This was my first international Haemophilia event, and ] didn’t quite
know what [0 expect. I had been wandering the strects of Montreal on
my own for a few days waiting for other UK members to arrive. On the
Saturday 1 booked out of my hotel and gol a taxi 10 where | was
supposed to meel Gareth, Unusual } know but we had arranged to meet

int the Hote] bartit!

Well, roughiy 3 hours late duc Lo customs, delays ete, we were at last
ensconced in the bar, along with maps and tourist brochuses, not to
mention our list of relevant seminars that we were atiending.

We decided to wander along 0 the Palais de congress and register,
unfortunately Gureths information {and 1 lay no blame any wheie is
particaiar) was not on lile, whilst | found myself being registered as Dr
Melson, a title which have now adopled

For the main reason being that iF some of the people who we met
claimed 1o be Doctors then 1 am sure | qualify.

After registration we headed of back to the botel o formulate a plan of
action, we carmarked the seminars o attend, and sorted out whul we

wanted 10 sce in this great city.

! must say [ have never seen so many people with 3 limp gathered in
one place for a long lime. A reliel actuaily becavse sometimes { do gel a
bit seif-conscious of my own Jimp. Anyway back to the bar, we met
others from the Uk delegation, one in particudar whom I cannot
mention, mainly because [ think any lnks with Birchgrove may
endanger his future carcer as president of the Haemo Soc, but he knows
who he his {don’t you Andrew).

Well we sat in the hote] bar getting 1o know the barman and the
majority of the staff all by fitst name terms {not that we were there that
forg) and decided we would have an carly night to recharge for the
following day, this was roughly 1.30am.

I amy feaving Gareth to [il} you in on the nedical aspeets of the
seminars, | am dealing with the social side, however | must say (hat the
Doctors, nurses health professionals call them what you will, definitely
divide in to two categories, those who care, and those who care about
corporale hospitality.... | think you all know what [ mcan.

[ think i Birchgrove did have a paramilitary wing then we certainly
found a few targels to practice on, in fact 1 think we would bave o

cxpand.

On saying that 1 did meet a fat of people who do genuinely care and
have not forgotien the issues of (he past or present which to me wis

very refreshing,

Lets get back to the secial side then, Well, we had tickels 10 sce a gospel

quire, yes a gospel quire, and 1 must say other than the
¥ rcligious aspect of it they were very good, this however
B only went on il about 9.30, and as | had [ound out in the
' previous week this city does not wake up until midnight,

So Gareth and 1 and One other, {who must remain nameless) decided 1o
go for a wander. T had found u quict 1ittle club not far away and
proposed we wenl there, yes was the reply. However without blaming
myselfl to much | was somewhat confused by where we were at the
time, necdless (o say we walked quite a distance before i was pointed
out o me that the building we had 1o keep in front of us was now some

dislance behind. . (a minor glitell),  Any way 1 new a shorteut,

We crossed the street {a somewhat dimly 1it one) and proceeded to walk
past what can only be described as @ semi derclict block, with some
very choice fumiture strewn around the derelict cars, (well you cant
stick to the tourist reute all the time can you), there was very loud music
coming from above, bt no one scemed 1o want to go in?

We crossed over and found an information board, apparently we where
i2 Blocks astray somehow!!!

On orders given 10 me in quite a stern voice we hailed & 1axk, 1 must say
it did take us about 10 minutes 1o get there, but on gedting there thank-
fully the owner remembered me and we took a table, We sal there until
the earty hours putting the world to rites and discussing what was wrong
with just about cverything.

The next day, or at least & few lours later, we proceeded to the
seminars, as | said this subject is being dealt with so | wont go
on....s50d it yes [ will, the HIV seminar we attended that day was 1
thought quite informative, and dare I say fairly hopeful, as long a5 we
can hang around for about another yeir oF so for the new trepments 1o

come on line.

The nest few nighis were taken up by much of the same, the odd
restaurant and bar and generally sceing the sights, I must however st
this point thank Gareth for turning down a free meal with onc of the
drug companies hecause 1 could not attend, cheers.

