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PRESIDENT’'S MESSAGE
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Thelifecycleof organizationsislikely
to consist of three stages. It beginswith
a founding organization where the
board does all the work, then it moves
to a governing organization where the
board governs, to end asaninstitutional
organization. Inthenineyearsof itsex-
istence, ISOQOL has moved from a
founding professional society to agov-
erning society. Thanks to the dedica-
tion of many board and committee mem-
bersand the support of the management
office, the society has made significant
progress in the past years and moved
toamore professional level.

This process was stimulated by the
memberswho left the Board in Novem-
ber 2002, when their term ended. We are
indebted to David Osoba, our former
president. His leadership can be char-
acterized as pragmatic, practical and
highly task-oriented, with aclear eyefor
what isimportant and what isnot. These
characteristicsmade him avery efficient
and effective leader. The preceding
president, Ivan Barofsky, has contrib-
uted to the society by generating anim-
pressively large number of good ideas.
David has called him, for good reason,
“our ideasman”. Thefinancial viability
of ISOQOL is, to alarge extent, to the
credit of Dennis Revicki. His
fundraising activities, in particular, were
very successful. David Cella was our
eloquent advocate for the use of
HRQOL inresearch, practice, and palicy.
| am very pleased that they all continue
to participatein various1 SOQOL activi-
ties. | welcomethe new board members
Ingela Wiklund (Sweden), Donna
Lamping (UK), and Carolyn Schwartz
(US). Ingela will support Diane

Fairclough, our new treasurer, with
fundraising.

Thehighlight of the |ISOQOL activities
is, no doubt, our annual conference. The
Scientific Program Committee, led by
Carolyn Schwartz and Jeff Sloan (US),
have doneasuperb jobin Orlando. They
succeeded in creating the most optimal
conditions for learning, exchanging
ideas, and meeting old and new friends.
These conditions included the high
quality of the science presented, the
varied format including new and inno-
vative sessions, the relaxed time sched-
ule, and theexaotic, yet professional sur-
roundings. Interestingly, each year | hear
enthusiastic comments from partici-
pants, claiming that thisyear’'smeeting
is even better than the preceding one.
This progress will be the challenge for
next year’'s committee and its chairs,
Donna Lamping, Jane Blazeby, and
Carolyn Schwartz.

I would also like to mention the recipi-
ents of our awards, handed over in Or-
lando. George Torrance received the
second President’sAward for hisexcel-
lent contributions to utility- and qual-
ity-of-life research during the past de-
cades. Therecipientsof the New Inves-
tigator Awards and their winning pre-
sentations are listed on page 4.

I would liketo extend my gratitudeto all
other unnamed members of 1SOQOL
who served on committees or contrib-
uted to its welfare in other ways. The
society’ssuccessiscritically dependent
on the input of its members. As presi-
dent, | would like to continue the good
work doneby all these members. In ad-
dition, I would like to encourage wider
international participation, solidify
ISOQOL'sstructureinterms of itscom-
mittees, and ensure that good ideas and
initiativeswill not get lost. | invite you
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to provide feedback on our efforts. The
ISOQOL Board and itsmanagement of -
fice will be responsive to your visions,
suggestions, and comments.

| encourage you to renew your mem-
bership and to visit our website regu-
larly at www.isoqgol.org to remain up-to-
date about ISOQOL’s activities. | also
would liketo encourageyou to take part
inany activity that is of interest to you.
Thiswill benefit both |SOQOL and you.
| have learned a great deal by partici-
patingin ISOQOL. | have not only made
new friends, but learned more of qual-
ity-of-life research and professional
management. For example, thefirst lines
of this column were taught by George
Degnon, our Executive Director, who
trains the Board members to increase
their effectiveness. | also would liketo
remind you of the next annual meeting
in Praguefrom November 120 15, 2003.
Itistimeto start thinking about the ab-
stractsyou will submit. This Newsdl etter
contains interesting information for
you. | wish you enjoyable reading.

IN APPRECIATION . ..

1SOQOL would liketo thank
David Cdla, PhD
for histhree years of serviceasa
Board Member;
DennisRevicki, PhD
for his service as Secretary-
Treasurer and
Ivan Bar ofsky, PhD
for his service asimmediate Past-
President.

Their hard work and dedication
have helped to further the message

of 1ISOQOL throughout the world.
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METHODS AND MODELS
IN HRQL RESEARCH: A
STATE-OF-THE-ART RE-

VIEW

9thAnnual Conferenceof ISOQOL, The
International Society for Quality of Life
Research, Orlando, Florida, USA, 30

October - 2 November 2002

Rick Berzon, Jordi Alonso, Peter Fayers
and Jane Scott

The 9" Annual Conference of the
International Society for Quality of Life
Research addressed state-of-the-art
methods and theoretical models for
measuring health-related quality of life
(HRQL), and focused on opportunities
for theuse of thesetool swithin practical
settings and circumstances. The
scientific program was chaired by
Carolyn Schwartz (University of
Massachusetts Medical School,
Concord, MA, USA) and Jeff Sloan
(Mayo Clinic, Rochester, MN, USA).
A variety of topics were addressed at
the conference; chief among them were:
(2) end-of-lifeissues; (2) chronicillness;
(3) the clinical significance and
interpretation of research findings; (4)
response shift; and (5) adherence to
therapy.

