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HEP C LEAVES Why Genotype??? Diabetes Drug Rezulin
by Marjorie Harris 3
SUFFERERS VULNER- by icieln Warning
ABLE STU DY F|NDS www.junction.net/hepcure

’ From HealthCentral athttp://www.healthcentral.com/

Researchers at St. Paul's Hospital say thei “Why genotype?” This is a common questioff\s/newsfulliext.cim?ID=10898arch 26, 1999
findings show those And the question that goes hand in hand with thigqera officials said they have linked 38 cases of
with the disease are eight times more likely to is — "Why can't | be genotyped in Canada?”  acyte liver failure to the diabetes drug Rezulin
be seriously ill. Here are some answers: and believe the danger of liver damage increases
1.) Availability:

. . over time as patients take the drug.
In Canada, genotyping has not been readily avails,eral doctors told the FDA scientific advisers

able to the public through the medicare systemyigy Rezulin helps many of their toughest diabetes

; i bt ti the USA, genotyping is more available but Cstients, and the benefits outweigh the risk. The
lik lPeopLe with hep?tlt_lus (; arehelght t'_T]eS mqgi"nly not universally available. In Canada, ge'%rﬁggestéd that only perhaps 45 p?ercent of Rezuli);
(lj_ey 10 be extremzy " than © OS% \glt ﬁmftqgging is usually only done when a drug studyytients are getting the proper liver testing to de-

Isease, says a study commissionec by the le f’Hg done, e.g., consensus interferon etc. ¢t problems in time to treat them.

government to help it decide how to divvy up 88 \yhat Information is Gained from Genotypin : -
controversial compensation package. 2 YPINGPhe FDA called a highly unusual safety meeting

esearchers have long recognised that patigpls;se of the alarming finding that some patients
1he study, conducted by the Centre {fy respond better to current therapies dependifi ook all those pregautionsg still died frcr))m se-

?gSE%S)E\;?lg?ti%r;uringosczgfog e”s1e fSireS;wO their genotypes. However, other factors, syehls jiver toxicity that arose just weeks after they
: ospial, - 98€ viral load, the persons own genetics, RQy passed a liver test
ever to measure the quality of life of hepatitis: p :

sufferers. iffections, stage of disease and more, also defefen Rezulin's harshest critics, however, don't

It may seem self-evident that those with t ine the effectiveness of treatment. expect the advisory group to take the drastic step

. . . enotypes are geographically distributed—thatecommendina that Rezulin be banned.
disease could be sicker than those without, QUly oy weng' to be different in different parts of g

one of the study's authors, Dr. Martin Schechmr('3 world. Sometimes you can guess when you

said there is an erroneous perception in SOCIEN - e infected by knowing your genotype—

that most people Wml hepatitis_C don't S‘%“f bu were travelling in South Africa and now y
from any symptoms. “People will tell you it

o ve genotype 5, rather then the predomil
only a small minority of people who ever sufferggl «v A merican 1a and 1b

symptoms,” said Schechter, professor of epidgy, gifferent risk groups ‘tend’ to have diffe
rmology alt UBC. Whatl this study says to Mt genotypes. It has been noted that the maj
IS .. a lot more people are more symptomafiC,y; qruq users have a different genotype (

than we think.” . from most of the blood transfused (1a & 1b).
Last summer, when Ottawa was grappling Wét%

By Lori Culbert
Vancouver Sun

Muriel Colli

By Jean Day

fMuriel Colli passed away on cflarch 29, 1999.
8/1; was one of ou't ﬁ‘ut mgm.be‘u, and at-
tended meetings ﬁu‘tlxﬁdg. Bhe was at our
dfebruaty 24" meeting. Hhe is survived by her
son, da.ag/ttet, gtandc/lildten, and  special
friends. cfluriel xetired from &afeway after
28 years, and was a good [Jriend to many. We
will miss her..

h inted-blood victi h Response to Therapy According to Genoty,
ow to compensate tainted-blood victims, the stu notype 1's tend to not respond to treatme!

was commissioned to help federal and provinq' dily as genotypes 2 & 3. The difference in
governments decide how to distribute aid. sponse can be quite dramatic; for instance

In December, following nine months of ten dy on consensus interferon’ reported an’:
negotiations, a $1.1-billion compensation deal WaSphonse rate among genotypes 2 & 3 and a
struck between governments to assist the thous%qp

. . 8 response rate among genotype 1.
of victims who were infected between 1986 an wever, remember that other factors, suct?

1990. It allows for a range of settlements, frQM.| |0ad and disease stage. play an impotll g
$10,000 to $225,000, depending on the level Etin response Lo treatmen% » Play an 1mpory Yol gl Bob Ouchi
" al o z

: . veldl
sickness. About 800 BC residents would qualify Eps Should Patients have the Right to Know Tl
the deal. But the Hepatitis C Society, which repf?énotype? f v o ;
sents some victims, has panned the compensafjga_~, my opinion, it is a very important part | /:;:,/:: ; . /moiugtg;ti‘::’/;agez ﬁths tf:}

package as too small. The Red Cross has offer ; ; ; i
ki éoplcture. The risks and side effects of cur} plant, but came back with an infection and

sweeten the pot by another $60 million in excha rapies definitely justify the cost of the pati |
for victims forfeiting their right to sue, but that of; passed away on Saturday. We will miss him.

eing able to weigh out the “Risk-to-Benei!
fer has also been criticised. 9 9

) ratio before embarking on treatment. For insta | Sharon, HEPLIFE March 16, 1999
(Continued on page 7) (Continued on page €]]
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Q  Fust wanted the Foup to know that we lost a
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DONATION FORM

Please fill out & include a cheque made out
HeCSC - Victoria Chapter. Send to:
Hepatitis C Society of Canada
Victoria Chapter
926 View Street
Victoria, BC V8V 3L5

Name

Address
City: Prov. _ PC
Home ( ) Work ( )

One Year Subscription: Donatié10.00
Member of:

Victoria HeCSC 1|
Vancouver HeCSC 1
Okanagan HeCSC 1}
Other 1l

"I cannot afford to subscribe at this time, but | wo
like to receive the newsletter.

| am applying for a grant." 1|
"l would like to make a donation so that others r
receive the newsletter without charge" I}

(A limited number of newsletters will be availal
free of charge at group meetings, as well.)

COMING UP IN BC:

gastlegarlGrand Forks/Trail Contact: Robin, 365 Prince Rupert Contact: April, 627-7083.
6137. Quesnel Contact: Elaine, 992-3640.

Chilliwack - Contact: David, 792-3467. Richmond Meetings: Fourth Tuesday of each montlf, 7

Comox Valley Liver Disease Support Grougto 9 PM, Westminster Health Unit, 7000 Westmingter

Meetings: Third Tuesday of each month, 7 F Hwy., main floor, room 3. NEXT MEETING: May 25tj.

downstairs, Island Health Unit building. NE> Contact: Carmel at Richmond Health Unit, 279-4069

MEETING: May 18th. Contact: Ingrid or Nicky, 33 . . .

