten years
ago with the help of Jane Barefoot, we are looking to
run“Physiotherapy for Ankylosing Spondylitis
Workshop” for physiotherapists. This will be a two

day course with practical elements in both
the Gym and the Hydrotherapy pool.

Ankylosing Spondylitis

Information meetings

Ankylosing Spondylitis

Information meetings

Once again we are extremely lucky that =
these meetings are made possible throughs
an education grant provided by Wyeth. |

These sorts of meetings are an important
aspect of our aims to provide information
and education to those with an interest in
AS. They also provide a forum for
discussion amongst the membership.

With the result over the summer months we haves

a Web site development company working on a In This Issue
new website to include a regularly updated news
section, an electronic membership form and som@
documentation to download for those people new [ #9$ % 1l
to AS. 3 &' #
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The following article appeared in
Ankylosing Spondylitis Australia
newsletter AStretch. It was written by
Joan McFadden and appeared in The
Scotsman newspaper on 12 July2005.
The follow on article written by Phil
Casey also appeared in The Scotsman a
year later on the 19th of July 2006
detailing the effects anti-TNF therapy
had on lan Woosnam's Golf....read on!

IAN WOOSNAM is no stranger to
success. Since his first |
professional tournament win at the
1982 Swiss Open, the player
nicknamed Woosie has become one of the most egatid
best-loved golfers in the world.

In an illustrious career spanning more than 2 desaithe
former world Nol has won the US Masters (1991)sfiad in
the top 12 of the European Order of Merit for 12cassive
years, and has been an almost permanent fixtuhe &yder
Cup (he was team captain in 2006). It is estimattias won
in excess of £3,500,000 in prize money in Europeel

As Woosnam makes his 23rd Open appearance at 3¢wsd
this week, he will be an inspiration not only tongaspiring
golfers, but to thousands of people suffering fepoondition
known as ankylosing spondylitis (AS), which affects
approximately 1 in 200 men and 1 in 500 women iitaBr.
Woosnam was diagnosed with the condition in ec®§71
having suffered back pain intermittently for 10 reedde was
only 29 at the time, which at first glance seersuglly
young age to be told such devastating news, mediy
typical of those who develop the disease. Ankylgsin
spondylitis is a painful, progressive rheumatiedse, mainly
of the spine. It can also affect other joints, tam&land
ligaments and other areas, such as the eyes artcahda
while men, women and children can all suffer fro®, A& is
most common in men, who are nearly three times rilcely
to develop the condition.

It typically strikes people in their late teens anenties, with
the average age being 24. The cause is not yetrkbovit
has been discovered that almost all the 80,00@allg
diagnosed people in the UK share the same gergdtic c
marker HLA B27 (human leucocyte antigen B27). Thisre
evidence that a normally quite harmless micro-oisyan
which would be dealt with by the immune systems sgt an
adverse reaction after coming into contact withBR&
individual, triggering the condition and causingrél-ups.

If left untreated, the disease can cause progrestsifiening
of the spine, leading to immobility. It is caused b
inflammation in the joints between the vertebrael af the
sacroiliac joints in the pelvis and as a reactmthe
inflammation, a small amount of bone erosion occéfter
the inflammation has subsided, new bone is crezquhrt of
the healing process and after repeated attaclsattditional
bone growth can surround the disc.

Effectively this means that the bones begin to fogether,
although most sufferers will only experience péaitiaion,
usually in the pelvic area. Sufferers initially exignce
stiffness and mild back pain, which is worse fitéhg in the
morning but wears off or reduces during the day witercise
and movement. The slow or gradual onset of suchp&yms
can mean that sufferers do not seek help initialynetimes
until other more worrying symptoms become appanth
as weight loss, fatigue, fever and night sweats.
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But it is important to have this condition diagndses soon as
possible, since the initial symptoms can be preacand
relieved by regular movement of the areas involVetthis is
not done, the formation of new bone can lead toemsed
stiffness and to deformity with stooping posturehia spine,
with the stiffness and deformity eventually becognin
irreversible.