On the final night of the congress we all had invites o atiend the “Jast
supper” as we called H, this was quite a formal cvent, ball gowns ctc,
and that's only for us (This relates to a subject that no doubt will be
broached in the magazine inferring that most positive Haemophiliacs
wilnt 40 be women,) anyway we attended, the evening went weli and
finished, albeit quite early on a high note with everyone fooking
forward to Seville,

The next day we had arranged to hire a car and drive the short distance
{ycah rite} up the road to Quebee, it amazes me how anything in Norh
America is *just up the road™. We had arranged o collect the car that
morning and strolled in 1o Budget o collect said vehicle, first problem,
since my early retirement T dor't use eredit cards but on travetling on
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my own I thought it was necessary 10 get one, only thing being
I had forgotten {o authorise it before leaving biighty...the
ultimate embarrassment, it was refused, © not yet valid” was
this how the day was goiag to go.

Luckity one of our number had both credit card and driving
ficense oa there person but defiantly did not want to drive, so
car paid for keys in hand we buadled into the car like the
anthifl mab, 1 slipped it into drive and we screeched out onto
the highway, still not quite convinced we had taken the correct
car, still no one ran after us so what the hell,

Now we had two navigators sat in the back, and I was
suddenly taken back to when my estranged wife and 1 used to
deive abroad, there is something inherent in the female of the
species (sorry not trying 1o be sexist) when giving direclions
that they te]l you 10 turn when you are doing about 70 and you
have (o cross 5 lanes of traffic to get to the junction which is
about 10yards ahead!!!!

Needless to say we missed the junction, we ended up taking
e scenic roule, stifl it's only “up the road”. We decided to
keep the St Lawsence River on our right and we couldn’t go
far wrong, We went through quite a few picturesque little
towns and decided o stop al a truck stop for breakfast. Here
we took 2 look on the map, this sharl trip up the road suddenly
looked something seminiscent of the Paris —Dakar, still we've
ot 24 howrs to get the car hack.

We eventually pot on the interstate, heading in roughly the rite
direction, 1 set the cruise conteol and we were of.

| think if was about 4 howrs later we arrived in Quebceg, all |
new was 1 had seen a picture of a castic that looked nice 50
fets find it. Bad move seally, [ think Quebcee must kave more
castles than Disncyland, We did find some interesting places
however, and fuckily found a car park in the middie of town,
which was as it terned out quite convenicnt seeing as though
Quebec to a Haemophiliae with a dodgy keee wis a cross
between San Francisco and Mount kilamanjaro {yes it was
very hilly).

We must have been down every street ally road lane and
anywhere clse you could think of, butits a beautiful city and
weli worth it. By the time we got back to the car T required at
teast one knee replacement, 2 ankle jeints and a bottle of neat
oxygen, and don’t ask me why, but { suggested going further
on 1o see the water fall rumoured (o be 30 meters higher than
Nizgara.

{ was taken up on the suggestion (aghhh), we hit the interstate
once again, luckily by this time one of the navigators sitting
behing had sussed out that you don’t eross the Ted traftic
fights....many thanks that’s obviously wese 1 have heen going
wrong all Ihese years!ih,

We drove for about 30 misutes (whikst T contemplated how
tong a UK citizen would get for manslaughter of one of his
passengers, and how deep the St Lawrence was) when we
reached the falls. They were impressive, with a cable car
climbing the clifl face to restaurant on top. We decided to eat,
probably a bad move in hindsight, there was & wedding going

on at the sanie (me, and the restaurant was basically dress for

dinper type...we hadn’t,

Now we got there at about 7.30 1 think, and the cable car (the
only method of getting home) elosed al 9.00 sharp, ta say that
this restautant was not the speediest of cating establishments
was at Jeast an understatenent, it got to around 8.30 and we
had just been given the main coursc. By this time I was
cantemplating the trip home and wondering when my “second
wind” of energy would starl, (it had to be soon), '

Any way | decided to leave and grab the cable car and skip the
goats cheesecake, after ali these goats are quick on there feel
and it could have been at keast another two or three hours
before they were mitked!i!!

AlE safely at the car park and the cable car now cloging for the
night we wandered towards the car, now when we picked itup,
the very nice lady said lake the RED one, well this was about
as close to red as, the pope is & rabbi, still the keys fitand
we've got to get home, sod it to late now aiyway.