1711 or Jeanne Russelhus96@island.net Sunshine Coast Meetings: First Thursday of eagh
month, 7:30 PM, Coast Garibaldi Health Unitjin

Cowichan Valley Hepatitis C Support Servicess in Gibsons. NEXT MEETING: May 6th. Contact: Kardn,
desperate need of a meeting place. Contact: De gg5-6413karen felske@sunshine.net
748-5450, dduncan@olink.net or Leah 748-
3432,r_attig@bc.sympatico.ca

ch
hnd

y
66,

Vancouver CLF Meetings: Second Thursday of ea
o month, 7:30 PM, Nurses' Residence of VGH (12th
Enderby HepCURE Meetings: Last Sunday of ea peather). Signs will direct you. NEXT MEETING: M

month 2-4 PM, for High Tea, The Raven Gallery, 131, contact: the CLF, 681-4588 or Herb, 241-7
George St. NEXT MEETING: May 30th. Conta HMoeller@compuserve.com

Marjorie, 558-7488 www.junction.net/hepcure/inde
html

Vernon HepCURE Meetings: 1st Tuesday 12-2 H
and 3rd Tuesday of each month, 6-8 PM, the P4
Place, 3402-27th Ave. NEXT MEETINGS: May 4th g
May 18th. Contact: Marjorie, 558-7488yww.junction.
net/hepcure/index.html

ople

Kelowna HeCSC Meetings: Last Saturday of ea hd

thonth, 1-3 PM, Rose Avenue Education Room
Kelowna General Hospital. NEXT MEETING: Me
29th. Contact: Michael, 860-8178

eriseley@bcinternet.com Vernon HEPLIFE Meetings: 2nd and 4th Wednesd

y
Nanaimo HeCSCMeetings: Second Thursday of ee Of €ach month, 10 AM-1 PM, The People Place, 3
month, 7 PM, Health Unit-Central Vancouver Isla 2/th Ave. NEXT MEETINGS: May 12th and May 26

665 Grant St. NEXT MEETING: May 13th. Conta Contact: Sharon, 542-3092jgrant@attcanada.net

Helen, 245-8759. Victoria HeCSC Meetings: Last Wednesday of ea
New Westminster Support GroupMeetings: Secon month, 1-3 PM and at 7-9 PM,STEVE
Monday of each month, 7:00-8:30 PM, First Natic ORCHERTON'S COMMUNITY OFFICE,

Ly
02-

DISCLAIMER: Neither HeCSC nor thehepc.bullcan endorse an
physician, product or treatment. Any guests invited to our group
speak, do so to add to our information only. What they say shoul

doctors. The information you receive may help you make an info|

any therapy or therapy protocol. The opinions expressed in this news
are not necessarily those of the organisation.

necessarily be considered medical advice, unless they are meg

decision. Please consult with your health practitioner before conside

Urban Community Society, Suite 301-668 Carnar 2736 QUADRA (at Hillside) NEXT MEETING:
Street, New Westminster. NEXT MEETING: Miay 26th. Speaker: Lynn Mori from BC Transpl

10th. Contact: Dianne Morrissettie, 525-3790. Society. Contact: 388-431tiepcvic@pacificcoast.net
Parksville/Qualicum  1-291 East

<

iC

el

"
Island  HWy \yhite Rock Support Group: Meeting Room #2, Pead

IParksville. Open daily from 9AM to 4 PM, M Arch Hospital. Contact Lisa Peterson at 538-8704
Contact: (250) 248-5558bamford @island.net pria. '

%

SUBMISSIONS The deadline for any
contributions to the hepc.bull is the 15th of each
month Please contact: Joan King-Diemecke

(250) 388-4311joan_king@bc.sympatico.cBarlene

V7P 233, hepcbc@home.conor C.D. Mazoff at

squeeky@pacificcoast.net

in the interest of space.

ADVERTISING: The deadline for placing
advertisements in thdepc.bull is the 12th of each
month. Rates are as follows:

$20 for business card size ad, per issue
There will be a maximum of 4 ads in each issue, g
the ads will be published if space allows. Paymg
will be refunded if the ad is not published. Ads
also posted to the Web.

Morrow at 1203 Plateau Drive, N. Vancouver, B{

!
The editors reserve the right to edit and cut artic|e

1

Penticton HeCSC Meetings: Second Wednesday
each month, 7-9 PM, Penticton Health Unit, Bo
rooms. NEXT MEETING: May 12th. Contact: Lesl
490-9054 bchepc@bc.sympatico.ca

)
I yyyy!

<
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: REPRINTS : condlences go for
# Past articles are available at a low cost. For a lis loss of her beloved hustand.
= of articles and prices, write to thehepc.bull via
™ Darlene Morrow at 1203 Plateau Drive, NJ
n V. BC, V7P 2J3hepcbc@if d. . .
E: ancouver, BC, J3hepcbc@iforward.com E: HOW TO REACH US
EDITORS: TEL: (250) 388-4311
nd Joan King-Diemecke joan king@bc.sympatico.cq
hts PPy Darlene Morrow hepcbc@home.com
e http://www.geocities.com/HotSprings/5670
C.D. Mazoff squeeky@pacificcoast.net
Victoria Chapter HeCSC acknowledges the
personal donations, donations in kind and memoriall vICTORIA HeCSC OFFICE : TEL: (250) 388-4311
donations received to date, and the following fo hepcvic@pacificcoast.net
discounts, donations of services, or equipmen http:/Awww.pacificcoast.net'~hepevic/hepcvic~1.htm
Monk Office Supply. CFAX 1070 Radio, Apple
Canada, Pacific Coast Net and Island Internet, Inc.
X ! . L hepcan@egroups.
Mid-Island Realty, Questar Holdings, Unity epcancredrodps.com

Business Machines Ltd., Microsoft of Canada, Ji
Pattison Group, Society Press & Graphics, Parado

Computers, and CompuSmart. We also wish t
acknowledge an anonymous agency which h
generously supplied us with government surplu
computer equipment.

Reminder: Any change of address, phone numbg
or postal code, please let your phone contact (in
Victoria) or your chapter secretary know ASAP
HeCSC Victoria Tel. (250) 388-4311
hepcvic@pacificcoast.net
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*'| SQUEEKY'S CORNER

POINT COUNTER POINT

April 14, 1999

To: The Editors of thaepc.bull.

Your publication has become a soapbox for
Editors to attack the Society’s National Office ¢
the Board of Directors. In your April 1999 iss
you failed to fulfil your responsibility and duty
provide balanced commentary on issues you
contentious.

| am certain that your readers would li
to see your Editorial policy and the process
follow in presenting both sides of issues. Your ci
mentary on the Society’s unaudited 1998 Anr
Statements was shameful.

We sent the statements to the Vicl
Chapter to support their application for fund
from the B.C. Employees Union. Without any
quest for explanation on their content you publis
your own interpretation. Annual Statements
always reviewed at the Annual General Meet
This year it will take place at the end of May.

You published David Mazoff's letter col
taining seven demands to the Society but did
include the official response from the National
fice. It is inaccurate to say that National ignored
request.

| was shocked to see the lack of resy
shown in the Emperor Cretin cartoon. We h
built our excellent reputation by treating individu
with respect.