Quality of life(QOL) at theend of lifeis
atopic that does not ordinarily receive
theattention it deserves. During thefirst
plenary session, Tom Hack (Canada)
presented the results of a qualitative
study through which the construct
“dignity” was operationalized and
assessed. His approach to qualitative
research, using innovative
methodology undertaken with cancer
patients receiving palliative care, was
engaging and practical. At the same
session, remarks provided by Carol
Tishelman (Sweden) that focused on
how to add precision to qualitative
research were well received by the
audience. Theend of lifeissuereceived
further attention at the conference
during aspecial symposium chaired by
Carolyn Schwartz (USA). In the
symposium, research was presented
that ranged from new tools devel oped
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specifically for a seriously ill and/or
dying population; to measuring the
treatment preferences for those
receiving end-of-life care.

The end of life period and the issues
raised by it are relevant for exploration
by HRQL research becausethefield has
a natural relationship with chronic
ilIness, regardless of whether theillness
isin remission or is progressing. Asis
always the case at 1SOQOL annual
conferences, chronicillnessesof all sizes
and shapes were fodder for HRQL
presentations. Topics that received
specia attention at one such session,
chaired by Jane Scott (USA), included
examination of models to accurately
reflect the multidimensiona nature of
HRQL assessment, using data from
patients with AIDS; the psychological
impact of cancer and treatment for it,
and how this relates to post-traumatic
stress disorders; the relationship
between HRQL findingsin patientswith
multiple sclerosis and other chronic
neurologic illnesses; HRQL findingsin
cancer survivor patients; and the
interrel ationshi ps between pain, mental
and physical health, and HRQL in
peopleliving with HIV infection.

Three oral sessions were devoted to
cancer. The papers presented and the
issues discussed within one of these
sessions included the use of QOL asa
primary endpoint within alung cancer
study. The paper, offered by Andrea
Bezjak (Canada), was innovative
because the successful use of HRQL as
a primary endpoint was conducted
within an international clinical study.
Other noteworthy topics presented
within this session, chaired by Galina
Velikova(UK), includedinsightsinto the
timing of QOL assessments to better
account for treatment efficacy and more
accurately determine drug toxicity; the
role of dedicated nursing staff in caring
for seriously ill esophageal cancer
patients, regardless of treatment
regimen; validation of the FACT-G in
Uruguay, employing both psychometric
and IRT methodology; and assessing
QOL in newly diagnosed cancer
patients awaiting surgery.



A session on one of many other areas
of chronic illness, neurology, was
chaired by Rick Berzon (USA). It
contained papers that ranged from the
QOL in partnersof patientswith glioma;
to adiscussion of sample sizeissuesin
the context of psychometric studies; to
separate talks on outcomes evaluations
in stroke and migraine headaches.
Perhaps the most exotic paper of that
session was the one entitled, “ Stress
induced immunosuppression and self-
rated health in an indigenous Siberian
population.” In it the author, Mark
Sorensen (US), investigated the
association between a biomarker of
psychosocia stress (antibodies to the
Epstein-Barr virus) and self-rated
health, using a Russian version of the
SF-12. The findings indicated that
psychosocial stress is associated with
poor self-reported physical health
status.

Clinical significance was a subject on
the minds of nearly everyone who
attended this conference, especially
following this year’s successful Mayo
Clinic symposium on the same topic.
The 1ISOQOL conference included a
number of papers that addressed it.
Along theselines, aspecial symposium,
chaired by Carolyn Gotay (USA),
reviewed mgjor findingsfromthe Cancer
Outcomes Measurement Working
Group (COMWAG). Thisgroup, which
includes 35 HRQL researchers, was
created asaconsequence of the National
Cancer Institute’s Quality of Care
Initiative. The purpose of COMWAG is
to assess the state of the science of
outcomes measurement in cancer. It is
believed that use of HRQL.and
interpretation of thefindings contribute
to treatment decision-making because
the data provide information that go
beyond traditional biomedical
outcomes. Among other feats,
COMWAG analyzed clinical study
reports of interventions in cancer
patients that included HRQL (and
biomedical) assessments to better
understand their added value in the
decision-making process. Their findings
will appear in a book, Outcomes
Assessment in Cancer, next year. The
symposium (and the overall effort) was

lead by Joseph Lipscomb (USA) of the
NCI.

Response shift is a construct that
attempts to explain discrepancies in
HRQL assessment, particularly when
divergence is found between expected
and observed QOL outcomesover time.
The topic was addressed through two
separate forums. The first consisted of
an oral session, chaired by Elaine
McColl (UK). In that session, papers
included models and clinical research
study data, and presentations were
intended to more clearly define and
further expand the concept’ sunderlying
principles.

The second forum on response shift
was an expert panel. It was moderated
by Peter Fayers (UK) and was designed
to be controversial, with a range of
enthusiastic and sceptical pandllists. Dr.
Fayers introduced the session by
expressing contrasting reactions to the
construct. On the one hand, he believes
that response shift is an elegant,
theoretical model that encapsulates
numerous unusual and disparate
phenomena; on the other hand, he is
not convinced that it is useful for
clinicians who seek evaluation of
interventions. The panellists—who
included Drs. Mirjam Sprangers
(Netherlands), Carolyn Schwartz (USA),
Bruce Rapkin (USA), Patrick Devlieger
(Belgium) and Jane Blazeby (UK)—
discussed the construct’s relevance,
complexity and usefulnessfor clinicians.
Dr. Bruce Rapkin presented a testable
extension of the Sprangers-Schwartz
model that included appraisal
processes; he postulated that response
shift is quantified by discrepancies
between expected and observed HRQL
outcomes within the change-over-time
context. Perhaps the most outspoken
remark on the panel was offered by the
final speaker, Dr. Jane Blazeby, a
surgeon. She commented: “Why bother
studying response shift at all?”
believing that it is an essential part of
every clinical intervention and no
different than other patient outcomes
which routinely receive attention by
clinicians. Needless to say, the issue
was not resolved, and the usefulness
of response shift as a theoretical
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construct to encapsulate disparate
phenomenain HRQL measurement will
remain atopic for further research that
is likely to be presented at next year's
annual | SOQOL conference.