Rite everybody in “doors to manual” us they say, and we are
off again, now [ was honest and did mention that [ wear
glasses at night because 1 have poor night vision, this was
greeted with laughter from (he rest of the explorers, well
warned them,

Headligits on, in fact all the lights 1 could find 10 swilch on
{every litde helps), we sl of back on Lo the interstaie towards
Quebec. ... into Quebec..... out of Quebec. around
Quebee....you get the picture, yes the navigators were in finc
harmony ielling me this time on a six lane carriageway (and 1
am in the sixth lane), yes this is the junction coming up, yop
there it goes, now | did suggest that although the vehicle we
were in did have approximately 12 airbags T thought it was
prugent nof to use them just because they were fitted {perhaps
thal’s just me, 1 am ofd fashioned).

After seeing Quebee and the surrounding wilderness several
times on the way home

“The interstate for about 2 hours, when | herd a noise, now this
is were 1 have 1o be very caseful because it's not like me to
offendt14! But the noise turned out to be one ol our navigalors
snoring. Now it was suggested to me that we did an
emergency stop, but people who know me, and know that I am
2 kind humanitarian wouldn't do such a thing, and anyway this
person had there seat belt on so i would have been a waste of
time.

Now [ don’t know what time it was when we reached
Montreal, 1 think it was about 2.00am or something...and by
this time [ wanied something to ¢at. T had my second wind,
and [ was now On a misSion. .. it was to hunt for junk food, it
was casy really, we swerved into the “golden asches” restau-
rant, (1 was told this description of McDonalds by a fellow
passenger and found it amusing, thanks E.R} were [ pulled up
at the microphone and tricd Lo order, for some reason we all
stasted crying with Jasghter, which 1 think somewhat annoyed
(he atiendant, especially when 1told him 1 didn’t want the
drink that comes free with the meal,

Well we are off on the final feg, Pyve caton end full ol energy
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Fram day one we have had a ‘lempestuous’ rejationship as Paul fikes 10 put
it. We did however hit crisis point around Christmas and had to realy
decide whether Lo work at it or call it a day. Well, here we are....very
happy most of the ime , and a great fittle famity unit. We have learned o
laugh at our differcnces and most importantly to walk away.

Anyway, back Lo the weekend, so therefore thinking I’d resotved most
issucs, come o terms with almost everything, Farrived in Coventry,

Wowl!,..d thougt...nice hotell

We, the cight partaers who atended were given a rin down of the proposed
agenda for the weekend and intreduced to all the ‘professionals’ present
and the facilitator, Fran,

At this very carly point 1 was surprised 1o find myself feeling
anger.,..about how the whole situation with HIV and hepe, et bad
occurred ,..and feeling this anger directed to those ‘professionals’ present.

So, we all introduced ourselves and had o say what if any were our reser-
vations over the weekend, Well, T decided to say how | feit and that
whereas | wouldn’t physically attack anyone, they coudd be inline for some
‘constructive’ criticism., ..ha!

What pleased me the most was that 1 could see the other partners nodding
in agreement when I said how angry | felt aboul everything and how let
down we ali had been by the system, including the Trust, the Seciety and
the medical profession.

All that off my chest, I felt much better....

Lots of issues did indeed come up in discussion groups, such as lack of
information/honesty from healtheare professionals. This was quite &
“biggy” for most of us and due to an ‘oversight’ on the part of the facilita-
lors inviting three members of one pastners health zuthority , we kicked
them out for that discussion.!

We said how we were sick of being Hed to and treated by many as if we
were idiols with no understunding of our pastner’s health issues. All of us
shared at least one story of a bad expericree with such professionals, there
were also 3 few positive stories but unfortunalely they were thinner on the
ground!