For a newsletter that is distributed us
funds donated to our Society we expect that
follow suit. There is good content in your publi
tion. Well done. With balanced commentary
can improve it further.

Yours sincerely,
Jeremy Beaty, Chairman

For the Record:

Squeeky’s responseOur publication became p
litical only recently when we began to listen to

voices of persons with Hep C from all over Can:
who felt frustrated and betrayed by the BOD.

have tried alternate channels for almost 2 years
we feel that you have not listened to those you \
elected to represent, so we made the decision 1
responsibly and inform the community.

We sent registered letters in order to ensure
received our requests, since we rarely got a r¢
let alone a prompt one. And as to the 7 deme
they were the response of our Steering Commit
to your response to our registered letter. In
opinion your response was an excuse to contint
before with what we have now come to believe i
irresponsible and uncaring policy.

As far as the financial statements—they are
deed necessary for our funding application. Th
you. But if they are inaccurate (i.e., unauditec
hope you have a good explanation for the gov
ment auditors. We obtained the financial statem
to stop HeCSC National from claiming funds

which it is not entitled. We have been fighti  will not subsidise it.
this for almost 2 years, and the situation
never been settled until now, with the fund
agency telling HQ clearly that this money is
BC use only. We feel that it is shameful t
with an income of nearly $300 000, HQ sho
be asking struggling chapters for funds inst
of the other way around. We have repeat:
asked for your input both in the form of wor
and money to this bulletin and other educatic
projects, and the usual answer has been
ANSWER, or “Wait.” In our opinion, you ha\
apparently only complied with our reque
when claiming or seeking some kudo for yo
selves. | have often asked HQ to contribul
regular column because many members
abandoned. If you look at your own regulatic

and your own publication record, you have (
tainly been weak in this respect. APOLOGY AND COMMENT ON

On behalf of all Canadians with HCV, | a LETTER TO THE EDITOR BY THE
that you reconsider your policy, and listen CHAIR OF THE VICTORIA STEERING
your members. COMMITTEE
First, | would like to apologise to anyone who
nd the “Emperor Cretin” cartoon offensive.
It seems that if anyone questions the Board
they either have an “agenda” or are guilty of an
“attack,” something | have been accused of my-

If one questions the possible influence of the
government due to the fact that it provides fund-
ing, one is accused, in the media, of being some-
body “who doesn't give a damn about anybody
else but themselves.” People who are living what
might be the last year, month, day of their lives
certainly don't give of their time and money if
they don't give a damn about anybody else but
themselves. Somebody has to get the information
of what has been taking place out to the member-
ship. In my opinion the Board has become noth-
*HeCSC supports and encourages the |ing more than a self-perpetuating dictatorship.
lishing of chapter bulletins. | was stunned when | learned, agcident, of
*HeCSC publishes only one official Socie the Board’s decision to accept the services of a
Newsletter. lawyer who imposed such restrictive conditions
*If the chapter bulletin is published under 1 on our ability to fight for justice. We looked to
name of HeCSC then each issue would the Board and the Society to act in our best inter-
clude a disclaimer that HeCSC is not resf ests. In my opinion, those of us who were infected
sible for the accuracy of the articles. outside the phoney “window” period were
*If the chapter subsidises the bulletin, tt stabbed in the back and written off by the very
each issue would include a statement Society we trusted.
HeCSC financially supports the costs of What about the Society's RESPONSIBILITY
bulletin. to inform the members of these conditions before
*The National office of HeCSC will contrit acceptance? How many members have been in-
ute a column to each issue of the bulletin. formed about this decision which had such an im-
*HeCSC will have no editorial responsibili pact on their lives? If we have such an excellent
for the content. reputation why have we been treated so badly?
*The bulletin would not be used to air a Lack of Respect? Respect? How much respect
differences or criticism of the Society, T has been shown to us? The Prime Minister in-
National Office, the Board, any Chapter sulted us under the cover of Parliamentary Privi-
individual. Communication on differenc lege. The Health Minister led us around by the
would be discussed and resolved througt nose for many months with false promises. He
ternate channels of communication. stated at one time that “these poor people should
*Any member has the freedom to publish not be forced to go through a long legal process,”
or her own bulletin independently of HeC< yet when | spoke to him face to face regarding the
However it will not purport to represent t plight of those outside the phoney “window” pe-
chapters or the society. The National Ofi riod he said “The courts may decide differently.”
will not contribute a column and the chap In other words, “Sue us.”

As far as the financial statement goes, | believe
that head office has the obligation to provide all
of its members with these statements. If this is not
the current policy, | hope you will change it at the
upcoming AGM. As Treasurer of the Victoria
Chapter, | always provide our members access to
our records.

You will be pleased to know that as of this date,
the three editors unanimously have voted to ap-
prove inclusion of your article, and no one in the
steering committee has submitted comments.

| appreciate your interest in our Chapter and in
the bulletin.

Ron Thiel's Response

Joan’s ResponseDear Jeremy, as you kno fou
the Victoria Chapter publishes theepc.bull,
therefore, anything controversial is review
often not only by the editors, but also by
steering committee, and published if the ma
ity vote to do so. | don't like to do things wit
out consulting the others, nor do the other
tors. Our steering committee, elected by
members, represents our members. We hay
editorial policy, to date. We discussed one v
head office a while ago, at one of the times
were discussing the newsletter. Here is the
icy that was proposed by head office. | dr
know if it was ever approved, since we rece
no minutes of meetings, and have no repre
tation on the Board:

hepc.bull

May 1999 Issue No. 12 Page 3

NEXT PAGE



The Hepatitis Strategy
for BC, Part |

Report by Darlene Morrow

determine the impact of interventions.

dinally track individuals and populations

Near Real-time CQI Model

i -clinical guidelines to optimise individual care
Dr. Krajden, from the BC LCDC, recent _pyplic health guidelines to optimise populati

moved here from Toronto. His speciality is the 1 cgre

lecular detection of viruses. He has been chost _gptimise services

A presentation was given by Dr. Mel Krajden to the V
couver support group Thursday March thd"11

-data must be transformed into information -incidence

-prevalence

-mechanisms to alter practice and optimise ¢ -benefits and limitations of interventions

-a seamless electronic patient record to long -current vs. projected costs

-criteria developed for healthcare intervention
-political drivers

(To be continued next month)

spearhead this third attempt at getting the Cent _jrformation technology is the glue to hold th
Excellence for Hepatitis going. The initial conce together. We need to connect the data and tr

with the original proposal were: form it into usable information.
-not comprehensive enough

-treatment versus prevention
-was there full use of existing resources
-focus on physical structures

A Comprehensive Hepatitis and Blood-boj
Pathogen Data Management Model

Disease: -labs;-provincial labs;-CBS

Risk Factors: -blood;-sexual transmissio
What we want is to improve the care of pecyertical transmission:-IVDU

with hepatitis. We must: Optimise Outcome:-individual and a popul
-maximise resource utilisation tion;-collect, analyse, and maintain dat
-provide a correct balance between treatment maintain specimens

prevention Public Health Issues:-surveillance;-outbreaks
-continuously improve treatment/preventi
through education and research