The best way to stop the progression of AS is goileely
exercise all parts of the spine and the chest arehif started
early and continued regularly — every day - theltgs
excellent with little restriction of movement orfdemity.
These exercises are very specialized and have dore
irrespective of the patient’s lifestyle. Additioretercises may
also be needed for the shoulders and hips, whielharmost
frequently, affected joints other than the spingin@ming is a
good sport for patients with AS, as it moves theusters and
hips and anti-inflammatory medication may be priesct to
relieve the pain and inflammation, but it is nctLébstitute for
a regular exercise programme.

The treatment prescribed for Woosnam in 1987 wés an
inflammatories and he then went on to become teegdlayer
to win £1 million in prize money in a single yebr.so doing,
he won 8 events around the world, which was a teetine
Hong Kong Open, the World Cup individual prize, Sen
City Million Dollar Challenge as well as 5 victosién
Europe.

He was extremely fortunate that he responded well t
treatment after AS was diagnosed and has beeriable
continue his career, which actually helps his ctowli

“My doctor said that playing golf was keeping méwaeand
moving,” he says. “I do stretching and certain eis&s to
help the condition and have a personal traineswnaments
to stretch me before and after rounds.”

Woosnam also welcomes the opportunity to help raigsic
awareness of AS to help people become aware af thei
condition earlier and get treatments sooner, urgufterers to
be proactive in their treatment.

“You need a good diet and it's important to keegithle,” he
says. “Pyshio and swimming will also help and | vabu
encourage people to become aware of any symptornaes wh
would indicate they might have this condition ard g
treatment as soon as possible.”

Until recently the only medication available wassieroidal
anti-inflammatory drugs and many sufferers hadive gp
work by the time they were in their thirties. Nolete are
drugs available which can cause a dramatic diffexen the
symptoms but many sufferers are not getting therause the
cost of around £10,000 a year is considered bythheal
authorities to be prohibitive. The irony is that jost
£10,000 many sufferers could return to the workglac
contribute to taxes and society in general and gtdfing an
unnecessary burden on health and care professionals
Enbrel, one of the first of the anti-TNF drugs, bagn
approved in Scotland for use with Psoriatic Arikritvhich is
a related condition, but a decision is not duegcide on anti-
TNF's for AS until next year. As a result many hkal
authorities are holding off from prescribing itgeople who
could be helped dramatically. To be diagnosed #iBhcan
be devastating to someone who is young and othemfitibut
the National Ankylosing Spondylitis Society (NAS&jers
the most up-to-date information on treatment armgpsett, and
their experience shows that people who take ameattterest
in their condition can positively influence its oatne. While
Woosnam'’s tenacity, success and engaging perspnalit
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position him as one of the foremost ambassadon®itd golf
today, as he tees off at the Royal and Ancientvieisk, he
will also be a symbol of hope and encouragemenAfr
sufferers worldwide.

*k

Fast Forward one year....

Injections give Woosie shot at Hamburg victory.
Woosnam added a second-round 66 to his opening 5 t
just 1 shot off the lead at the halfway stage effiteutsche
Bank Players’ Championship in Hamburg.

Sweden’s Robert Karlsson leads on 14 under with $ifam
in a share of second alongside first-round leager L
Westwood (68) and Scotland’s Gary Orr (64).

World number five Retief Goosen is a shot furtheckoon 12 ]
under with Ryder Cup team-mates Luke Donald (66l) an
Padraig Harrington (65) another stroke adrift amavded
leader-board.

Victory tomorrow would be Woosnam'’s first in a d¢eoplay
event since 1997 and worth £410,000, more thanlddig
previous biggest cheque, for winning the PGA Chamsglip,
in a professional career spanning 30 years.

The 48-year-old Welshman was diagnosed with ankydps
spondylitis (inflammation of the spine and the sdtc
joints) in 1987 and has been taking anti-inflammiatoever
since, but revealed a new treatment is working veosid

“| spoke to Michael King (a former European Touaysr)
about 6 weeks ago and after taking these injectie’slike a
new man,” explained Woosnam.

“I saw him playing in the Jersey Seniors Open amavalked
all three rounds. In the 18 months before thatdwddn't even
do 200 yards.