Patient adherenceto therapy, aresearch
topic addressed within thefinal plenary
session, has been reported in the
literature to be associated with better
HRQL. The speakerswho offered papers
onthetopic arewell-known academics,
the therapeutic areas discussed
included asthma (Cynthia Rand, USA)
and rheumatoid arthritis (Jackie Dunbar-
Jacob, USA). Dr. Rand presented data
that associated low baseline maternal
mental health scores and decreased
mother and child adherence to asthma
therapy. She also noted thisrelationship
affects use of health care resources, a
finding with potential enormous
economic ramificationsfor every health
care system in the world. Dr. Dunbar-
Jacob’s presentation suggested that use
of disease-specific HRQL instruments
aremorelikely to demonstrate a causal
relationship between patient behaviors
(that include adherenceaswell asHRQL
outcomes) and management of the
illness.

Drs. Daniel Kahneman (USA) and Carol
Ryff (USA) spoke at a plenary session
devoted to theoretical models. Dr.
Kahneman, a Pinceton University
professor, was recently awarded the
Nobel Prize in economic science. He
delivered his remarks by video-link,
explaining that because aperson’s QOL
variesmarkedly frommoment to moment,
there are serious weaknesses is asking
peopletorateit. Histeam measured the
quality of the daily lives of numerous
individuals—in one case, the sample
size exceeded 1000 persons—to
reconstruct the previous day’s
successive episodes and associated
emotions. In one study, observing the
social support provided by friends,
Kahneman explained, “People are
happier with friends than they are with
their families.” The Nobel laureate
suggested that his approach to QOL
assessment is valid and useful, and
reveal s unexpected findings.

As the poster and oral research
(Continued on page 4)



METHODSAND MODELS
IN HRQL RESEARCH:

(Continued from page 3)

presented at the conference indicated,
there is much interest in the
devel opment of morerobust and precise
instruments based on item banks and
other state-of-the art methodology.
Computer-Adapted Testing, for
example, has allowed researchers to
develop instrumentsthat requireonly a
few items. However—due to the fact
that each person’s response is
dynamically matched to the best
estimate of his/her level of health—
these types of approaches result in
shorter administration time, producing
afinal scorethat ispractically identical
in value and reliability to longer
instruments, which must be completed
intheir entirety to be effectively scored
and interpreted. A debate regarding the
pros and cons of Computer Adaptive
Testing was moderated by David Osoba
(Canada) during the conference.

In the course of the meeting, a number
of events were scheduled that offered
opportunities for the attendees to
discuss their research with colleagues.
One such effort included a mentor/
mentee breakfast, at which early career
investigators were paired with more
experienced scientists to discuss their
work. This successful forum for
interchangeislikely to becomearegular
event at future 1SOQOL annual
meetings.

The awards ceremony and closing
dinner was, asalways, ahighlight of the
conference. The winners of thisyear’s
awards for best podium presentations
were Mirjam Locadia, who is based at
the Academic Medical Center in
Amsterdam, The Netherlands and Sara
Ahmed, MSc, from McGill University,
Epidemiology and Biostatistics
Montreal, Canada.

Mirjam’'s paper is entitled, “A
comparison of three health state
valuation methodsfor temporary health
states in patients treated with oral
anticoagulants.” Sara spaper isentitled,

“Using Structural Equation Modelingto
Assess Response Shift in Health
Related Quality of Life (HRQL) Post-
Stroke.”

Thewinner of thisyear’saward for best
poster presentation is Stacie Hudgens,
aresearch statistician at the Center for
Outcomes Research Evaluation (CORE)
at Northwestern University in
Evanston, Illinois, USA. Her poster is
entitled, “Cross-cultural validation of
the Functional Assessment of Cancer
Therapy instrument for patients
receiving biologic response modifiers
(FACT-BRM)."

In conclusion, the 9" Annual
Conference of the International Society
for Quality of Life Research served asa
forum for the discussion and
dissemination of worldwide, state-of-
the-art activity within the HRQL field.
This conference in Orlando, Florida,
USA, attracted over 400 registrants. The
next conference will be held in Prague,
Czech Republicin November 2003. All
those who undertake research in the
field—and those who contemplate it—
are welcome; watch the website
(www.isogol.org) for further detail s!