-develop multi-disciplinary healthcare delive We must use information technology for prd
systems which build on previous experience ess improvement. We exist in silos—servig

In BC there are between 6000-7000 cases of | &€ increasingly multi-disciplinary. Motivator
discovered per year. This is much higher than @nd fundamental - characteristics of peo
national average. Hepatitis B in BC is four tin (St&tus, appreciation, and power) will NG
the rate of the rest of the country although we I change. We must potentate a solution to usg
to see a decline in the number of acute cases ¢ formation technology.

the introduction of &ccine programs. BC can be 1- communication .

the forefront of this movement. This requires: -integrated 800 help line

-a comprehensive, coordinated and integrated t -web, fax, letter, newsletter
titis program from BC 2. connect existing databases

-participation of key players 3. pilot seamless electronic patient records

-more resources for eachobd borne pathogen - 4. streamline healthcare delivery processes
have its own centers of excellence hence the C Why hepatitis and blood borne pathogen a
will cover all forms of hepatitis and blood-bor model?

pathogens. -complex care issues

Current health care delivery is fragmented. It | -Krever and blood system

vides limited information for decision making f -resources intensive testing

****Data Management is a key factors****

Darlene Morrow

| have done an exhaustive (read exhd
ing) search on ibuprofen and HCV. The I

List-
ot-

tom line is that there is not much evidefce

to support drastic action. What | have b
able to find is minuscule when you look
other drugs and HCV. | was very surpris
to find a lot of problems with diclofena
induced hepatitis that looked very serig
In my article on pain management, | m
tioned this anti-inflammatory. In the light
this research | think that a warning sho
be published.

What | did find out about ibuprofen is it
very bad for the kidneys, and it also cau
some visual problems. So—we know t
drugs are bad for the liver. That is a giv
Some are worse than others. Certainly

N
"

a)

is
ed
hat

ben
at
ed
LS.
bN-
Df
Lild

n.

the

case for ibuprofen should be investigafed

seriously. | must say that Paxil also distu
me because it is a widely used a
depressant that has also been assog
with hepatotoxicity and death. And again
is only isolated but ....

patients and populations. We need infrastruc -model to test infrastructure

rbs
hti-
ated

it

management of resources, allocation and teac -rapidly changing technology and therapies
Policies must be set. Analysis of data must be -active community

formed. Outcomes must be observational anc -limited number of health care providers
clude clinical trials. Guidelines must include + -broad learning and teaching implications
services, physical, laboratory, psychology, phar
cology, inpatients and outpatients . We must |
standards across the board.

The Components of a Comprehensive Program
A. Prevention

1. education; 2. Immunisation; 3. public health
survey index

THESE MUST BALANCE WITH:
B. Treatment : 1. therapeutics; 2. services Workflow Efficiency

Why change? -streamline test ordering and filling out forms
Information technology and scientific advan -allow longitudinal result viewing

have given us new knowledge in diagnostics, th

peutics and prevention. This must be driven to f Improve Healthcare Research

a client-focused care—we must take control as -longitudinal patient records for anonymo
sumers. near real-time aggregate data analysis
Resource Allocation -infrastructure for ongoing phase I-IV clinic
-outcome driven trials

-collection and tracking of data clinical probler -information for biological sample bank-
services, interventions, adverse effects and cos! -confidentiality and ownership issues
-definitions and measurements Provide Resource Allocation and Information

Electronic record for use in multiple healthcd
environments.

-provide continuous profilesaccessible to
authorised personnel

-streamlining data collection and analysis
-define elements required

-broad application to other diseases states

Minimise Redundant Tasks and Incred

?

Reported in the Journal of Immunologyhe
Journal of Immunology1999, 162: 1326-1327
Epimmune scientists and their collaborators iqg

en-

tified nine HCV epitopes which were recogniged

by the immune cells of HCV infected patients
not by the immune cells of healthy blood don
The epitopes were selected based on their
served amino acid sequence and ability to act
CTL (Cytotoxic T Cell, or “Killer T Cell”) re-
sponses in blood obtained from chronically

ut
S.
Con-
yate

=

in-

fected HCV patients. These HCV epitopes,
gether with others previously identified by Epi

chronically infected with the hepatitis C vir
CTL cells are activated by binding to specific
topes presented by infected cells or other anti
presenting cells. When activated, CTLs multi
in number and attack the diseased cells lik
army attacks its enemy, killing diseased cells.

S.

