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Many in Cohort Surviving HIV-Infected Heritage

BY ERIK GOLDMAN
Contributing Writer

OLD GREENWICH, CONN. — A
small cohort of young people who were
born infected with HIV is alive and well,
and struggling to come to grips with an
adulthood no one ever thought they'd live
to reach.

“We first saw some of these kids when
they were 4 or 5 years old, and it is so
heartening to see them now as young
adults. We never expected them to live this
long,” said Dr. Katlyne Lubin of the Albert
Einstein College of Medicine’s Rose F.
Kennedy Center for Excellence in Devel-
opmental Disabilities, Bronx, N.Y. Since
the early 1990s, the Kennedy Center has
had a special program to help young chil-
dren born with HIV, many of whom have
significant HIV-related neurologic and de-
velopmental problems.

At a meeting of the Eastern Society for
Pediatric Research, Dr. Lubin reported
preliminary qualitative data gathered
from the first-ever U.S. follow-up study of
young adults born HIV positive. Her find-
ings provide a window into the inspiring
yet heartbreaking world of a unique gen-
eration.

“There was nobody like these kids be-
fore they were born, and because here in
the United States we’ve been so successful
in preventing maternal-fetal HIV trans-
mission, there are hardly any others com-
ing up behind them.” Many of the sur-
vivors of the original Albert Einstein
cohort are doing surprisingly well given
the daunting difficulties posed by a chron-
ic and life-threatening disease and cogni-
tive impairment, all against a backdrop of
inner city poverty.

Today, these young people face entirely
new challenges as they enter an adulthood
for which neither they nor the health care
system are prepared.

Dr. Lubin’s study is a follow-up to work
originally begun by P. Papola, M. Alvarez,
and H. J. Cohen at Einstein in 1994. The
team assessed the neurocognitive status of
90 children, ranging in age from 5 to 14,
who were born infected with HIV. All
were residents of the Bronx, and nearly all
were from poor African American or His-
panic/Caribbean communities (Pediatrics
1994;94:914-8).

The original study showed that 44% of
these young people were below average in
intelligence for their ages, and 56% were
at borderline intelligence. Half had signif-
icant language impairments, and 74% re-

quired special education services.

As the youths have aged, nearly all of
them have ceased coming to the Kennedy
center, and have been essentially lost to fol-
low-up.

“We began to wonder what had hap-
pened to all of these kids, so about 2
years ago we decided to try and do a fol-
low-up study, and track down as many of
them as we could. If you know anything
about doing research in inner-city com-
munities like we have in the Bronx, you’ll
know this was a Herculean task,” Dr. Lu-
bin said at the meeting, cosponsored by
the Children’s Hospital of
Philadelphia.

Her team was able to find
leads to 44 of the original 90
young people, who now
range in age from 16 to 24
years, with a mean age of
19. Twenty of these were
confirmed deceased, but the
researchers were able to
make contact with 24 of the
former patients, some of
whom they’d not seen in
over a decade. “We sent
them letters and called
them asking if they would
come in and fill out follow-up question-
naires.”

Nine were living with adoptive families,
and six were still living with a biologic par-
ent, some of whom were HIV positive
themselves. Three were living indepen-
dently, and others were living with grand-
parents, siblings, or other relatives. Un-
fortunately, a significant number were in
prison or detention centers.

The cognitive and neurologic problems
present during their early childhoods have
persisted to some degree into young adult-
hood. The mean total intelligence quotient
in the group was 87, which is slightly low-
er than average (90-110). However, 17 of
the young people were within the average
range, and only 3 showed evidence of mild
retardation. Fourteen still had language im-
pairments, and 9 had learning disabilities.

Many of them were working very hard
to overcome their disabilities. Nine of
them were currently in school, four had al-
ready graduated from high school, two
had obtained a general equivalency diplo-
ma, and two had actually graduated from
college. “Given all the factors against
them, these are major accomplishments,”
said Dr. Lubin.

Dr. Lubin attributed their survival in
part to improvements in antiretroviral

well.

‘We knew them
as little children
and now here they
were, fully grown.
Many of them
looked absolutely
wonderful. They
have a sense that
they’re doing

therapy over the last decade. She noted
that 14 of the 24 patients reported taking
their anti-HIV drugs every day; 9 report-
ed poor compliance. One patient report-
ed taking the drugs on at least 5 of every
7 days. The investigators observed an age-
related trend toward noncompliance; the
patients who were over 21 tended to be
less compliant than those under 21.