Isulation was a huge issue for rearly all, as most familics affecied by hiv
scem o live double lives with few if any others knowing the situation
outside of their immediate relations.  For myself, this is not an issue but it
deeply saddened me to see the problems such couples/families face, such
as having to invent cover stories for illness and hospital appointments,eie.
More irmportantly though is the fact that such peaple often have no-ofic 1©
ik to or share things with,

The group of us decided that we would ali like 10 keep in touch for this
reason....even for those of us who don’t Jead a double life it was such a
relief 1o meel others who know what its all abowt and share many of the
same worries, fears,etc, We also decided that we wanled 0 have a voice!
As partners we often {eel that our needs are overlooked. For example, we
do not get ‘our own’ allowance from the trust. Many of us are stuck in the
benefits trap and cant afford to go back (o work, cven part-time. We get a
grant for a taster session of aliernative therapics, but then kaving decided
that we like it and it Bas helped us, we can’t afford to carry on with it!

(I subsequently found out on my return to Walsall that we do indeed have
representation on the Partnesship Groep from three partners! For some
reason, this wasn’t mentioncd, but the more of us the bedter?)

Needless to say this became a very emolional discussion with many tears
and tissues.

Another discussion took place about 'preparing for death’. 1 didn’t atend
this one so cant really say much about it other than those present said it
was very good covering many of the practical issucs such as, wills,
property,etc that are sometinmes difficull to discuss objectively at home.

As a group of strangers{mostly), we all got on really well. T don’t think that
there was anybody that didi’t gel. There was a wonderful atmosphere of
warmth and suppori which was probably the best thing aboul the whole
weckend. The opportunity (o discuss and share so many feelings that are
for the main part kept bottled up whilst at home sa & not 16 upset our
partners or give the game away to others was the best medicine we could
have been given.

[ don’t think we all realised how stressed we were or how much pressure
we are al imes living under until we had this chance to let it all out,

[ know that Tor mysetl, | didn’t expect to cry or feel so emational o much
of the time, It was an unexpected reaction, and my god...did Tever need it}
All that combincd with the afternalive therapies we bad, aromatherapy and
spirituai/reiki healing left me foeling very physically relaxed but so
emationaily drained that T could have spent at least the next two days
asleep!

Fran and Babs were great fun to be arownd and I have to suy...nice people,

despite whao they work for!

The other professionals present were also very affable,

The only criticism } have about the hotel was that 1he food was bloody
awful!!t T'li never eat fish again! '

I do net feel that | have covered oven half of what happened, but before |
sign ofl | would like to appeal to other partners oul there Lo Lry and atiend
the next ore. il the only

thing you {(ake from it is the

knowledge that you arc no
longer alone then jU's worth
it}

So, having got much off my
chest, made some {riends and
recharged my batteries [ went
home. As great as the
weekend was in many ways
it was wonderful to see my
son and the man [
love....cven though 1 had
only been away for sucl a
short time. How sad am 1Y

AN OTHER PARTNER
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TOUSHIT ORNOTHAT 1S THE QUESTION

Over the last year of so [ have been meeting many people with
hacmophilia and HIV/HCY, discussing shared challenges and
problems. Whilst this has been of mach benefit 1o me 1 have found
one aspect of our fives that is very different. 1 was surprised that
most of the guys {and they ak are) that | chat to have taken the
decision to use as little blood clotting treatment as possible, 1 say
surprised because 1 use factor on a prophylactic basis and made the
assumption that many other people did the same. Although 1 don’t
stick a needle in my veins Tor fun | am determined fo never again
cxperience the pain and frustration {hat comes with a blecd.
Therefore 1 injecl myself every other day in order 20 live a bleed
free life. | would like 1o state at this point that T recognise each
individual’s choice around their treatment options and am not
saying my way is right and cthers wrong, it just interests me.

Tramically ] was just coming (o terms with hacmaphilia when 1
was diagnosed 111V+ at 29 years of age. Yes it took mic 4 long
tirme and it was a struggle but | had finaliy realised that 1 did nog
have to put up with the pain of a bleed and had begun 1o treat
myself and tatk to otlier people about my condition. [ used 10
five with bleeds as [ had done all threugh my childhood and
refused to use factor uatil it was too Jate and the pain had begun.
Learning to treal myself on a prophylactic basis took most of it
pain and uncertainty away and [ probably went tao far the other
way, ireating myself more than [ needed to, it became almaost an
addiction.