CONGRATULATIONS TO
THE 2002 PRESIDENT'S
AWARD WINNER,
GEORGE TORRANCE,
PHD (CANADA)

Thisyear's President's Award was pre-
sented at the 2002 1SOQOL Annua Con-
ferenceto Dr. GeorgeTorrance. Dr. Tor-
ranceiswell known to most of you. He
is currently Vice President, Scientific
Affairsfor Innovus Research, Inc. Heis
Professor Emeritus at McMaster Uni-
versity and affiliated with the Centrefor
Health Economicsand Policy Analysis
and the Centre for Evaluation of Medi-
cines. Dr. Torrance'smany publications
on economic evaluation of health care
include both contributionsto the meth-
ods, some of which he has pioneered,
and applicationsin various clinical ar-
eas. Methodological contributions in-
clude the use of utility theory, to mea-
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sure individuals' preference for health
outcomes. Dr. Torrance and his col-
|eagues developed the Health Utilities
Index, ageneral utility-based measure
of health-related quality of life for use
in program evaluation and in the mea-
surement of population health. The
President's Award presentation took
place at the Closing Ceremony, on Sat-
urday, November 2.

ISOQOL’S 2002 AWARD
WINNERS FOR NEW
INVESTIGATORS

ISOQOL is committed to promoting
excellence in quality of life research;
therefore, again this year, the New
I nvestigators’ Awards were presented
during the conference closing dinner.
These awards recognized the best
overall oral and poster presentations
made by individuals under age 35.

Best Oral Presentation

Winners:

Mirjam Locadia ~ Amsterdam, The
Netherlands

“A Comparison of Three Health State
Valuation Methods for Temporary
Health Statesin Patients Treated with
Oral Anticoagulants’

SaraAhmed, MSc ~Montreal, Canada
“Using Structural Equation Modeling
to Assess Response Shift in Health
Related Quality of Life (HRQL) Post-
Stroke.”

Top Poster Presentation

Winner:

Stacie Hudgens ~ Evanston, IL, USA
“Cross-Cultural Validation of the Func-
tional Assessment of Cancer Therapy
Instrument for Patients Receiving Bio-
logical Response Modifiers (FACT-
BRM)”



REVIEWS OF THE 2002

ANNUAL MEETING
Articlesfrom|SOQOL memberswho
share their reflections of the 9th
Annual Conference in Orlando,
Florida

Observationsfrom Two
Attendees
Michael B. Nichol and Denise Globe

Three days into the excellent Orlando
meeting, we were struck with the obser-
vation that, similar to many other pro-
fessiond organizations, |ISOQOL wasin
the midst of an identity crisis. Fortu-
nately, |ISOQOL possesses the critical
elements necessary to survive this cri-
sis and evolve positively. Most impor-
tantly, in our view, ISOQOL is on the
precipice, prepared to evolve asaleader
in anumber of key areas of health ser-
vices research. In a sense, ISOQOL
could develop abrand identity that dis-
tinguishesitself fromitsmany sister or-
ganizations, while building abroad de-
mand for an enduring product. Thiscan
incorporate the expertise from investi-
gatorsfrom awide cross-section of dis-
ciplines that constitute the
organization’s membership.

In order to accomplish the branding pro-
cess, the organization needsto identify
the consumer. It seemed that therewere
three research streams at the meeting:
clinically based, popul ation-based, and
multidisciplinary. While much of the
clinical research presented at the meet-
ing was well executed and interesting,
all too often theimplied purpose wasto
produce results generalizable to an en-
tire population, whether that was a
population suffering from a particular
disease or anational or other geographic
group. Evidence of thiswasin thetheo-
retical modelsthat demanded multi-di-
rectional solutions (whichway iscause
and effect in thisrelationship?) and so-
phisticated analytic techniques (such as
|atent variable, MIMIC and other meth-
ods). Another, but much smaller group
of investigators, wasfocused on the use
of QOL for policy-setting purposes. This
group tended to gravitate to utility as-

sessment methods and applications.

But in each of these areas, we watched
investigators grappling with making
sense of insignificant results. We
couldn’'t help but wonder if these re-
sults had focused on cohorts within
their population maybethey would have
more successfully explained both the
phenomenaunder investigation and the
direction of causality. If these investi-
gationstried to determine specific cat-
egories of individuals that could be
treated differently, perhapstailored in-
terventions would show dramatic suc-
cess. Theirony isthat ISOQOL mem-
bers appreciate and endorse the hetero-
geneity of the human experience better
than many health services researchers,
and may be reluctant to draw conclu-
sions about ‘ categories’ of people. But
if 1SOQOL focused on cohorts, itsbrand
might be most helpful to clinicians.

The upcoming seminar linking QOL and
clinical practice is astrong step in the
right direction. But wethink the organi-
zation would maximize successif it were
tore-focuson two key areas of particu-
lar interest to clinicians: Who arethese
people that need help? And how can |
best help them (what works for them)?
In so doing, the organization may well
attract more clinicians, aswell as other
disciplines with constructs and models
relevant to the problems of HRQOL as-
sessment and application.

Views of Students

Rolanda Baars PhD-student, Leiden
Univergty Medical Center, The Neth-
erlands and Symone Detmar PhD,
TNO Prevention and Health, The
Netherlands

The 2002 annua meeting of thel SOQOL
took place on October 30-November 3
in Orlando, Florida. We found the sci-
entific program to be comprehensive
andto offer awideoverview of thefield
of quality of lifestudies. Thethreemayor
themesin the conferencewere: theoreti-
cal issues, (concept of quality of lifeand
determinants), methodological aspects
(qualitative research, IRT) and clinical
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work (quality of lifeinclinical trialsand
clinical practice), whichisin line with
the former conference of 1ISOQOL in
Amsterdam. Most issues that were
“new” then, were now elaborated: IRT
and computer-adaptive testing; QL in
terminal illness and more emphasis on
theinterpretation of QL. A large differ-
ence with last years' conference how-
ever, was the environment. Beautiful
weather, holiday resorts and highways
instead of cold, rain and a derelict old
city center.

