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Amsterdam Viewpoint

Costly Regional AIDS Conference for the North

The International AIDS conference remains a northem
enterprise. With over 85% of the participants coming form
industrialized countries, it is, in effect, the regional meeting
of the North. The costs are high —some $25 million—and
the intemnational benefits uncertain, particularly as it dimin-
ishes the importance of other regional AIDS meetings. De-
spite its attempts to invite persons from most countries, it is
a meeting where most scientific submissions are of little rel-
evance to the areas with most infected people, those living
in Asiaand Africa. '

The theme of Amsterdam was “a world united against
AIDS”. The first indications, however, that the world was
not united , was the movement of the conference formiits in-
tended site in Boston to Amsterdam to protest the United

Seth Berkley
States’s immigration policy of restricting entry to those who
are HIV infected.

The organizers, sensitive to the issues of human rights
and the personal issues associated with the epidemic made
every attempt to include all constituencies in the confer-
ence. Thus unlike most scientific meetings, activists and
politicians were placed side by side with scientists in the
program. Consequently, the conference has lost much of its
feel as an intense scientific gathering and is becoming a
venue for global consciousness raising.

There were many flamboyant exhibition booths advertis-
ing the expensive therapies and testing materials for HIV
infections. There was also a great deal of protesting but
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because the voices of the activists were officially included in
the program, protests were less disruptive than in previous
conferences. Most protests were directed at the discrimina-
tory practices, at the lack of U.S. government leadership on
HIV/AIDS issues, and towards pharmaceutical companies
that were accused of overpricing the life-saving drugs.
These, however, were western-oriented protests. As in past
years, there were no organized protests for the victims in
the poorest developing countries, such as sub-Saharan Af-
rica, who are dying of AIDS without the benefit of basic
therapy or without pain relieving medications.

The distribution and spread of the world wide pandemic
make the absence of protest on behalf of those living in the
less developed countries {LDCs) even more disheartening.
During the conference WHO announced its latest estimates
of HIV infections: as of July 1992, over 13 miillion persons
are infected worldwide.! Of these, 70% are living in LDCs
and of the one million persons estimated to have been in-
fected over the last six months, 85% of those are living in
LDGs.

Perhaps the most sobering session for the international
scene was that on measuring and modeling the economic
impact of the epidemic. Attended by only about 50 persons
of whom only two or three were from developing countries,
Daniel Tarantola presented a paper written with Charles
Cameron2 Using published information on costs and a
survey of government expenditures in 37 countries, they
calculated worldwide expenditures on HIV/AIDS. They
estimated that for 1990 alone, $2.6 - $3.5 billions dollars was
spent on HIV/AIDS care worldwide, 10-16% of which was
being spent on developing countries where 60-70% of the
cases were occurring.

Expenditures in Africa, with over one half of the global
burden of infection, were only 1.5 - 2% of the global total for
direct care. Estimates of worldwide expenditures for pre-
vention and research were equally distressing: $1.4 billion
for prevention with 90% spent in industrialized countries,
and $1.7 billion for research with 94% spent in the North.
Despite the magnitude of the epidemic 2.8% of the world's
expenditureon prevention— only $0.07 per capita.

People from almost every country attended the con-
ference, reflecting an impressive effort by the organizers.
However, while| was being confronted with an $885.00 on-
site registration fee, 1 contemplated the costs and impli-
cations of a conference of this scale. Over 80% of the partici-
pants were from the North. The costs of the conference, not
including salaries and lost productivity, were well over $25
million US. dollars by my estimate, or more than one-
quarter of the World Health Organization’s budget for
worldwide AIDS activities. Is this a good use of scarce
resources?

Most of the scientific presentations at the conference were
by Northern investigators focusing on issues that had little
relevance for most of the infected persons in the world—
those living in Africa and increasingly Asia. Although it is
important for scientists from all regions to share experi-
ences, it is particularly important for scientists working in

areas with similar transmission patterns and with similar
constraints to work together, especially with younger, less
experienced colleagues. Unfortunately, these younger rela-
tively unknown LDC scientists rarely receive support to at-
tend the International Conference.

Furthermore, it is vital to convene researchers from the
South because they lack the ongoing access to up-to-date li-
braries, personal journal subscriptions, electronic literature
searches, regular visiting professors and guest lecturers en-
joyed by researchers from the North. This ty pe of education
and networking is best done at the regional conference level
where most of the science agenda addresses shared prob-
lems. Yet, these conferences are overshadowed by their
“big brother”, the Amsterdam style International Confer-
ence. Regional conferences for the South have been consid-
ered second class; for example, expatriate researchers
working in Africa usually present their most important
work at the International Conference which is considered
more prestigious and has major donors in attendance. Ex-
patriate researchers may not even attend the regional con-
ferences. Budgets for these regional conferences are a
fraction of those of the International Conference and lower
expenses and travel can allow many more researchers to at-
tend. Despite this, it is often difficult to raise funds for the
regional meetings and to get researchers and speakers from
the North to attend. This is due, in part, to the money spent
on the International Conference, as well as the lower pres-
tige of the regional meetings.