“| decided to take them 4 weeks ago and it's malbiga
difference. It's taken a lot of stiffness out of tmgck and
given me the freedom to swing.

“It's called TNF and was developed about 10 yegrsfar
rheumatoid arthritis | think, and then they startisthg it on
ankylosing spondylitis and I've had great succeisls il

“It's once a week, a bit like an insulin injectioviou just do it
yourself and I've seen the benefits already. Yaute&ke them
as long as you like. There are risks with evengtbot if |
wanted to keep playing to a reasonable standagéded to
do this.”

Playing in his 505th European Tour event, Woosnauid:
become the oldest ever tour winner, succeedingyiker Cup
vice captain Des Smyth, who was 48 years and 34 olay
when he won the Madeira Island Open in 2001. Wamsna
will be 48 and 150 days old on Sunday.

(Note: Article has been shortened for relevancéSaather than Golf for the
benefit of AStretch readers - The full article ¢enfound on The Scotsman's
online site http://thescotsmascotsman.com/sport.cfm?id=1099212006 )
Footnote: lan Woosnam shot a 72 final round tcsfirin a three-way tie for 1
place. His total score was 16 under par
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The following article appeared in Ankylosing SpditgyAustralia
newsletter AStretch in late 2006. When | read iuld identify with
John Ebert’s encounters with and suggestions ofcadid newly
diagnosed patients when they contact him. Seoirse
g { ; As the first contact person for the AS Group
of Queensland | am often confronted with
people who are recently diagnosed with AS,
some who were diagnosed for longer periods,
sometimes years, who have done nothing
/ about their AS and various family members
é/ and carers. The one question | am regularly
asked isHow do we cope?From my personal
experience and talking with many people who
successfully live with AS, | suggest that there are
points for successfully living with AS. These are:
1. Accepting the reality of the diagnosis of Anlsilog
Spondylitis and accepting that it is not a “deathtence”.
This often occurs after a grieving period, simtlathe death
of a loved one and a period of learning about thelition.
2. Refusing to have a present and future whiclopsetess.
3. Willingness to make adjustment to their lifes/and how
they see their and their loved ones futures. Magpje bring
forward future plans to enable them to obtain fiaient of
their dreams.
4. Active participation in partnership with theedith
professionals and taking responsibility for theimohealth,
often becoming the leaders of their health teamvaitithgly
making informed choices to benefit themselves.
5. A powerful belief that life is always worth I to the full.
6. A belief that they are supported by peer supgatips and
as members can offer support to others. | often fnea
people the empowerment that they feel from meetimd)
speaking with others living with AS and how thisitife
changing experience for them.
7. Finding specifically designed exercises thatehgneat
benefit to help them cope with their daily lives.
(I feel a deep gratitude to one of my heroes,
Jane Barefoot, for developing so many of the
exercises that help me every day).
8. Finding value in these exercises and
general fitness and a willingness to
share these benefits with others.
9. Developing a non-selfish nature that is
concerned about self care and a willingness to
say “no” when it may benefit themselves, their
partners, families or carers in a positive way.
10. An ability to listen to their bodies and the,
messages they receive.
11. An ability to be good communicators
about how they feel, their needs, fears, desires
and great abilities to live the lives they desire.
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Taken from an article in the Spondylitis Associatixd America

(SAA) newsletter “Spondylitis Plus” Spring 2007 eafit

Ask someone with AS what their biggest fear is and
many will answer, “Getting into a motor accident.”
While there’s always been an emphasis on driving-
safety features — good brakes, tyres, seat belts,iand a
bags - when you start to factor in AS, all is not équa
There is a lot at stake with fragile ankylosed spines and
necks that raises many questions. Should seatbelts be
worn? How should headrests be best used? Airbags?
Dr. Nortin Hadler, Professor of Medicine and Micro-
biology/Immunology at the University of North

Carolina and attending rheumatologist at UNC
Hospitals, graciously offered Spondylitis Plus the input
of Dr. Barry Myers, an expert on whiplash and the
biomechanics of the spine, on the use of seatbelts,
headrests and airbags by drivers with AS.