On thefirst day, we especially enjoyed
thelecture by Tom Hack about enhanc-
ing the dignity of palliative cancer pa-
tients; a sensitive and inspiring talk in
what issues could be important in as-
sessing QL and in the usefulness of
qualitative methodsto quality of lifere-
search.

The following day was highlighted by
the plenary session with a “tele-talk”
from Daniel Kahneman.

First of al, thetalk wasunderstandable
and, even moreimportant, it wasan ex-
cellent presentation about an innova
tive method to collect QL data; the Ex-
perience Sampling Method. Thismeans
that participants parse a day into epi-
sodes, then complete a detailed report
of the setting, the activitiesand thefeel-
ings associated with each episode. The
results showed that this is a valid
method to receive very detailed infor-
mation about QL during different epi-
sodes of the day.

Interesting for researchers in the field
of pediatrics, as we are with our own
Kidscreen and Disabkids projects was
a special symposium on Friday after-
noon by Anne Riley and Christopher
Forrest regarding pediatrics. They took
us by the hand and guided us through
their developmental steps and mishaps
of the CHIP-CE development. In addi-
tion, two oral sessionswere held about
pediatric aspects in QL research. Both
wereinteresting sessions, including re-
sults and new developments in pediat-
ricresearch. Itisencouraging that pedi-
atric aspects are increasingly repre-
sented in the ISOQL meeting.

(Continued on page 6)



Student Views

Other Views

(Continued from page 5)

While we concentrate on therapy ad-
herence on the Saturday morning we
saw the conference adherence decreas-
ing, probably due to an inclining tem-
perature and the world famous theme
parks.

However, well visited in the afternoon
was the item reduction panel. Here the
important but seldomly described pro-
cessof item reduction was presented to
us and the presenters gave us hope in
telling us that in the near future reduc-
tion guidelines would be constructed.

There were some new aspects in the
organization of the conference; the
number of oral sessions was reduced,
which led to more audience and less
rumor during the talks. Round-table
lunches were held to facilitate the op-
portunity for discussions with people
interested in the same topics. Thisgoal
was reached in the lunch in which we
participated. However, from other ses-
sions we heard that the number of par-
ticipant wastoo large, to havereal dis-
cussions. The last change was an in-
crease in poster discussion sessions.
However, we would favor more round-
table lunches, poster sessions during
lunches, or “different perspective”’ de-
bates instead of citated poster discus-
sions at the very end of the afternoon
(as these had to compete with the urge
to go out into the warmth of the Florida
sun).

At the end there were still discussion
topics left for at the poolside. It was
noted by several that presentations of -
ten reflected on small aspects of QoL
research and that therewas still littleon
the overall impact of practical health
practiceor clinical significance. Never-
theless, most agreed that this confer-
ence was a high quality meeting, in
which an interesting and stimulating
program was offered.

Thanks to the organization!

Kwok Fai LEUNG, Hong Kong, China

The 2002 ISOQOL annual conference
was the seventh ISOQOL conference
that | have attended since 1997 in
Montreal. Throughout these years, |
have seen many changes in 1ISOQOL
and her annual mestings.

My past impression of ISOQOL confer-
enceswasthat it wasameeting for meth-
odologistsinterested in devel oping and
vaidating of QOL scaes, designing RCT
on QOL, and debating therelative merit
of various types of measures and meth-
ods of psychometric testing, handling
of missing data, clinical significance
determination and statistical modeling,
etc.

| witnessed an obvious change in the
2002 conference. Thisyear wasthefirst
time | have seen a lot of emphasis on
qualitative research and the cognitive
aspectsof QOL, with presentationsfrom
nursing and medical professionalswho
areexperienced in qualitative research.
The presentations brought about a new
horizon to QOL research methodologies
and agreat potential in combining quali-
tative and quantitative methodsin QOL
research.

There seemed to be anincreasing inter-
est in the cognitive process underlying
anindividual’sresponseto aQOL ques-
tion. The discussion started with the
issues on response shift, which | first
heard of in the Viennameeting in 1998.
This year the discussion extended into
an arenathat sought to the understand-
ing of the adaptation process and the
underlying psychological or cognitive
processes of patients. This emphasis
blurstheline between HRQOL and the
more global concept of QOL. It also
makesthe control of confounding vari-
ablesmoredifficultin QOL research. As
an occupational therapist helping
people to reconstruct ameaningful and
happy life, these discussions were both
interesting to meand hel pful inmy work.
I hope ISOQOL will continueto explore
these cognitive issues in the future
meetings. We will haveto learn from a
wide range of disciplinesto gain adeeper
understanding of the underlying pro-
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cesses of QOL appraisal and therapeu-
ticintervention. However, will theinclu-
sion of awider range of academic disci-
plines affect the uniqueness of
ISOQOL?Thisisanissuethat |ISOQOL
membersand Board should discussfur-
ther.

It wasniceto haveameetingin aluxuri-
ousresort with many attractionsaround
but it was hard to decide between the
scientific programme and the theme
parks. Thismight bewhy therewere not
many people in the sessions on the last

day.

THANK YOU...