Perhaps, this will improve once the regional and the in-
ternational meetings begin to be held biannually in altemat-
ing sequence scheduled to begin in 1995. I, for one, would
like to see much more attention and resources focused
where the need is greatest—empowering those scientists
who are attempting to deal with the majority of the worlds’
infections. The prestige and visibility of regional confer-
ences should be strengthened so researchers doing work in
those regions consider these conferences as appropriate
venues for sharing scientific information.

Despite the laudable motivations of the organizers of the
International Conference, we should ask if this gathering is
cost effective and in the best interest of the international ef-
fort. In a world that is not providing the necessary re-
sources to fight the epidemic, perhaps a better protest to the
US. policies would have been to cancel this year’s confer-
ence and redirect the millions of dollars used by intema-
tional agencies to strengthen the regional conferences. In
doing so, the world would, in fact, acknowledge that the
areas that bear the largest burden should receive a fairer
share of the resources. That equitable treatment would indi-
catea world truly working to unite against AIDS. u

Notes:

1) World Health Organization, Clobal ’rograinme on
AlDS. The current global situation of the HIV/ AIDS
epidemic. July 1992 (distributed at the VIl Intemational
Conferenceon AIDS, 19-24 July 1992, Amsterdam

2) CameronC, Tarantola D. The Cosis of AIDS in the World,
1990. Abstract WceC1038, VI International Conference
on AIDS, 19-24 July 1992, Amsterdam.













KEY POINTS ABOUT HIV GUIDELINE

BACKGROUND

1' r' ! d V

Proper management of early HIV infection and ita complicalions may cnable the person living with IWJ::';;M
symptom-free longer and to play an important role in future wmanagement.

Eerly diagnosis and inlorvention allow for the development of a close relationship between the HTV-infected
individua] and the provider. Additionally, early diagnosis of HTV allows the provides to counsel the person living
with HIV about ways to avoid transmission to others.

2, cople wi ive w

HIV infcction occurs in both urban and rucel populations. HIV infection increasingly affects men and women of all
races, ethnicitice, and sexual orientations, as well as infants, children, and adofescents. 3

3. Primary Care Can Make a Difference

Primary carc provides the first opportunity for JITV-infected individuals to reccive early medical and psychosocial
interventions,

FOR PROVIDERS
4, Tool for All Practitioncrs, Especially Primacy Care

This guidcline is an information tool for healih care practitioners, especially primary care providets ta avaluats and
manage selected aspécts of early HIV infection. The guideline prescnts informatlon in manageable uvita and helps
practitioners be morc offcctive and efficient io their carc of peaple living with M1V,

§. \ din; re

The practitioner responsible for an HIV-infccted person’s care should make every effort to coordinate all aspects of
this care and facilitate access to support services Aud casc managoment.

6. The Guidcline o rly Management of HIV [
The selected topics addressed In the guideline include:

. detailed medical history-taking including sexual and substance use bistory and examination of HTV teat
results

disclosurc of HIV status and nccessary counseling

assessment of immuno function by measuring CD4 cells

preventive therapy for Pneumocystis carinii pneumonia (PCP)

discussion of igitialion of antisretroviral therapy

evaluation and management of infection with Mycobacterium tuberculosis (M. Tb. )
diagnosis’ and treatment of syphilis

oral, eye, and gynecologic assessment

roproductive counscling

accens to clinical trials



7.

HIV infection is increasing most rapidly among womea, adolesceats, and ohildren, Primary care providers should
give special altoation to:

° women: regular polvic examinations, including Pap smears, and reproductive counse)ing

° adolescents: asscssment based on level of sexual maturity, and prescribed drug dosages adjusted
acoordingly; evaluatlon of scxually active adolescents for soxually transmilted dlseases (STDg)

. infants and children: eatly diagnosis and treatment for Infants, with special attention to neurological
assessment, becaunse the disease progresscs more rapidly in smell children than in adults

° providers should help HIV lafected persons, especially infants, children, adolescents, and womea (Including
pregnant women), access clinical trials and experimental protocols; call 1-800-TRIALS-A for informatlon
about ongoing triala

FOR PEOPLE LIVING WITH EARLY HI1V AND THEIR CAREGIVERS

8. Learn About M1V

Leam all you can about HIV infection end its manifestations: work in partuership with your primary care provider to
stay as healthy as possiblb. -

9. ve i v i il

. Peoplo living with HIV should have their imnune system checked rcgulasly. ,

. People living with HIV are susceptible to a type of pnenmonia called Pneumocystis carinii paeumonia, or
PCP.