en-

ly
an
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: _ adequate compensation for all. Her mfor a complete list of who is running for elec-
Letter to the Editors “condition” was that HeCSC must “not be int tion, and ask for information about these indi-
hepc.bull ested in pursuing or putting forth a ‘fault ba: viduals. You need to know as much as possible
analysis’ of why assistance should be extende about those being elected to represent you.
Dear Editors: persons beyond the periods 1986-1990,” nor w The purpose of an AGM is to set the goals
On April 13", 1999, Jeremy Beaty sent ¢ We be permitted to try “to identify other time pe and direction for the coming year. It is time for
two letters to all Hepatitis C Society of Can: 0ds where the Government of Canada, provir you to be listened to. Tell the Society in which
(HeCSC) members. One was to those who governments or indeed any other players in direction you wish them to proceed.
ceived tainted blood before Januaf; 1986, or blood system were negligent.” Another pc When you receive your proxy in the mail,
after June 30, 1990. This letter served as an HeCSC was forced to agree with was that the b understand that if you leave it blank—the cur-
sessment of the Canadian Red Cross’ (CRC)  would not promote “a financial assistance pack rent boardwill cast your vote, for you. If you
to pay each pre-86 and post-90 victim appr by way of a lump sum payment.” (Thus not res: fill in the blank with a name - the person named
mately $3,0004ee page 8 in this issue) ble HIV compensation in the least!) must be a memberof the Societyand must be
The other letter outlined the Society's pc ~ These conditions directly contradicted the  present at the AGM. If these two criteria are
tion on the January®1 1986 to June 3t 1990 date of the HeCSC—yet the majority of direct not met, your proxy will be considered spoiled,
proposed compensation scheme. In a preamt went against the HeCSC mandate, voted to acand your vote will not count!
the Society’s assessment, Mr. Beaty said, “S Jeremy back and hire a lawyer who stacked The bylaws of the Society are vague and do not
our letter of March 3, 1999, the governme terms and conditions for compensation againsi clearly define some serious flaws that may have
agreed to pay an additional 18 million, for a tt HeCSC membership. It was a black day, as the occurred in this past year. First, it is my under-
of $1.118 billion, in exchange for the rights - ernment succeeded in dividing ouogp even fur standing that 3 ex officio (past) directors were
the 1986 to 1990 claimants for their share of ther. returned to director status, filling positions va-
Red Cross money.” Ms Manser and | believed that HeCSC shc cated by directors who left the Society. The
This would lead one to believe that 1continue to pressure and shame the liberal goy bylaws read that an ex officio holds the position
HeCSC letter resulted in the addition of th ment into equal compensation. We knew we v for three years. Does that mean the ex officio
funds. Not so. In a letter written to his clients, very close to winning the battle for all and w: directors can return to director status in order to
December 18, 1998, J.J. Camp explained, “T afraid if we were to stop the pressure nofill vacated positions? What of the three-year
settlement provisions require HCV claimants everyone would loose. More importantly, HeC term of the ex officio, returned to director
accept the risk that aifid of $ 1.118 billiorwill would lose. There was a lot at stake in early N status? Does it start again when a new director
not be sufficient in the fullness of time to sati credibility with the politicians, media and suppc fills the vacated position?
all of the claims by infected HCV claimants.” T ers, but also, more importantly, with the memt More importantly, the Board has not met
additional 18 million was announced by All we represented. We worked so hard at educatin face to face at all this year. Some business has
Rock, in Parliament, long before the Christr Canadian public that even people not affectec been conducted by conference call, but unfortu-
recess. the tainted blood scandal had an opinion. Canac nately, conference calls are no substitute for
While reading the CRC assessment, | »understood the hepatitis C issue and a resour face to face meetings. Regularly scheduled
struck by the realisation that the Society is 0 89% of Ontario residents surveyed believed board meetings allow the members of the board
again claiming to publicly state that all victims transfused, regardless of when they were infecto get to know one another and allows for
tainted blood must be compensated on the ¢ should be compensated equally. strengths (and weaknesses) of the individuals to
basis. To wit: “By accepting the CRC offer v Over the past year, people familiar with (show. These meetings serve as a sounding
[the Board of HeCSC] are in violation of ti cause cannot believe that this battle was lostboard for the members, as represented by the
principle.” Is this not the same Society that hi pre-1986/post-1990 victims of tainted blood. Po directors. A telephone conference call cannot
lawyer Marlys Edwardh last spring, and wai\ cians, police investigators, media and even law replace a board meeting, which brings together
its rights to equal compensation for all? have asked, “what happened?” “Why did you b directors from across the country. It cannot re-
In March 1998, a few directors of HeC¢down?” “You had the government up against place the 16 to 2fours spent sharing stories,
embarked on a mission to prove the governme wall.” Hindsight is always 20/20, but in this casi ideas, and dreams.
fault and negligence with respect to the poisor is sad to see how much we truly lost. A few tir ~ Your Society needs hard working volun-
of tens of thousands of Canadians pre-1986. throughout this year we have tried to resurrect teers to fill positions on the new Board. If you
worked around the clock keeping hepatitis C issue, but it appears the effort is futile. have extra energy and would like to put in lots
top news story for weeks! We worked tirelessly Now Mr. Beaty asks members to “support of rewarding hours, or know of someone just
educate Canadians about the tragedy that HeCSC'’s position” and says that a “YES” vote vright for the job, please consider getting re-
curred through government negligence. “take the pressure off the federal governmen sumes in to the HeCSC National office as soon
Two months later, | resigned my position compensate pre-86/post-90 victims.” It is our be as possible. Let's send a strong message to the
Vice President on the board of HeCSC over that we lost this battle last May, when we bac Hepatitis C Society of Canada—that we are
actly this issue. As board members, both Jo-A down and accepted Ms. Edwardh. We lost a lot willing to move ahead into the new millennium,
Manser and | felt that hiring Ms Edwardh aday in May, but most of all, members lost faith together!

agreeing to her “conditions” would violate t Mr. Beaty and the Board of the Hepatitis C Soc Leslie Gibbenhuck
principles agreed to in February 1998 by all bc of Canada.
members to compensate everyone equally. It is time for you to stand up and be countea.

Then Mr. Beaty told us it was time to ab: The Hepatitis C Society of Canada will be holding
don our“activism” efforts and return to the pacits Annual General Meeting (AGM) and Election of
fism for which we were known. Mr. Beaty ask Officers in Toronto, Ontario on Saturday May"29
for Board approval to hire lawyer Marlys E 1999. If you are a member of the Society you have a
wardh and accept her list of daditions.” Mr. say in the future of the Society.

Beaty made his return to the board conditiona  If you are a member of the Society, you will be
hiring Ms Edwardh. receiving your proxy in the mail. Your proxy is your

The hiring of this lawyer, and her conditiol vote! It is an opportunity to make a difference. Do
washed away any and all hopes of getting ec not let this opportunity pass you by! Ask the Society
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g > CUPID'S CORNER

This column is a response to requestg

a personal classified section in our n€
bulletin. Here is how it works:

To place an ad: Write it up! Max. 50 worF

1

Deadline is the 1% of each month and the

will run for two months. We'd like a $
donation, if you can afford it. Send che
payable tdHeCSC Victoria Chapter, and mail
to HeCSC, Attn. Squeeky, 926 View $eet
Victoria, BC V8V 3L5. Give us your namg
tel. no., and address.
To respond to an ad: d&e your writter]
response in a separate, sealed envelope
nothing on it but the number from the top Is
corner of the ad to which you are respond|s
Put that envelope inside a second one, 34
with your check for a donation of $2, if you ¢
afford it. Mail to the same address as above

Disclaimer: The hepc.bull and/or HeCSC cannof
held responsible for any interaction between paif
brought about by this column.

:vvvvvvvvvvvvvvvvvvvovov
e Ad No. 10

: Respectful,
@ looks younger who is very active ael
s loves life. I'm 6' tall, 210 Ibs. and cog
@ sidered nice looking, emotionally a®
e financially secure and nore
< symptomatic. | won't let Hep C rule ng
@ life and am looking for a positive fi®
¢ male to share a long-term happy life
: gether. Vancouver area.
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s Ad No. 11 M
L 4
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respectable man (49) M

" British Columbia is rumoured to be instituti

(GENOTYPING —Continued from page 1)
my family has a history of diabetes; | have alre
been a gestational diabetic, with two pregnan
putting me in a 50% range for developing diab
naturally. Interferon therapy carries with it a g
nificant risk of triggering irreversible diabetg
even without the burden of a genetic predisp
tion. In weighing my treatment options | wol
want to know that | had a 50 - 80% chance
clearing the virus before deciding on treatm
Otherwise, if | ended up with diabetes and |
had HCV, then my quality of life would be furth
degraded with the additional probability of an e
shorter life expectancy.

5.) What are the Downsides to Genotyping?
One downside is an additional ‘one time’ ¢
added to our Medicare system (estimated tq
around $300-$350). However, the biggest do
side is that eventually (if not already done by s
medical insurers in the USA) government Mediq
and private HMO's will use your genotype to d
you medication coverage based on the low|
sponse rates of certain genotypes. Now this

From the editors:

We apologise to our readers for the amoun
political content in this and the last issue. We h
to return to “normal” next month, after the Ann
General Meeting. Speaking with many pers
with HCV across Canada, we felt it our duty to
you know that you are not alone. Many are

lated, and need financial support and up-to-
information. We have all assumed that the

tional Office of HeCSC would take care of th
Well, it hasn’t. The budget we released last m¢
reveals a shocking waste of resources, and our
investigation showed that most of you did
know about this, and that most of you werg
need. We had hoped that National Office wqg
provide these services, but they haven't. They
refused. We hope to change that at the next A
Until then, the only way this bulletin can contin
is with your DIRECT SUPPORT. Please, if V|
can, subscribe to the bulletin. The cost is only
a year. Thank you very much.
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very serious issue because 72% of North Anj
cans are infected with a ‘low’ response genoty
i.e., types la & 1b (only a 16—20% response ra
some clinical trails). Theeal issue here is that &
atients should have the undeniable right to ch
for themselves the option to try to eradicate
virus from their bodies. But with government c

denied treatment based on genotype alone is a
real prospect.