When | was todd | had testcd positive for HIV I don’t remember
treating myself jess atthough that doesa’t mean | didn't worry
about what was in the syringes at the time, [ did. With the lack
of knowledge and support from my centre at that time § just
assumed it was too Iate to do srything, the bad blood had got
into me and what harm could [ do to myself now. The centre
staff stuck to the mantra of the benefils oulweighing the possibie
dangers, no mention of HCV of course, they just let history
repeat itself. 1 do remember being given heat-treated product
when it became available and feeling relieved as | assumed this
was totally safe. Well 1 say assumed, | was told it was. And now
1 am battling to get recombinant faclor as everyone says it is
better, 1f you look at the issues closely though recombinant still
uses human cells or it would not work properly. So, whats the
difference? A new recombinamt product is due out spon so those
of you fighting for this product beware when you get it; it could
well be the old one that nobody watls!

As | said earlier many of the men | falk to have made the
decision not to treal themselves for many reasons, They reason
that their lvers have (o put up with enough abuse already from
the anti HIV/HCV combinations and [ can understand that. Also
1he tisk of further infection with varying strains of HIV and CID
are constant worries although our Doclors say ils safe to use
nowadays. Well, will we ever believe them again? 1t is nol very
nice injecting yoursell with crap as we all know and it 18 4
constant reminder of what has happened and may happen in the
future, | wonder whal it is like for those of you with inhibiters, if
1 think 1 use a lot of factor Christ knows how you ajl fecl.

[ know that my centres policy with newly diagnosed children is
1o encourage treatrment and most parents accept this, [ sincerely
hope that kids bornt with kaemophiliz don’t hiave to go through
the pain | experienced as a child but wender if those parents
would stil want their children wreated with factor if they had half
an hours chat with one of us. Some women carriers still have
terminations if a scan shows they are pregaant with a male child.
How does that make you fec!? So, I woulkd! be intercsted in other
peoples feelings about this, how ofien do you use factor, how
sale do you feel abaut your product, do you stili get bleeds, ts
recombinant the saviour, write in and let me know.

In closing 1 would iike to say that although T still stick that ncedie
in me 1 feel weird every time Fdo it, and abways wonder what
they will find in me next.

Please send all comments to

Richard Oakley@birchgrovegronp.org.uk

Being very new to aclually meeting face 10 face with the MEFTas for

s0 many yrs you only had aceess 1o anyone via fhe phone,my excite-
ment at the prospect of actually being able te have a proper voice For
the fitst time was isitially exciting, This excitment did™t Jast. I was as
if the ghost of John Willlms still pervayed over all,a favourite line
he frequently spouted Tf registrants find ot about something they
can claim for they will claim regardiess of need” Peter stevens is
wilhout doubt a very well educated man alihough F'm unsuee as 10
who's best interests he has in mind.

Mr Stevens was granted a meeting with Lozd Hunt to explain the
MPT was going lo have to spead more money quicker in the very
near future,Lord Hunt was concerned that this may cause problems
although he would look imo providing the money. WHY oh WHY is
Lord Hunt 5o overly concerned thit registranis are asking for some
form of help from the MFT when there maybe a Jocal authorily, or
even ancther charity we could scek assistance from first2.Should we
really have to do this 1 wonder.Approaching the MFT even now is
hard enough wilhont the thosght of having to go elsewhere. Wont
some one please prolect our annonimily from organisations we
shouldn't’t necd 1o contact and disclose our stalus,thus saving any
unneeded siress and worry, PLEASE

Each and every registrants circumstances are going lo be different,we
are after all individuals with many and varied changing needs.If Lord
Hunt feels the Govi dept hasn'Ct kept a closer cye on the way the
MPFT has spent monics,so mach so he is thinking of putting i a civil
servant to fook in1o this as scon as possible.

Perbaps Lord Hunt feels we shouldn'e't still be here,let alone asking
or even pleading for our voice and needs to be met. Fm sure more
regisirant would giadly meet with the MFT Trustee’s 1o telk given an
opportunity.So many issues are being discussed,sadly 1o hear Peter
Stevens comment upon how we need (o streamling the amount of
registrants for furibier meetings duc 1o the expense was disappointing,
“The lights maybe oa al the MFLbut is anyone really paying any
altention,or are they just working hand in glove with Govt Dept's to
cut back s much as they can. Thus making life more complicated and
frustrating than actually needs be.