. People living with HIV should begin taking medioations to prevent the development of this pneumonia when

their immune gystem becomcs weaker, as measured by their CD4 count dropping below 200.

. Disouss with your provider the need to monltor for infection with tuberculosis and syphilis.
l Talk to your primary care providcr about olher treatments you may nced and the availabillty of clinical
trials.

10. w uld uest Additional Servi

Women should have regular pelvic exams, including Pap smears, and should discuss questions about family planaing,
pregnancy, and breast fecding with their primury oare providers. Womea should also inquire ebout the availahility
of clinical trials.

11.  Kecp Others Safe

People living with HIV should speak with thelr health care provider about ways to avoid transmission of HTV to
other,

GENERAL POINTS
12, Guideline Was E_ !gjgn' ed by Iealth Carc Iroviders and ansumgr;

The guideline was developed by a banel of private sector, multi-disciplinary oxperts who carc for people l.ivi.ng with
HIV. The panel also includcd a man and a woman who are lving with HIV.

13. i ng Expe ini
Tho guidelinc covers selected topics of carly HIV care, and is based upon the bost science availahlo, When litcrature
and evidence were lacking, consensus among pancl members was used. The panel reviswed over 30,000 sources in
the professional literature, consulted with a wido varety of outside experts, and had the document reviewed by

intended users and people living with HIV in many health carv settings. The panel hopes that this guidelinc will
identify areas for fulure reacarch and guidelines.
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Enhance the quality and extend duration of lifc by
tmproving skills to diagnose and trcat sclected
important complications of carly HIV infection.
Encouragg the participation of patients and their
families in the development and implemcmalion of care
plans.

Increase the access of all paucms to opportunitics o
obtain new treatments and participatc in investigational
trials.

Establish the degrece 1o which present treatment,
counseling, and diagnosis practiccs are science-based.
Identify areas for future HTV guidclines.

Recommendations

Recommendations as summarized below were issued

for selecled aspects of early HIV care:

Disclosure Counseling

When disclosing HIV status Lo a patient, include a facc-
to-face discussion of the psychosocial and medical
effects of HIV, available therapies and social services,
Stale reporting requircments, and potential advantages
and disadvantages of voluntary disclosure to family,
friends, and assoclates.

Strongly urge paticnts (o disclose their HIV status (o
significant others, paticularly sex and needle-sharing
partners, (o prevent further transmission of HIV.
During counscling, asscss the patient’s need {or
coordinatcd care and mental health treatment.

Evaluvation and Care of Adults and Adolescents

2

Conduct a thorough medical, sexual. and substance usce
history and a physical examination of the paticnt, with
particular attention to H1V-related symptoms.
Providers caring for adolescents should be aware of
issues specific to this age group, including assessment

of physical and scxual maturity, psychosocial aspects of

adolescence, and impediments Lo accessing care.
At the initial examination:

Assess immune status by determining the number of
CI4 cells. Mcasure the number of CD4 cclls every 6
monlths when the count is over 600 cells/pl and at least
cvery 3 months when the count is between 200 and 600
cells/pl. Discuss and offer antiretroviral therapy.
Rccommiend Preumocystis carinii pncumonia therapy.
Screen paticnts for Mycobacterium iuberculosis
infcction and cutaneous ancrgy. Discuss and
vecommend pieventive therapy if necessary. Adherence
(o treatment can be improved by developing strong
rclationships with patients and by using directly
ohserved therapy or case management.

Guideline Overview

« Lvaluate patients for syphilis infcctlon by taking a
carcful history and perforiing a non-treponemal test.
Perform a reponemal test and an cvaluation of
cerebrospinal Auid if necessary. Begin penlcillin
treatment if infected.

» Conduct an oral examination at each visit and
recommend (wice yearly visi(s to the dentist.

* Conduct an eye examination, including a funduscopy.
Repeat at each visit. Refer the paticnt to an eye
specialist when there are any unusual signs or
Symptoms.

¢ For prcgnant womcen, mcasure CD4 cells at entry into
prenatal care or at delivery if there has been no prenatal
carc. Recommend PCP therapy and discuss and offer
antiretroviral therapy as for non. pregnant adults.
Evaluate for syphilis infection at entry into prenatal
care, during the third trimester, at delivery, or at
exposure Lo or presentation with a sexualty transmitted
discase. Complete penicillin treatment at least 4 weeks
before delivery to prevent congenital syphilis.