Compliance also seemed to correlate
with education; the youths who dropped
out of high school were less likely to take
their medications consistently. But Dr. Lu-
bin cautioned that the sample size was not
large enough to determine if
these are truly meaningful
observations.

Some of the young people
were very actively engaged
in self-management; 8 knew
their T-cell counts, and 10
knew their current viral
loads. Those who were most
compliant with their med-
ication regimens were less
likely to abuse alcohol or
street drugs, and less likely
to have run afoul of the law
than those who were non-
compliant.

Not surprisingly, given the age range of
the subjects, use of alcohol and cannabis
was common, with 18 reporting use of the
former, and 13 reporting use of the latter.
Only 4 of the 24 reported using “hard”
drugs such as heroin or cocaine.

Although most were doing fairly well,
seven had major problems with the law
(arrests, detention or prison), and six had
already done jail time.

For Dr. Lubin and her colleagues, as well
as for the patients themselves, the re-
unions were extremely moving and often
bittersweet.

“It was so amazing to see them as big
kids. We knew them as little children and
now here they were, fully grown. Many of
them looked absolutely wonderful. They
have a sense that they’re doing well, and
that they’re going to be around for a while.
But at the same time, it is very sad because
their futures are very uncertain. And
they re reaching an age where they are be-
coming sexually active and having rela-
tionships. And no matter how open-mind-
ed you are, HIV carries a huge stigma.
They're struggling with the question of to
whom they should disclose their status.”

Eleven of the former patients reported
disclosing their HIV status to close friends,
but an equal number had not disclosed it

to anyone. Sixteen of the youths were sex-
ually active, but only 7 reported that they
always disclosed their serostatus to sexu-
al partners. Another seven said they’d nev-
er disclosed to a sexual partner, and two
said their willingness to disclose was vari-
able. Ten of the 16 said they used condoms
all the time, and 4 said they used them on
most occasions. Two said they had never
used condoms.

Some of the youths, particularly the old-
er ones, expressed the desire to become
parents themselves but they feared having
an HIV-positive child. Dr. Lubin noted
that two of the girls in the cohort had al-
ready had their first babies, both of whom
were HIV negative.

These youths were also struggling with
the larger question of what to do with
their lives—adult lives no one expected
them to have.

As a group, they have a lower educa-
tional level than the average, which limits
their employment prospects. “A lot of
them are really pretty lost. They're having
difficulty transitioning to independence.
They do not know how to deal with mon-
ey or pay rent or anything like that. We’ve
identified the need for programs that help
them deal with basic life skills, and teach
them how to deal with the various medical
and social services for which they qualify.”

Dr. Lubin acknowledged that this qual-
itative study had major limitations such as
a small sample size, reliance on self-as-
sessment, and selection bias. Naturally, it
raises as many questions as it answers.
Since these youths are no longer patients
of the Einstein programs, the researchers
were unable to do any medical testing. Dr.
Lubin is hoping to be able to set up a study
of their medical status in the near future.

Limitations aside, the study does repre-
sent the first comprehensive look at how
people with congenital HIV infection are
faring as they emerge into adulthood.
What is clear is that these young people
have unique medical, psychological, social
and practical needs that are not currently
being met by any existing agencies. She
said that her team is actively trying to link
this cohort with other, smaller groups of
people born HIV positive, as well as with
other HIV/AIDS service organizations.

The latter can be tricky, since these
young people may not readily identify
with other HIV-positive subgroups such as
gay men, lesbians, IV drug users, or im-
migrants from countries where HIV is
widely prevalent. “They really are a distinct
and unique group,” Dr. Lubin said. [

Utah Flu Hospitalization Data From 2004 to 2005 Show Ethnic Disparities

ATLANTA — Blacks, Asians, and Hispanics were sig-
nificantly more likely to be hospitalized for influenza dur-
ing the 2004-2005 flu season in Utah, compared with non-
Hispanic whites, Lisa Wyman reported in a poster
presented at the International Conference on Emerging

Infectious Diseases.

Overall, the hospitalization rate per 100,000 person-
years was 22.2 cases among blacks, 22.6 cases among
Asians/Pacific Islanders, and 19.0 cases among Hispan-
ics, compared with 7.2 cases among non-Hispanic whites.