. /0, ,

“These are not simple questions,” Dr. Myers said.€Th
severely ankylosed spine is injury prone on modest
exposure.”

Dr. Myers, Senior Associate Dean for industrial
partnerships and research commercialization at Duke
University’s Pratt School of Engineering, has
extensively reviewed injury statistics and medical
literature. He has concluded that aside from driving
defensively and purchasing the biggest, safest car
possible, AS patients would be best served by not doin
anything too out of the ordinary in their driving habits.
“These will do more to decrease injury rates than other
interventions,” he observed.

.1, -2
Dr. Myers said he “strongly recommended” the use of
seatbelts despite concerns that an AS spine might not K
able to withstand the sheer force the belts might create
in a crash. He warned that relying on an airbag to
prevent injury, however, was way too riskgirbags
have a very limited range of accidents that they are
effective in, and head impact with an ankylosed spine ig
devastating,” he cautioned. “Keeping the vulnerable
kyphosed spine out of the deploying bag is especially
important.” Dr. Myers also recommended that the
headrest be set in a position that minimizes the gap
between the head and the rest, and also allows an
adequate field of vision for the driver.
“l would not advocate retrofitting the design,” Dr.
Myers said. Finally, there are natural concerns among
AS patients that if they were to get into an accident

serious enough to cause injuries, they could be at risk
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emergency rescuers who do not understand the fragile
nature of their backs and necks. The SAA has done a
yeoman’s job in advocating better training for
emergency medical technicians,” although Dr. Myers
noted that spinal precautions were nonetheless pretty
much standard procedure at accident scenes.

.3, .0
Dr. Hadler also kindly provided Spondylitis Plus with
the expertise of another friend and colleague, Dr.
Gunnar Andersson, MD, PhD., an internationally
recognized expert in musculoskeletal disease and injury
who is also credited with designing the unique seats in
Volvo automobiles.
Dr. Andersson, Professor and Chairman, Department of
Orthopedic Surgery at Rush University Medical Center,
says that education is primary for the AS community
“because of the rigidity of their spines.”
He says that everyone should be wearing their seatbelts
“including patients with AS.” Dr. Andersson agrees with
Dr. Myers that depending on an airbag for protection in
an accident can be problematic: “While they provide
additional protection, they do create a problem when the
spine is kyphotic because of the forces created. Thus the
seat belt clearly is the preferred protection in this
respect.” As for the headrest, Dr. Andersson says that is
the one feature that will afford you the most protettio
if your head is thrown backwards, such aa irear-end
collision. He suggests using head restraints as opposed
to stock headrests, however. "Head restraints are
actually better than headrests and can be retrofitted i
necessary.
Basically, the idea is to prevent the cervical spine from
extending, which it cannot do in patients with AS very
easily; for those reasons, the headrests may have to
accommodate the typical forward flexion of an AS
patient.

,3 . 0.3

So keeping all these vehicle-safety caveats in mind,
should the fear of getting into an accident keep those
with AS - with its inherent physical limitations -ofin
slipping behind the wheel? Not at all. Since people with
AS still need to get to where they have to go, driving
can be a necessity - regardless of any physical
limitations.

Granted, the unique problems faced by AS patients that
could contribute to an increased risk in traffic inadud
limited range-of-motion issues, such as stiffness in the
neck or other parts of the spine and hips that can make it
tough to maneuver a vehicle into a parking space or
through an intersection where the driver needs to look
around for oncoming traffic. There may also be
peripheral joint involvement that doesn’t allow free
movement within the confines of a car.

But studies have concluded that people with even
advanced AS can still drive safely by making simple
modifications to their vehicle or to their driving
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techniques. Some intrepid AS patients have used their
own ingenuity to come up with devices that help
mobility restricted drivers operate their motor vehicles

& .-, 4

3
James Hall Jr. suffers from kyphosis of the spine - all
vertebrae are fused except for C | and C3. He says he
has precious little movement in his neck and spine, but
driving is a breeze for him due to his own ingenuity.
The 58-year-old who was diagnosed with AS in 1975
says that he uses a “device” that he saw mentioned in g
arthritis magazine. He describes it as a “lazy-Susan”
type piece of wood covered in foam padding and cloth
that he parks himself upon when he drives. “I use it for
short-distance driving where it is perfectly tolerable. It
swivels my hips and allows me to sit more comfortably
and gives me a bit of ‘extra turn’ when | come to a
junction.”
James says he also wears a cervical brace with added
foam - backwards. He takes comfort in the fact that it
provides him with a cushion at the base of his
skull and top of his shoulders. “I'm only
looking for ways to be safer while
N hurtling through space in a steel box
at 30 to 60 miles per hour,” he says
with a chuckle.