6.) Stand Together Now Before it is Too Late—

Plan Ahead!

genotyping in the near future. We must stand
gether and make sure that genotyping is only
for our benefit and not our detriment. There h

already been major cutbacks in coverage for in

feron and ribavirin.
Let Us Unite to Protect Our Health!

:Would like very much to begin a ne®
¢ friendship via letters, or in person, we1
: an HCV positive man. | am an upbe:t
@ kind-hearted, enthusiastic female,

|ee
: 40's who delights in seaside walks i:ld
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backs in health care, it seems inevitable that being

eri-
pe,

very

g HEPTAZYME

to-

EEPTAZYME, a compound, which attac
YRe genetic material of the virus, is still
%he development stages, but the resp
from the health community has been
overwhelming, Eli Lilly and Company, af
Ribozyme Pharmaceuticals Inc. have joi
forces to further its research and deve
ment.

http://www.newstream.com/r99-77.html

s derives great pleasure in nature's egf’

Iess array of offerings! A good sense®)
. humour a definite plus. BC please. :
® 4
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vAd No. 12 v

§ Male, artist, musician, age 48, Hep:
v pos., seeking woman who is open to e
s future and believes it still holds tig
¥ seeds of mystery. Preference glveth
v fringe dwellers and musicians. Workw
M s with kids has been my chosen profv
: sion. I'm great with kids, but poison
: the parental ego.

ho

Vertex's
From March 25, 1999/PRNewswire/ via NewsEdge C

The drug VX-497's activity against viruses in cell culture was compared to that of ribaviri

VX-497

orporation

alone and with IFN-alpha. VX-497 is being studied in two Phase Il clinical trials for HCV infe
VX-497 is an inhibitor of IMPDH, a human enzyme essential for one of the building blocks o
and DNA. It may block the growth of certain cells as well as blocking viral replication. In one
tstudies of the activity of VX-497 versus ribavirin against selected viruses in vitro, VX-497 was
E’,to be 15- to 186-times more potent against HBV and several other viruses. Preliminary data
VX-497 may be more potent against bovine viral diarrhea virus (BVDV), a flavivirus, similar to
Scientists have not yet created an in vitro culture system that measures the replication of HCV.
O A Phase II blinded, dose range-finding study of VX-497 alone in HCV-infected IFN

responders began last September, and will also assess VX-497's safetycanyl iffreducing ALT

and RNA, key endpoints in assessing anti-HCV activity.

CONTACT: Michele Karpf, Manager, Product Communications, 617-577-6259,
http://www.prnewswire.com/comp/938395.html or fax, 800-758-5804, ext. 938395/ (VRTX)
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Hepatitis Foundation like to thank Amgen for giving HFI a nol (VULNERABLE —Continued from page 1)
. restrictive educational grant that allowed the C Class action lawsuits by some victims are still
International (HFI) gress to happen. outstanding in BC, Ontario and Quebec.
Walk on Washington 1999 HFI has masterminded a brilliant vid Dr. Robert Hogg, who also worked on the
geared at teens and young people called “Re: study, said the federal government hasn't responded
There were over 40 states represented, as Yourself, Protect Yoursel_f -Teens T_alk to Tetto it yet, noting it is part of on-going negotiations.
as one province. Russell Fleischer, FDA, st About Liver Wellness.” It is a nine minute edur He said the BC government and lawyers represent-
about the bundling problem with Rebetron. - tional must, that tea_u_:hes the risks associated ing the victims were also involved in the year-long
experts’ panel discussed social security, disat the spread of hepatitis B & C. study_, and said the doct_ors working on the report
and EEOC issues. Our next group of spea We were al_so told thaf[ HCV Global Foundat remained neutral to all sides.
included me. All were from the hepatitis C co will be hosting the Third Annual Condference The study was based on interviews with 241
munity and spoke on the issue of community « “The. World and' HCV,” August.?l—.23 , 1999 people who received hepatitis C througloda
reach and advocacy. Les Wheeler, of Amg at Mllls.Colle.ge in Oaklanq, Callfornlg. . transfusions between 1986 and 1990, and who are
spoke on coping with illness. : Co-infection is becoming a major issue seeking compensation from the government. The
At lunch our keynote speaker was Dr. N Many. Check out a new web siteaww. results were compared to_g control group of 2_22
Terrault from the University of California. H HIVandHepatitis.com people, who were hepatitis C negative despite
topic was “Research Update on Sexual Trans | hope you find this information helpful, shot having at least one blood transfusion during the
sion of HCV.” Dr. Leslye Johnson talked ab(you want more information, please do not hesi Same period. ) ) _
NIH funding. Major areas of research in hepa to call me at: (250) 490-9054 Th? study, entitled “Through the Looking
C now include transmission - modes and Leslie Gibbenhuck Glass,” found: _
factors; progression: how much, whom and w - 68 per cent of those infected had a long-term

the impact of genotypes; genetics and co-fact disability or handicap, and 45 per cent of those
said it was a result of hepatitis C. In the control

and the mechanisms of recovery, persister Ribbon Day Update group, 43 per cent reported a long-term disabil-

pathogens, disease progression and viral repl : )
tion. She went on to talk of the major reseal _ ity or handicap. ,
needs including tissue culture and small anifl | just received a letter from Allan Rock fe:- Seven per cent of those infected reported be-

models, access to chimpanzee models and sf Ribbon Day, and May as HCV month. Nir.ing in excellent or very good health, versus 38

mens, access to characteristic hurpapulation | Rock said that the way to get these thihg8S" cent of the control group.

; it ot . = Those infected reported more nausea, diarrhoea
and specimens and application of sophistica - ’ ’
new te?:hnologies. PP P dong "‘S toa_sk your Iot():aI'MP_”to put fo_r fatigue, insomnia, memory loss, depression, mi-

Dr. Joanna Buffington from the CDCP spo wara “a Pr|va'fe Member's Bill, or a Pri- | graines, and weight loss. The control group had
about the Government lookback program. | vate Member's Statement to be read i more high blood pressure and heart disease.