...tothefollowing organizations
who in various ways contributed
to the 2002 Annual Meeting in
Orlando:

Abbott Laboratories
Astra Zeneca
Boehringer-Ingelheim
Bristol-Myers Squibb
Genentech
Health Research Associates
Health Utilities, Inc.
Johnson & Johnson
MAPI Research
MEDTAP , International, Inc.
Merck & Company, Inc.
Pfizer
Roche
Quality Metric, Inc./ Health
Assessment Lab
RTI Health Solutions

In addition, thank you to the
following exhibitorsat this
meeting:

MAPI
MEDTAP, International, Inc.

As aways, our Institutional
Members are appreci ated:

Abbott Laboratories (USA)
AstraZeneca (Sweden)
CORE(USA)
MEDTAPInternational (USA)
Quality Metric, Inc. (USA)




DEBATE SYNOPSIS
Report from Orlando

Albert Wu, MPH, MD

The Halloween afternoon debate exam-
ined the proposition: Resolved: com-
puter adaptive testing (CAT) should
become the standard method of health
status assessment in clinical trials.
Albert Wu moderated.

Bryce Reeve from the National Cancer
Ingtitute, isknown for his preternatural
ability to explain CAT insuch away that
peoplebelieve they understand what he
istalking about. He led off with an ex-
planation of CAT, followed by apersua-
sive seriesof arguments. First, CAT can
provide an accurate estimate of the
patient’s score using aminimal number
of questions, thusincreasing efficiency
and decreasing respondent burden.
Second, CAT automates awhole series
of operationsincluding question admin-
istration, data recording, scoring, and
recording. Third, CAT all but eliminates
floor and ceiling effects. Finaly, it is
versdtile, available on multipledelivery
platforms.

Inavirtuoso performance Ron Haysand
David Cella substituted on very short
noticefor Colleen McHorney, who was
trapped in an Indianaairport. They pre-
sented the best kind of critique - com-
ments from investigators actively pur-
suing work in this area. Through some
feat of legedermain, Ron Hays produced
anillustrated power-point presentation
that emphasized the following points:
First, isthefield sufficiently advanced?
Thereis till internal debate within the
IRT community about the best models
and methods for assessing dimensions
of health. In addition, there are prob-
lemswith the unidimensionality of many
of the scaleswe might want to measure.
Second, thereislittle known about “ or-
der effects’ - when questions are pre-
sented in a different order than how
they appear in their parent question-
naires, this may affect the answers
given by respondents. Third, creation
of item banks is laborious and expen-
sive. There is controversy about
whether these banks should be propri-

etary, a public utility, or both. Fourth,
there are potential problems with how
well theunderlying IRT modelsfitindi-
vidual persons. Taken together, these
unresolved technical issuesraise ared

flag.

David Cella, after a heartening pleato
his sponsors from the National Cancer
Institute (who were sitting in the audi-
ence) mustered honest reservations
about the feasibility of CAT inclinical
trialsresearch. He argued against short-
term application, because: 1) Measure-
ment science has not developed to the
point wherethereare available programs
to conduct CAT beyond developmen-
tal research settings. Item banksfor CAT
are not readily visible or available. 2)
CAT isthe “highest form” of IRT, and
thereare other contributions of IRT that
are ready for prime time, such as con-
tributing to the development of short
form questionnaires. Inredlity, trialsdo
not need the precision gained by
CAT...good short forms are more than
adequate. 3) Most of the arguments of -
fered by Dr. Reevein hissupport of CAT
(Computer ADAPTIVE testing) were ac-
tually in support of Computer BASED
testing. Computer BASED testing is a
great idea, asit reduceserror and labor,
and offersimmediate feedback. But this
ismuch less complicated than comput-
erized ADAPTIVE testing, which re-
quiresagorithm-based, patient-specific
assessment. 4) One of the main reasons
CAT is so popular in education is the
protection against cheating, and thisis
not an issuein health status assessment
5) Inclinical trial research and evalua-
tion, thereisan advantage to having all
patients answer the same clinical ques-
tions, especialy since we are not sure
we can define constructs so tightly that
questions indeed can be used inter-
changeably, asisrequired with CAT.

Nancy Santanello provided areality test
from the perspective of industry, who
arelikely to beimportant consumers of
CAT technology. Althoughitiscertain
that the use of CAT islikely to increase
in the future, there are important
unaswered questions. First, CAT re-
quireslarge populations with wide dis-
tributions of responses to set up the
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underlying metric for each measure of
health status. Aretheselikely to be avail-
able, especially for peoplewith specific
diseases or conditions? There isalack
of disease specific CAT measures - fu-
ture development would be needed.
Second, item bankswill berequired be-
fore CAT can beareality. How will this
be accomplished, and who paysfor this
work?Third, CAT will require technol-
ogy to be applied (web, portable de-
vices, laptops) to allow collection of
CAT measures. Will companiesbewill-
ing to commit to expensive technolo-
gies to assess what for them may be
secondary or tertiary endpoints?
Fourth, what is the usefulness of CAT
methodsto collect daily symptomsona
diary record or on a periodic question-
naire rather than a health status mea-
sure? Fourth, atechnical question, does
CAT metric methodology meet CRF
(Case Report Form) part 11 compliance?
Fifth, how do you compare treatment
groupswhen patientswithin each group
do not answer the same questions?And
how do you interpret the scores? What
isaclinically relevant change, and how
isthisto be established? Sixth, will the
FDA accept resultsfrom CAT measures
for labeling and promotion?