-n, b , 3

Then there’s Brad Sawyer, a Viet Nam-era vet with
long-term AS. His spine, neck and rib-cage have fused,
leaving him unable to turn his neck and robbing him of
nearly a foot in height. Out of dire necessity, he
designed a 260-degree true-reflective mirror that allowg
him to clearly see all sides, completely eliminating
troublesome blind spots. “What you see in the mirror is
actually coming, too,” he says, “it's a true reflection;
nothing is smaller or larger in the vision.” “It wast@f
absolute necessity for me or | wouldn’t be driving,”
Brad, who lives in Cape Cod, recalls. “I used to always
have my passengers look around to see if other cars
were coming; my wife worried about me driving alone.
One time | had a horrific near miss - and | can tell you
that the sound of screeching brakes can be terrifying.”
The “MultiFlex Adjust-A-View Safety Mirror” actually
provides for simple attachment to the driver’s side sun
visor giving a distortion-free image reflection in both
the left and right side’s blind spots, and you can easily
see the passengers in the backseat, too. Sawyer says |
has approached carmakers with his invention, but admi
that they are proving a tough nut to crack.

“But if it's helping someone drive who otherwise could
not, that’s all | care about,” he says with pride.
Seewww.multiflexmirror.confor more information.
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The following suggestions have been taken from many

driving references sites and studies:
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» Seatbelts:

Always use your seatbelts with a shoulder harness: The
seatbelt is the single most important lifesaver in alcra
Studies by the Insurance Institute for Highway Safety
(IIHS), industry group, recommends seat belts that are
easier on fragile shoulders and ribs. Research by the
Department of Transportation has shown that lap/
shoulder belts, when used properly, reduce the risk of
fatal injury to front seat passenger car occupants by
45% and the risk of moderate to critical injury by 50%.

* Brake lights:

Extra high-mounted brake light to alert drivers behind
you: Rae Tyson, a spokesperson for the US National
Highway

Traffic Safety Administration points to a 1986 NHTSA
law change that mandated that all new cars include a
center high mounted stop lamp - a third stop lamp, or
brake light, mounted on the rear of a vehicle. “We saw a
safety benefit- a decline in crashes,” he said. “Amghi
you can do to raise visibility of a vehicle is good.” *

* Special mirrors:

Special mirrors that offer a wider view of what's behin
you could be fitted onto your car. These mirrors reduce
the need to turn the head to check for cars in the &iver
“blind spot.”

Many of these types of mirrors are on the market;
however it is important to take time to practice pagkin
using these new attachments.

* Safe car:

Own a car that is known to absorb the impact of a crash.
* Headrests:

The best seat and headrest are designed as one system;
fixed head restraints reduce the risk of neck injuries by
25%; whereas adjustable head restraints only reduce the
risk by 15%. Head restraint geometry explained: The
necessary first attribute of an effective head rettiai
good geometry. According to the IIHS, if a head
restraint isn’t behind and close to the back of an
occupant’s head, it can't prevent a “whiplash” injury in

a rear-end collision. Headrests are also advised to avoid
sudden injuries to the neck as the stiff neck of an AS
patient is more easily injured than a normal neck.
 Cushions:

A small cushion behind the back or under the buttocks
can help maintain good posture when driving a car.

& 0 0 70
The above suggestions are just the beginning. There is a
wealth of rich material out there for drivers to consider
for themselves; what works for one may not work for
everyone. Each safety feature must be seriously
considered for each individual circumstance. One more
thing: Always do your best to avoid the jarring potholes
when driving. Avoiding potholes is more than just a
metaphor about life.
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Patients with AS can be pleased with the greatisecréasing

interest in our disease by rheumatologists and @tkgerts.