Children younger than 5 years had the highest hospi-

with non-Hispanic whites.

talization rates of any age group, and these rates were sig-
nificantly higher among minority children, compared

Ms. Wyman and her colleagues at the Utah Depart-
ment of Health reviewed all cases of laboratory-con-
firmed cases of influenza reported in Utah during the
2004-2005 season. A total of 253 hospitalizations were re-
ported, and complete race and ethnicity data were avail-
able for 209 cases. The type of influenza virus was de-
termined for 224 hospitalized cases; 136 were associated
with the influenza A virus, and 88 were associated with

the influenza B virus. Hispanics and Asians/Pacific Is-
landers were significantly more likely to have the in-

fluenza B virus (46% and 69%, respectively), compared

with non-Hispanic whites. In addition, Hispanics aged 25
years and older were more likely to have the influenza B
virus, compared with non-Hispanic whites.

Although the study was limited by relatively small num-
bers, a preliminary review of data from the 2005-2006 flu
season showed similar trends with regard to ethnic dis-
parities in hospitalization rates, the investigators noted.

—Heidi Splete


Used Mac Distiller 4.0.x Job Options
This report was created automatically with help of the Adobe Acrobat Distiller addition "Distiller Secrets v1.0.5" from IMPRESSED GmbH.
You can download this startup file for Distiller versions 4.0.5 and 5.0.x for free from http://www.impressed.de.

GENERAL ----------------------------------------
File Options:
     Compatibility: PDF 1.2
     Optimize For Fast Web View: Yes
     Embed Thumbnails: No
     Auto-Rotate Pages: Individually
     Distill From Page: 1
     Distill To Page: All Pages
     Binding: Left
     Resolution: [ 600 600 ] dpi
     Paper Size: [ 855 1107 ] Point

COMPRESSION ----------------------------------------
Color Images:
     Downsampling: Yes
     Downsample Type: Average Downsampling
     Downsample Resolution: 150 dpi
     Downsampling For Images Above: 225 dpi
     Compression: Yes
     Automatic Selection of Compression Type: Yes
     JPEG Quality: Low
     Bits Per Pixel: As Original Bit
Grayscale Images:
     Downsampling: Yes
     Downsample Type: Average Downsampling
     Downsample Resolution: 150 dpi
     Downsampling For Images Above: 225 dpi
     Compression: Yes
     Automatic Selection of Compression Type: Yes
     JPEG Quality: Low
     Bits Per Pixel: As Original Bit
Monochrome Images:
     Downsampling: Yes
     Downsample Type: Average Downsampling
     Downsample Resolution: 300 dpi
     Downsampling For Images Above: 450 dpi
     Compression: Yes
     Compression Type: CCITT
     CCITT Group: << /Columns 32 /K -1 /Rows 8 >>
     Anti-Alias To Gray: No

     Compress Text and Line Art: Yes

FONTS ----------------------------------------
     Embed All Fonts: Yes
     Subset Embedded Fonts: Yes
     Subset When Percent Of Characters Used is Less: 100 %
     When Embedding Fails: Warn and Continue
Embedding:
     Always Embed: [ ]
     Never Embed: [ /Symbol /Courier /Courier-BoldOblique /ZapfDingbats /Helvetica-BoldOblique /Helvetica-Bold /Times-Bold /Courier-Bold /Helvetica /Times-BoldItalic /Times-Roman /Times-Italic /Helvetica-Oblique /Courier-Oblique ]

COLOR ----------------------------------------
Color Management Policies:
     Color Conversion Strategy: Convert All Colors to sRGB
     Intent: Default
Working Spaces:
     Grayscale ICC Profile: Adobe Gray - 20% Dot Gain
     RGB ICC Profile: sRGB IEC61966-2.1
     CMYK ICC Profile: U.S. Web Coated (SWOP) v2
Device-Dependent Data:
     Preserve Overprint Settings: No
     Preserve Under Color Removal and Black Generation: No
     Transfer Functions: Preserve
     Preserve Halftone Information: Yes

ADVANCED ----------------------------------------
Options:
     Use Prologue.ps and Epilogue.ps: Yes
     Allow PostScript File To Override Job Options: Yes
     Preserve Level 2 copypage Semantics: Yes
     Save Portable Job Ticket Inside PDF File: No
     Illustrator Overprint Mode: Yes
     Convert Gradients To Smooth Shades: Yes
     ASCII Format: No
Document Structuring Conventions (DSC):
     Process DSC Comments: Yes
     Log DSC Warnings: No
     Resize Page and Center Artwork for EPS Files: Yes
     Preserve EPS Information From DSC: No
     Preserve OPI Comments: No
     Preserve Document Information From DSC: No