Currently, FDA wants to look at ques-
tionsthat make up measures. CAT gives
ascorefor each health state - isa score
sufficient for label and promotion?
Questions between patients will most
certainly differ at each time point and
questionswithin patients may differ at
each time point - implicationsfor |abel-
ing and promotion? In summary, al-
though CAT is a pomising new tech-
nology, still needed aretimeto do work
necessary to establish the methods,
money to pay for that work, application
in different populations to establish
validity and interpretation, and guid-
ance on how to analyze the resullts.

The debate adjourned without a clear
resolution, and without Ron Hays don-
ning the fright mask that he had brought,
just in case, in hisback pack.



CATHERINE POUGET’S
AWARD 2002

In remembrance of our friend and col-
league Catherine Pouget, Mapi Re-
search Institute has set up aprize to be
awarded annually for research contrib-
uting to theimprovement of the quality
of lifefor theterminalyill.

For the year 2002 seven applications
were submitted to Mapi Research Insti-
tute. These applicationswere evaluated

according to thefollowing criteria:

- Significance (thisreferstothelikeli-
hood of improving the quality of life
and/ or the health care of the termi-
nalyill),

- Methodological rigour,

- Originality,

- and likelihood to be compl eted.

For each criterion, a 4-point scale has
been used: low (1), moderate (2), good
(3), high (4). The criteriahave not been
weighed, i.e. each of them aregiventhe
same importance; although it could be
argued that significance and method-
ological rigour could beweighed higher.
The review committee included
CatherineAcquadro, MD, Scientific Di-
rector of Mapi Research Institute, and
Mapi Research Institute Scientific Ad-
visors, namely, CRB Joyce, PhD-, Donald
L. Patrick, PhD, MSPH, John E. Ware,
Jr., PhD, Albert W. Wu, MD, MPH.

We are happy to announcethat the 2002
Catherine Pouget Prize has been
awarded to Mrs Colleen J. Nordstrom,
PhD candidate, Department of General
Practice, University of Melbourne,
Victoria, Australia for her project en-
titled: TheInfluenceof Spirituality on
QOL and Pain in the Terminally Ill:
An Exploratory Sudy of the Patient
Perspective to Develop an Empirical
Model.

The purpose of this study is to deter-
mine how dying patients understand
and definetheterm spirituality, in order
to develop amodel that offersboth clini-
cal and conceptual explanatory capaci-
ties. The significance of this research

liesintheclinical contributionthat may
result in improved quality of life, and
potentially decreased pain, by identify-
ing aspects of spirituaity that can be
employed as therapeutic interventions.

A summary of the study results will be
published in afutureissue of the Qual-
ity of LifeNewdletter.

Wewould also liketo warmly thank the
other candidates for submitting their
research projects and for their will to
contribute to the improvement of qual-
ity of lifefor theterminally ill.

The Application form for the 2003
Catherine Pouget Award isavailable on
the Mapi Reseach Institute website at
http://www.mapi-research-inst.com/
other.asp and http://www.mapi-re-
search-inst.com/pdf/art/Catherine
Pouget Research Award-
Application.pdf. We are looking for-
ward to receiving your research pro-
posal.

ELECTRONIC COMMU-

NICATION IN 2003
JamesP. Donnelly, PhD

TheElectronic Communication Commit-
tee would like to thank Dr. Albert Wu,
LauraDegnon, and Bette Anne German
for their very positive leadership and
many contributions in building the
society’s communication and informa-
tion network. Our goalsfor the coming
year very much reflect the progress to
date and will involve further develop-
ment of the web site and listserv capa-
bilities. We'll try to take an evaluative
perspective, making improvements
based on informal and formal feedback
throughout the year. Behind the scenes,
our friends at Degnon Associates have
aready been upgrading hardware and
software to better serve the society.

One of thefirst improvementsyou will
notice is that we will have two society
mailing lists. Onelist will primarily in-
volve one-way communication fromthe
society to members. This listserv can
be thought of as an “announcements
only” list to keep the membership posted
onimportant events. The second list will
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beadiscussionlist tofacilitate two-way
communication related to quality of life
research. When you receive your re-
newal notice, you will have an option of
choosing one or both listservs. Other
enhancementswill includelist archives
and simpler subscription procedures.
Longer-term goals include adding
listservs for specific interest groups
within the society as they develop.

Theweb sitewill also continueto evolve
inthe coming year. We have established
reciprocity with most of the siteslinked
on our page. In addition to adding new
sites (suggestions welcome!), we will
attempt to organize them by category.
Theinformation value of the site should
increase as we continue to add biblio-
graphic resources and a Frequently
Asked Questions section. In addition,
a survey of site visitor needs will be
conducted. Wewill report on theresults
in the newsletter and begin to respond
with refinements to content and struc-
tureof our site. The committeewill also
study the “best practices’ in web site
structure and function and will attempt
to emulate them.

Wewill also continueto monitor stetis-
tical indicators of web site activity. In
thefirst ten months of 2002, the sitere-
ceived approximately 170,000 hitsbased
on nearly 30,000 visits. About 78% of
thesitevisitorsmadeonly asinglevisit
(i.e., most of the visits were generated
by unique IP addresses). There were
about 100 visitors per day, and the av-
erage length of a session was about
seven minutes. The statistical summa-
ries also indicate that site visitors have
most frequently accessed information
related to the annual conference, the
newsletter, links, and society organiza-
tion (membership, leadership, and com-
mittees). We might think of thisdataas
a kind of baseline, and hope improve-
ments to the web site and continued
growthinthe society will bereflectedin
the site activity report for 2003.