» Conduclt regular gynecological examinations in HIV-
infected women, with particular attention to Pap
smears.

+ Conducl objective, nonjudgmental pregnancy
counseling and include discussion of the risks of
perinaial transmission, the effects of pregnancy and
childbiith on IV progressian, and the Jong-term
cffects of pregnancy decisions on the family. Advm.
the patient against breast-feeding.

Evaiuation and Care of Infanis and Children

Recause HIV infection frequently progresses more
rapidly in infanis and children than in adults and because
the disease characteristics are different. early dmgnosls
and aggressive management are vital.

. Evaluaxc CD4 cell count and percentage at regular
intervals, beginning at { month of age. Begin PCP
prophylaxis afier an episode of PCI® or if the CD4 ccll
count o1 percentage falls below age-adjusted normal
values. Begin antireiroviral therapy if there is
symptomatic HIV infection or if CD4 count or
percentage fails below age-adjusted values.

¢ Conduct a ncurological assessment at cach visit.
Perfonm a bascline CAT scan or MRI at time of
diaguosis, and conduct age-related <levelopmentat
ussessments every 3 months 1o age 2 and every 6
monihs thereafter. After excluding ather disgnoscs,
treat infants and childeen with HIV-related cential
ncrvous system discase with antiieroviral therapy
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Case Management
* Coordinate medical care and support services for the

and financial issues. In the later stages, the focus of
assistancc will shift to medical issucs.

patient or refer to a formal casc management system. * Ensure that paticnts arc referred to case management

Develop contacts with case management programs in
the community.

* Recognlze that in the carly stages of HIV, required
services will emphasize assistance with housing, job,

For the Practitioner:

Q Early detection and treatment of HIV infection and
preventive therapies arc offective in delaying the
onset of life-threatening symptoms.

Q The first counseling and evaluation session is a
crucial one because it not only determincs the stage
of HIV Infeclion and the aspects of the patient’s
condition that need care, but because it lays the
foundatlon for the future relationship with the patient.
An open and construclive relationship facilitates
greater paliont involvemont in care and can help
prevent the spread of the disease.

O Htis important to keep abreast of clinlcal trials open in
the community. Advising paticnts, including pregnant
women, of such trials will facililate access of all
patients to new irealment opportunities.

Q There are many dimensions to the ecare of persons
with early HIV infection in addition to the medical
aspects. These include providing mental healith and
crisis managetnenl counseling and assisting with
social support services, such as housing, insurance,
and jobs. Become more knowledgcable in these
areas, or develop refcrrals so that your patients are
given comprehensive and coordinated care.

Q Find out more about early HIV management, Read
Clinical Practice Guiacline Number 7: Lvaluation and
Management of Early HIV Infection and usa ils
companion Quick Refcrance Guidg for Clinicians.
Sack out sources of information on aspects of early
HIV care not covered in the guideline. Give your
palionts Undersianding HIV or HIV and Your Chikd 50
that they can be more informed about HIV and ils
treatments.

Agency for Heallh Care Policy and Research

Imporiant Things to Reember About Early HIV Infection

ﬁrogrmns that are administered and staffed by
nowlcdgeable, resourceful, and empathetic
individuals.

For the Consumer:

Q it is iImportant to find out if you have HIV
Infoction and to begin care early. Early care
can delay the onset of life-threatening ilinesses
assoclated witht HIV infection.

Q Talk frankly wilh your primary care provider
about the pros and cons of telling peoptle your
HIV status. Also discuss your concems about
HIV inlection, trealment and preventive
theraples, and the effects of HIV infection on
your life and family and friends.

Q Find out about the many HIV information and
support servicas available to you and yourt
tamily and use them. Work with your care
provider 1o develop a coordinated and
comprehensive treatment plan,

Q Order the frec consumer booklet Undeistanding
HIV or HIV and Your Child, which provides
information on HIV Infection and its treatments
and lists sources for further information and
help.

Q The U.S. Government's Agency for Health Care
Policy and Reseaich, which prepared the
consumer booklels, also has a Clinical Practice
Guidetine and a Quick Refercnce Gulde for
Clinicians an cvaluating and managing early
HIV Infection. You can order these free
publications for your primary car¢ provider.