Scott Friedman spoke about anti fibrotic thera the House of Commons. . - Those infected say they.spent an average of
$1,039 a month on medical-related services,

which should be available (at least in the U .
within the next 5 years. Early studies show t versus $485 per month in the control group.

therapy is very effective at reversing fibrosis Start Phoning! - 62 per cent of those infected don't work, and
he also added cirrhosis is irreversible. Fact 64 per cent of those said it was because they're

: ; ; - disabled or ill. There was 35 per cent unem-
relating to disease progression definitely show sgueek -
male gender shows faster progression. It d q y ployment in the control group, and 38 per cent

appear the viral load and genotype have a bea of those attributed it to illness.
on the likeliness of response but not of diSeg@?@@@z@z@@@@@@@@@@@@@@@@@@@@@@@@ It also found those infected are more often

& oY . .
; d live in lesser housing condi-

progression. He added the early results are pr& WE'RE MOVING! g men, younger, an

ising for Interleukin 10. Dr. Maria Sjogren frord & tions than those in the control group. Schechter

e e e Contr e ot S The Vo hapar of GSE S e 500 s Wi Tt C o 1
Management of Hepatitis C. She explained t ; A M u
9 b P S be moving at the end of April Ourg ., gyt the disease is raging through injection

the _d_lsease can be fu_rther preyented_ by_exer(g phone and email numbers will remain €1¢rug users.
nutrition, alcohol avoidance, immunisation f& . o . .
& same but our address will change. @  Schechter warns the medical system in the

Hepatitis A and B, avoidance of excess iron, & X te] . . .

seeking early advice. Dr. Sjogren brought upg Our new address is: gfuture will be handling those who became in-
i . . fected through blood transfusions and the

warning that | have never heard of- DO Ngat % HeCSC Victoria % “burgeoning gpidemic” among drug users. “It

Hep A & B vaccinations while on interferon the 926 View Street & means lots of suffering and incredible burdens on

apy. Latest information reports interferon can ag Victoria. BC. V8V 3L5 Q N ;

does react with the vaccines. o ) ) g the health-care system,” he said.

Dr. Leonard Seeff, Senior Scientist NIH, rf  We will be sharing an office with trs: He noted hepatitis is similar to where HIV

ported that there will be a conference to accg/ACPD, the Action Committee of PeogZ2"° 10 years ago—there are only a few effective

alternative and complimentary medicine agi with Disabilities, As well, the location drugs to treat it. But he said there are indications

Hepatitis C, held in Washington DC, August 2% our monthly meetings will chang%.that Hep C is curable, while HIV is not.

23 and 24, 1999. - , .
2 Starting May 26th our meetings wilg Copyright of The Vancouver Sun or Province

The final speaker was Dr. Lynt Johnson. HZ

topic was Liver Transplantation. The Confereng be held at Steve Orcherton's Commugt?ermissions have been requested by three of the

ended with delegates converging on Capitol +g Office, at 2736 Quadra Street (neaif co-authors of this study(D. Mazoff, Joan
to take the messages for increased funding & Hillside). 8 King-Diemecke and Darlene Morrow. Another
education, awareness and research. & Meetings in April, will still be held a& co-author is Darlene Nicolaag.

| would like to thank HFI for sponsoring my trigg the St. John the Divine Church, 16%

1
to Washington and for their continuing suppcs Quadra. d % é\,\? g
for Hepatitis C around the world. | would als .o ennaaaaoaouauaaaaaoaaaauas
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HECSC ON CRC
COMPENSATION
OFFER TO PRE-1986 AND
POST-1990 VICTIMS

HeCSC Head Officesent the following infor-should call the closest CRC location to you.
mation to the HepCAN list. It has been shorterfeale asked for an '800' or collect number to
to fit in this bulletin. If this issue concerns yohut have not received it at time of going to prg 1-(888)-236-7797
you should obtain the complete information

through the office of your local chapter.

If you received tainted bbd before January

1, 1986 or after June 30, 1990 this information

very important to you. Your Society has prepared

an assessment of the Canadian Red Cross (C

offer to pay each pre-86/post-90 victim approxi-

mately $3,000. Our comments are based on

CRC press release dated March 29, 1999. Pro-

make. However, the information will help yq
make the right choice for your own situation.

CRC offer we are in violation of this princ
ple.
We cannot advise you on which decision

CLASS ACTION SUITS:

If you have any questions about the offer y

is
RC)

the

posed Timetable—The Society believes that th

timetable is impossible to achieve:

April - publish notices of guidelines on how {
make claims and receive voting materials.

May 31 - deadline to register to receive inform
tion packages.

June 15 - deadline to submit claims for votihg

purposes.
June - creditor meetings and voting will tal
place.

July 16 - if sanctioned by the court, the plan w
be implemented on July 16.
Within thirty days of the implementation dat

cheques will be issued to each transfusion victimn.

Your decision may be influenced by the fg
lowing:

If you vote NO and more than one third of thn.

transfusion claimants vote NO:

< You will not receive approximately $%)0.

* You will be in a position to participate in a
future developments without waiving any of yo

rights; for example the RCMP criminal investig@®

tion and the pre-86 negligence in buying {
prison blood products.
* You will show your support for HeCSC's pog
tion.

If you vote YES and more than two thirds of th
transfusion claimants vote YES:

* You will receive a cheque for approximate
$3,000.

«You will waive your rights to sue the CRC.

* You will take the pressure off the federal go
ernment to compensate pre-86/post-90 victims.
Unknown:

e |f the transfusion claimants vote NO and th

government does not increase the compensa|
package and the CRC goes bankrupt,
amount of compensation for the pre-86/post
victims is undefined.

* If the CRC wishes to initiate compensation
each victim with a cheque f&3000 but no
waiver, we support this compassionate and
manitarian gesture. We recommend that t
follow the payment without waiver approach
the Ontario Government. In Decemid®98 the
Ontario Government began issuing chequed
$10,000 toeach pre-86/post-90 victim in Onj

tario. Our society has always publicly stat¢#IV/HCV Conference taking place

that all victims of tainted blood must be con
pensated on the same basis. By accepting

TS

U.S.H.A.
The United States
Hepatitis Alliance

Wake Up America!
A rally at our Washington state
capitol building
To increase awareness of
HEPATITIS C
M May 3, 1999 At 11 AM

Why?
> Because 4 MILLION Americans
already suffer from this “Silent
Epidemic”!
Because Half a BILLION suffer
world-wide!
(10,000 per year die in America
Ianne...Hundreds of thousands
yvorld-wide!)
Because your family and
s friends are sick and there is
“NO CURE"!

Because funding to ‘find a

cure’ for this disease is pa-

e thetic!

>mease Join Us!

e will gather at Sylvester Park
in Olympia at 10 AM and march to
the capitol together. Information
and handouts will be available.

o

[a-

e

j»

2 guest speakers.
trlgéll or e-mail us for more infor-
9glation

CONTACT:

f[Ane Palmo USHA Chair for
Washington State
blamapalmo@w-link.net
4)206) 324-0873

bFor those of you who can’t go to
Olympia, HeCSC Victoria will be
Rblding a sympathy rally in Victo-
Fria, which will coincide with the

hthere. Contact them for details
the
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BRITISH COLUMBIA
Camp Church and Associates

Sharon Matthews / Kim Graham
4th Floor, Randall Building
Vancouver, BC V6B 175

Bruce Lemer J’
Grosvenor Building

930-1040 West Georgia Street

Vancouver, BC, V6E 4H1

Phone: (604) 609-6699 Fax: (604) 609-6688

Before August 1, 1986

Klein Lyons

David A Klein

805 West Broadway, Suite 500
Vancouver, BC V5Z 1K1

(604) 874-7171 or 1-(800) 468-4466
(604) 874-7180 (FAX)

also:

Dempster, Dermody, Riley and Buntain
William Dermody

4 Hughson Street South, 2nd Floor
Hamilton, Ontario L8N 371

(905) 572- 6688

The toll free number to get you in touch with the
Hepatitis C Counsel is 1-(800)-229-LEAD (5323).