This interest has recently been enhanced by theaappce of

the very promising treatment with anti-TNF-alphadioee.

However, so far there is only a limited knowled@¢he long-

term benefits and risks of this new medication. In

consequence its place in the treatment of AS lisusiiler
consideration. It is therefore prudent to makeraesuof the
general treatment of AS.

Based on research evidence and personal experegeceyp

of 22 specialists from ASAS and EULAR has developed

key recommendations for the management of AS. The

recommendations are focused on the effect on pan a

function of the patients.

ASAS stands for “ASsessment in Ankylosing Spoisdylit

international working group” ¢ww.asas-group.ong

EULAR stands for European League against Rheumatism

(www.eular.org.

The following is a summary of these recommendations

1. The treatment of AS should be tailored accordinthéo
current localisation of the disease (back symptoms,
arthritis in joints of the arms or legs, inflamnuatiof a
tendinous insertion), and the level of activitytloé
disease, including the level of pain and disability

2. The monitoring of the AS patients should be decided
upon an individual basis and include the patierg®ohy,
the doctor’s examination of the patient, laboratests,
X-ray or in the future very likely MRI imaging.

3. Optimal management of AS requires a combination of
medicine and other treatment, not based on drugs.

4. The management of AS should include patient edoicati
and regular exercise. Physiotherapy on an individua
basis — or better as group therapy — should bedenes.
Patient associations and self-help groups may éfilus

5. NSAIDs (Non-Steroidal Anti-Inflammatory Drugs) are
recommended as the first choice of medicine for AS
patients with pain and stiffness. In patients vaith
increased risk of stomach problems (gastrointelstina
ulcer), a gastro protective agent should be aduleal,
selective COX-2 inhibitor could be used.

6. Selective COX-2 inhibitors carry a smaller risk for
patients with stomach trouble, but a higher rigk fo
patients with cardiovascular disease than do NSAIDs
This has to be taken into account when the choice
between the drugs is made.

7. Pain-killing drugs, such as paracetamol and opjoids
might be considered for pain control in patientsvhiom
NSAIDs are insufficient, contraindicated, and/oopp
tolerated.

8. Corticosteroid injections may be given in jointslan
tendinous insertion when there is local inflammatio
There is no proof that corticosteroids (for example
prednisolon) given by mouth is beneficial for paird
stiffness of the back and neck.

9. There is no evidence that sulfasalazine or metkatee
are beneficial for the AS back. Sulfasalazine caided
for arthritis in the joints of arms and legs.

10. Anti-TNF-alpha treatment should be given to pasent
with persistently high activity of the disease dasp
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conventional treatments. (ASAS has published sépara
guidelines for anti-TNF-alpha treatment in AS).

11. Patients with ankylosing spondylitis might havendtis
in a hip joint or osteoarthrosis as a result of/jmas
arthritis. For patients with much pain or disaililue to
damage to a hip joint (shown on X-ray), a joint
replacement should be considered. Spine surgeyy — f
example correction of a very bent back — may beabfe
in selected patients.

These recommendations reflect the opinion baseteon

knowledge from the present best scientific invegtans and

the personal experience of the experts. The grbopecto
look at what they considered the 10 key recomménkat

That means that other kinds of treatment of ASepdsi might

be beneficial — but in this article you are presdnwith the

recommendations which the combined ASAS and EULAR
group considers the most important.

The recommendations will be updated regularly,gegk

abreast of new developments in the treatment of AS.

Jon Erlendsson,

President of ASIF
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If you have paid this year's subscription

If not please pay as it helps an
organisation like ours greatly when
members pay promptly.

In the past we have occasionally issued
reminders to people regarding renewals.

We have decided not to do that this year as it
is an extra burden on our meagre resources.
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In order to save on that previously mentioned
overburdened resource, from next year we will not be
issuing receipts for membership renewals unless people
specifically require them.

The membership letter will have an additional box
which you can use to indicate/"tick” whether you want
us to post you a receipt.