OTHERS ----------------------------------------
     Distiller Core Version: 4050
     Use ZIP Compression: Yes
     Deactivate Optimization: No
     Image Memory: 524288 Byte
     Anti-Alias Color Images: No
     Anti-Alias Grayscale Images: No
     Convert Images (< 257 Colors) To Indexed Color Space: Yes
     sRGB ICC Profile: sRGB IEC61966-2.1

END OF REPORT ----------------------------------------

IMPRESSED GmbH
Bahrenfelder Chaussee 49
22761 Hamburg, Germany
Tel. +49 40 897189-0
Fax +49 40 897189-71
Email: info@impressed.de
Web: www.impressed.de

Adobe Acrobat Distiller 4.0.x Job Option File
<<
     /ColorSettingsFile ()
     /LockDistillerParams false
     /DetectBlends true
     /ParseDSCComments true
     /DoThumbnails false
     /AntiAliasMonoImages false
     /MonoImageDownsampleType /Average
     /MaxSubsetPct 100
     /MonoImageFilter /CCITTFaxEncode
     /GrayImageDownsampleType /Average
     /GrayImageFilter /DCTEncode
     /ColorImageDownsampleThreshold 1.5
     /ColorConversionStrategy /sRGB
     /CalGrayProfile (Adobe Gray - 20% Dot Gain)
     /NeverEmbed [ /Symbol /Courier /Courier-BoldOblique /ZapfDingbats /Helvetica-BoldOblique /Helvetica-Bold /Times-Bold /Courier-Bold /Helvetica /Times-BoldItalic /Times-Roman /Times-Italic /Helvetica-Oblique /Courier-Oblique ]
     /ColorImageResolution 150
     /UsePrologue true
     /ColorImageDepth -1
     /sRGBProfile (sRGB IEC61966-2.1)
     /PreserveOverprintSettings false
     /CompatibilityLevel 1.2
     /UCRandBGInfo /Remove
     /EmitDSCWarnings false
     /CreateJobTicket false
     /DownsampleMonoImages true
     /DownsampleColorImages true
     /MonoImageDict << /Columns 32 /K -1 /Rows 8 >>
     /ColorImageDownsampleType /Average
     /GrayImageDict << /VSamples [ 2 1 1 2 ] /Blend 1 /HSamples [ 2 1 1 2 ] /QFactor 0.9 >>
     /CalCMYKProfile (U.S. Web Coated (SWOP) v2)
     /MonoImageDepth -1
     /PreserveEPSInfo false
     /AutoFilterGrayImages true
     /GrayACSImageDict << /Blend 1 /QFactor 1.2 /HSamples [ 2 1 1 2 ] /VSamples [ 2 1 1 2 ] >>
     /SubsetFonts true
     /ColorImageFilter /DCTEncode
     /AutoRotatePages /PageByPage
     /ASCII85EncodePages false
     /PreserveCopyPage true
     /EncodeMonoImages true
     /PreserveOPIComments false
     /ColorImageDict << /VSamples [ 2 1 1 2 ] /Blend 1 /HSamples [ 2 1 1 2 ] /QFactor 0.9 >>
     /AntiAliasGrayImages false
     /GrayImageDepth -1
     /CannotEmbedFontPolicy /Warning
     /EndPage -1
     /TransferFunctionInfo /Preserve
     /CalRGBProfile (sRGB IEC61966-2.1)
     /EncodeColorImages true
     /EncodeGrayImages true
     /ColorACSImageDict << /Blend 1 /QFactor 1.2 /HSamples [ 2 1 1 2 ] /VSamples [ 2 1 1 2 ] >>
     /Optimize true
     /ParseDSCCommentsForDocInfo false
     /GrayImageDownsampleThreshold 1.5
     /MonoImageDownsampleThreshold 1.5
     /AutoPositionEPSFiles true
     /MonoImageResolution 300
     /GrayImageResolution 150
     /AutoFilterColorImages true
     /AlwaysEmbed [ ]
     /ImageMemory 524288
     /OPM 1
     /DefaultRenderingIntent /Default
     /EmbedAllFonts true
     /StartPage 1
     /DownsampleGrayImages true
     /AntiAliasColorImages false
     /ConvertImagesToIndexed true
     /PreserveHalftoneInfo true
     /CompressPages true
     /Binding /Left
>> setdistillerparams
<<
     /PageSize [ 576.0 792.0 ]
     /HWResolution [ 600 600 ]
>> setpagedevice