Lastly, wewelcome anyone who would
like to join in the committee and look
forward to receiving suggestions from
all members. You may write to me at

jpdl@buffalo.edu. Thank you in ad-

vance for your help!



RESUSCITATING THE
ISOQOL LISTSERV

ship Renewal form, or contact
info@isoqol.org.

Albert Wu, MPH, MD

Members with a good memory and a
steady connection to their email may
know that for several years, ISOQOL
has maintained an electronicmailing list,
or “listserv.” The purpose of thelist was
to cresteavirtual forumfor information,
discussion or and advice. Initialy, all
ISOQOL memberswithan email address
wereenrolled, with theinvitation to opt
out if so desired. Despite this, it must
be admitted that members have had an
on-again, mostly off-again relationship
with the listserv. The service was ne-
glected, withlong periods of timeelaps-
ing between individual postings, which
emerged seemly a random from mem-
berswith aconcernthat aligned momen-
tarily with a recollection of the email
address to send to.

Intheinterim, email evolved from nov-
elty, to necessity, to nuisance, coinci-
dent with increasing torrents of in-
tended messages spam. In October, an
attempt was made to resuscitate the
listserv, and a reminder message was
sent to everyoneon thelist. A couple of
members posted queries, including an
interesting (to some) thread concerning
individualized QOL assessment. Others
werelesscharmed and submitted urgent
requests to be disenrolled. These mes-
sages were posted to everyone on the
list, further fueling concern. Added to
this was an inexplicable and alarming
barrage of error messagesfrominactive
accountsthat assaulted the email boxes
of random individuals. At this point the
list was temporarily shut down for a
cooling off period of reflection and im-
provement.

Wewill be starting up again by the new
year. So, once again: Have a question?
Looking for a collaborator? Need a
curbside consult, expert advice or help
infinding aninstrument or article? Want
feedback on a new idea? Send a mes-
sageto the ISOQOL electronic mailing
list, and plug into a international net-
work of virtual colleagues.

If you are interested in participating,
please be suretoindicate your listserve
preferenceson your |SOQOL Member-

CALL FOR WORKSHOP
PROPOSALS: 1SOQOL
2003

We are soliciting proposals for work-
shopsthat can be offered at the |SQOL
2003 meeting in Prague. The proposal
application (along with general require-
mentsfor delivery of aworkshop) islo-
cated on 1SOQOL’'s website:

www.isogol.org. All applicationswill be
peer reviewed by Society members.

The purpose of the workshops at an-
nual meetingsisto provide educational
opportunitiesfor ISOQOL membersand
to raise funds for the Society. These
workshops generaly have two major
foci: measurement and analysisand in-
terpretation. However, we are also in-
terested in going beyond the basic in-
formation provided in previous work-
shops. Therefore, we are appealing to
the membership to propose workshop
topics considered important in the con-
duct of your quality of liferesearch, as
well astopics of interest to you.

If you areinterested in offering awork-
shop, please complete the workshop
proposal application on 1SOQOL’s
website. If you would just like to sug-
gest a topic, please email Carol

Moinpour (carolm@crab.org).

Individuals presenting workshops are
not compensated for doing so because
income generated by the workshops is
used to support Society activities in-
cluding scholarships to attend the an-
nua meeting. We believe that workshop
presentersbenefitin at least threeways:
you are hel ping to improve the conduct
of researchin our field; you are helping
ISOQOL provide aserviceto its mem-
bership; and, as a presenter, you are
obtaining recognition for your own
knowledge about and contributions to
thefield of quality of liferesearch.

So please either contribute your ideas
for workshop topics or apply to provide
aworkshop. 1SOQOL benefitsfromyour
involvement initseducational mission.
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MEMBER NEWS

Editor’s Note: This column about
1SOQOL memberswill appear as often
as there is news worthy of note.
Members are encouraged to submit
information about new positions,
awards, assignments, and member ships
of themselves and/or their colleagues.

Please keep announcements brief, ie,
oneor two short paragraphs maximum
length. Given space limitations, the
editor reserves the right to abbreviate
contributions  exceeding the
recommended length.

Alex C. Michalos, PhD, F.R.S.C.,
University of Northern British Columbia,
wasgiven the Vincentian Ethics Scholar
Award for 2002, awarded by the
Vincentian Universities of the United
States for valuable contributions to
fostering business ethics research.

Nancy KlineL eidy, PhD, Global Scien-
tific Director of MEDTAPInternational
was awarded the 2002 Distinguished
Alumni Award from Michigan State
University. The selection is made from
candidates who have distinguished
themselves by obtaining the highest
level of professional accomplishments
and who possess the highest standards
of integrity and character to positively
reflect and enhance the prestige of
Michigan State University.

Dr. Leidy hasmorethan 25 years of ex-
periencein clinical and health outcomes
research. She has served on the facul-
ties of Michigan State University and
the University of Arizona and the re-
search staff of the International Coun-
cil of Nursesin Geneva, Switzerland. Im-
mediately prior tojoining MEDTAP, Dr.
Leidy wasan intramural scientist at the
National Institutes of Health (NIH)
where she studied performance varia-
tion and structurein peoplewith chronic
obstructive pulmonary disease. She
currently serves as an Adjunct Faculty
Member at Johns Hopkins University.



| SOQOL 2003

November 12 - 15, 2003

The Hilton Prague

Prague, Czech Republic
Abstract Submission Deadline:

April 30, 2003

To submit an abstract and for more
meeting Information, visit our
website at www.1sogol.org