HIV Guideline 3
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> - Guideline Development

The Agency for Health Care Policy and Research
convened a private-sector, Interdisciplinary panel of
physicians, nurses, allied health professionals, and
others active in the HIV and AIDS fieids who worked
together fo develop the guideline. One of the panel's
first tasks was to select the topics that would be
covered by the guideline. Once the topics were
chosen, the panel and selected outside consultants
reviewed thousands of scientific and clinical studies.
Atter this review, the panel considered health policy
Issues, such as the effect of the guideline on health
care resources, medical ethics Issues, concerns of
patients and practitioners, medicolegal issues, and
insurance concerns. During this phase of guideline
development, the panel held two public hearings to

(L ST B

sollclt oral and written testimony from groups and
individuals not on the panel but concerned about the_
issue.

The results of the litarature review and public hearings
were used to develop a draft guldellne. The draft
guideline was then submilted lo a carefully chosen
group of experts for peer review of scientific content
and lo clinicians and other health care professlonals
representative of the users for whom the guideline
was being developed. This latter group evaluated the
guideline for validity, credibility, and usefulness In their
own practice settings.. Comments from reviewers
were used in finalizing the guldeline. HIV-infected
individuals and parents of infected children provided
input for the consumer guides.

Early HIV Guideline Presentation

The Guideline is presented in several forms. The
Guideline Report presents supporting technical
information and a comprehensive bibliography. The
Clinical Practice Guidelins, inlended for the
practitioner, contains a discussion of the topics, the
panel's recommendations with supponling evidence
and references, and a series of algorithms and tables.
The Quick Reference Guide for Clinicians, also
intended for the praclitioner, is a brief summary of and
companion volume to the Clinical Practice Guideline.
it proviges highlights of the guideline and presents the

'MQ.

&

U.S. Depariment of Health and Human Services
Public Health Service
Agency for Health Care Policy and Rescarch

AHCPR Pub. No. 94.0570
January 1994

tables and algorithms, Two Consumer Guides --
Undarstanding HIV and HIV and Your Chiid --
published In English and Spanish, provide information
to help patients work in parinership with their health
care providers. The Clinical Practice Guldelina, the
Quick Reference Guide, and the Consumer Guides
are avallable free of charge. Write to AHCPR HIV
Guideline, CDC National AIDS Clearinghouse, P.O.
Box 6003, Rockville, MD 20849, or call (800) 342-
AIDS.
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Evaluation and Management
of Early HIV Infection

__Guideline
Overview

As the epidemic of HIV/AIDS in the Uniled Stales
enters a second decade, persons with IV infection are
living longer and have an improved quality of lifc. In the
face of sometimes overwhelming barriers, the efforts of
many in the public and private sectors, working as
individuals or In groups, have had an effect on this most
challenging public health crisis.

Yet, the realities of the cpidemic must be confronted.
Every year, there are 40,000 to 60,000 new cases of HIV
in the United States. In 1992, the HTV-related costs for
our Nation just for medical care and time lost{ from work
were more than $10 billion. This figure does not include
the enormous physical, emotional, and psychological
injury to individuals and families coping with an illness
that often is considered to be sclf-inflicted and deserved.
Our society must address an epidemic that is spreading lo
diverse areas and unsuspecting pepulations.

This guideline was developed with a sense of hope and
an urgent need to continue to respond intensively.
Clinicians, scientists, administratars, advocates,
politicians, activists, those infected, and aflected families
must persist in their work to enhance and expand
advances in treaiment and care, while forging a more
cffective public health response to this epidemic. The
importance of prevention and its linkage to early
diagnosis and care, has put into focus the need for the
primary care provider (o coordinate and manage many

aspects of early HIV infcction. The guideline recognizes |

this crucial rolc and provides specific reccommendations
on the evalualion and management of selected aspects of
early HIV care.

January 1994 No. 7

Addressing the Problem

The Agency for Health Carc Policy and Research, a

Federal Government agency within the U.S. Public Health
Service, convened a panel of private-sector experts and
consumers (o develop a clinical practice guideline on HIV
infcction. The panel chose to focus on the evaluation and
management of early HIV infection. This topic was
considered important for a number of reasons:

* More people with HIV infection are living without

major symptoms.
Medical intervention In early HIV infection has more

" potential to prevent complications and delay disease

progression.

Counseling and education provided during the carly
stages of HIV infection have the potential to prevent the
spread of HIV.

Assuring early diagnosis and enrollment into case
management programs facilitates patient and family
involvement in treatment and care programs.

Access to and availability of required medical and
psychosocial services can be anticipaled and
succcssfully managed when H1V is diagnoscd before
illness or disabilities develop.

The panel developed several major ohjectives in

shaping the guideline:
¢ Educutc health profcssionals and consumers rcgarding

the impontance of early diagnosis, counseling, and
coordinated care in limiting the consequences of HIV
infection.
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