ONTARIO AND OTHER PROVINCES

Pre 1986/post 1990

Mr. David Harvey
Goodman & Carr

200 King Street West

Suite 2300

Toronto, Ontario, M5H 3W5
Phone: (416) 595-2300
Fax: (416) 595-0527

CLASS ACTION FOR CHILDREN

Grant Kovacs Norell

Poyner Baxter Blaxland

Jim Poyner or Ken Baxter

Tel. (604) 988-6321

Fax (604) 988-3632
poyner.baxter@bc.sympatico.ca

or

Siskind, Cromarty, Ivey and Dowler
Michael Eiazenga

Tel. (519)672- 2121 Local 332
Tel. 1-(800) 461-6166

TRACEBACK PROCEDURES:

INQUIRIES-CONTACT:

The Canadian Red Cross Society
4750 Oak Street

Vancouver, BC, V6H 2N9
1-(888) 332-5663 (local 207)

This information is for anyone who has received bl
transfusions in Canada, if they wish to find out if tf
donors were Hep C positive.

CLASS ACTION/COMPENSATION

If you would like more information about class acti
compensation, you can contact:

Trisha Plunkett Tel. (250) 479-5369

E-mail: plunket@islandnet.com

National Compensation Hotline
Tel. 1-(888) 780-1111

bod
eir

bn/
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OTTAWA CHAPTER NEWS Government as well as health care profess many, an organisation like ours is some-
als and care givers serving the Hepatitisthing you take from in a self-serving way

community. The Ontario Government chcwithout giving much in return. Letting
not to be represented. Because of considel someone else do it is the attitude of
SUPPORT GROUP MEETING LOCA- media exposure close to 75 people attende many—and of course complain a lot later.
TION: For the past year we have been m pleasant surprise, especially because tWe need help and support. Our volunteers
ing in space loaned to us by the AIDS Ctwere so many new faces. A local televis are getting burned out. Governments are
mittee of Ottawa (who get a grant beca station gave the forum very good coverage showing signs of reneging on the slim
they united and fought), but for many reas tyring the information that, to their surpri: promises made a few months ago and, at
we will not be able to use their facilities Hepatitis C can be contracted by means c best, are moving at a snail's pace. What
the future. Therefore, for information abcthan v drug use and blood transfusions. “can you do to help?
future meeting places and times, ple Tv report expressed shock that Hep C car
phone (613) 233-9703. If anyone knows ( passed throughody piercing and poorly steri THE HEPATITIS C BULLETIN — SUB-
place, with reasonable parking, where sfised dental and barber instruments. No | SCRIPTIONS: This hepatitis C bulletin is
may be booked, hopefully free of char news was presented by officials from He:expanding to cover national interests and
please let us know at the above number. Canada or the Region, as this was not the include items of local events Canada-wide.
pose of the forum. Interesting, though, was It is also expected to meet the information
THE SOCIETY IS FOR ALL INFECTED  the Regional Health Department acknowled areas identified in the recent study under-
PEOPLE, FAMILY AND FRIENDS: that since 1995 they have registered clos taken by the Ottawa chapter. It is without
From time to time we hear that some pec 3000 new cases of Hep C, and that there doubt one of the best and informative pub-
presume that the Hepatitis C Society is M pe in excess of 6000 people infected in the lications on hepatitis C in North America.
up only of people that were infected throl gion alone. This admission is significant in t Unfortunately, the Ottawa Chapter cannot
blood transfusions. Nothing could be fartljt may be a sign that awareness may be inci afford to continue to pay the cost of mail-
from the truth. Perhaps this is so because jng in public officials of the seriousness of 1ing this bulletin to our complete mailing
media has featured the fight for comper sjtuation. Many very useful suggestions w list each month. Our only source of revenue
tion and has neglected the true story of made as to the needs of Hepatitis C suffe is our seven-dollar share of each twenty-
tragedy of Hepatitis C. In fact, close to h os ysual, the priority request was for mi dollar paid-up membership, gifts and dona-
of those affected have no idea as to how pyplic information. These needs and concitions. A single mailing costs more than
contacted the disease. We do not ask \ere noted and will form the basis of our $100.00. The rest of the yearly fee is used
anyone was infected, if indeed they do kn port to the local Health Services Committee by the national office, for advocacy work
because that is a private matter. For the and administration. A recent request to the
ord, it is estimated that less than a thirc SUPPORT OF THE OTTAWA HEPATI- Regional Government for a modest grant
those who attend support group meetings TIS ¢ COMMUNITY: Considering that th was turned down. If you like this newsletter
victims of tainted blood, so all are welcon ottawa chapter has over 150 people onplease take out a yearly subscription. The
The purpose of the meetings is to provmajling list, and there are an estimated 10, cost is $10.00 per year for 12 issues. Soon,
support and comfort, and exchange inforito 20,000 people in eastern Ontario suffel it is hoped the National Office of the Hepa-
tion, with those who truly know, like no ot from Hepatitis C, support for the society frc titis C Society in Toronto can be persuaded
sider can, what it is really like to have He| those infected has been disappointing. It is to pick up this expense, but for the time
titis C. teresting that when the compensation fight being we are asking you to pay for your
at its height attendance at meetings rose copies in the future. Subscription details
PUBLIC FORUM: A Public Forum wa hundred and more people, but as that itcan be found in the newsletter.
held at Regional Government Headquar faded from the headlines, or was partially
on the evening of 12 April 1999, hosted splved in the minds of many, continuing s
the Regional Government of Ottav port faded. Apparently money counts. The ou-
Carleton, under the sponsorship of the Hecjety in the Ottawa area is kept going by less
titis C Society of Canada, Ottawa Chap than a dozen volunteers. Where is the help an }::I@ F@@ﬁ
and Hemophilia Canada. The purpose of yNITY we need to continue the fight for jus-
meeting was to gather information frctice, recognition, health care (for both the shor
those infected with Hepatltls C, their fam and |ong term), and the many issues facing al
and supporters regarding their needs in those with hepatitis C? If people want the N@WﬁhW@@@
areas of public information, treatment ¢ hepatitis C crisis eased, a co-ordinated ap
care. This information will form the basis 1 proach is an absolute need. Continued, every
a report to be presented to the Commu gay pressure is essential. Granted, many are i - -
Services Committee of Ottawa-Carleton. ~ or are unable to make it to meetings or offer wn@ﬁ@ﬁjﬂ@
forum was co-chaired by Alex Munter ch gjrect help for very legitimate reasons. Others
person of the Community Services Comr pay their dues and make generous financia
tee and Jo-Anne Manser of our local Hep donations, and we are so very grateful to therr

tis C Society chapter. Present were repre \yithout their help we could not operate. Nev—é] |:| ﬂ @Dﬂ [&I:h]
tatives from Health Canada and the Reg|( ertheless, one gets the impression that, t M y
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