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Abstract
Objective. Clinical interventions that lengthen life after HIV infection and significantly reduce transmission could have greater impact if more HIV-diagnosed
people received HIV care. We tested a surveillance-based approach to investigating reasons for delayed entry to care.
Methods. Health department staff in three states and two cities contacted
eligible adults diagnosed with HIV four to 24 months previously who had no
reported CD41 lymphocyte (CD4) or viral load (VL) tests. The staff conducted
interviews, performed CD4 and VL testing, and provided referrals to HIV
medical care. Reported CD4 and VL tests were prospectively monitored to
determine if respondents had entered care after the interview.
Results. Surveillance-based follow-up uncovered problems with reporting
CD4 and VL tests, resulting in surveillance improvements. However, reporting
problems led to misspent effort locating people who were already in care.
Follow-up proved difficult because contact information in surveillance case
records was often outdated or incorrect. Of those reached, 37% were in care
and 29% refused participation. Information from 132 people interviewed
generated ideas for service improvements, such as emphasizing the benefits of
early initiation of HIV care, providing coverage eligibility information soon after
diagnosis, and leveraging other medical appointments to provide assistance
with linkage to HIV care.
Conclusions. Surveillance-based follow-up of HIV-diagnosed individuals not
linked to care provided information to improve both surveillance and linkage
services, but was inefficient because of difficulties identifying, locating, and
recruiting eligible people. Inefficiencies attributable to missing, incomplete, or
inaccurate surveillance records are likely to diminish as data quality is improved
through ongoing use.
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Clinical interventions that are capable of improving
the quality and length of life after human immunodeficiency virus (HIV) infection and significantly reducing
transmission1–16 have limited population-level impact
because many HIV-diagnosed people cannot or do
not access HIV medical care. Marks et al. estimated
that 72% of people newly diagnosed with HIV in the
United States had received medical care for their HIV
infection within four months of diagnosis.17 Studies
have shown that many of those not entering care
soon after diagnosis continue to delay care entry;18–20
evidence suggests that antiretroviral therapy may not
restore health as fully when initiated late.21–24
As the capacity of HIV surveillance to monitor
care use has increased, some health departments
have begun to use HIV surveillance as both a source
of feedback to public health workers and health-care
providers on rates of linkage to and retention in care
and a bridge among health departments, patients,
and medical care providers to facilitate case management.25,26 We summarize findings from the Never in
Care Pilot Project, which tested the use of case surveillance data to prompt investigation of the system-level
barriers and human factors affecting entry to care.
Methods
In 2005, the Centers for Disease Control and Prevention (CDC) funded Indiana, New Jersey, New York
City, Philadelphia (Pennsylvania), and Washington
State to conduct the Never in Care Pilot. State laws in
these jurisdictions mandated reporting of either all
CD41 lymphocyte (CD4) or all viral load (VL) values.
Health departments sampled people diagnosed from
December 2006 to December 2009 and reported to the
enhanced HIV/Acquired Immunodeficiency Syndrome
Reporting Systems (eHARS) in these project areas.
Eligible adults were diagnosed 90 days previously and
had no reported CD4 or VL tests, with the exception of
tests in the same month and year as the HIV diagnosis,
unless followed by additional CD4 or VL tests. (A test
during this period may have been ordered along with
confirmatory testing and before referral to care.27) The
investigators have described the sampling methods in
greater detail in a previously published report.28
Staff investigated the eligibility of sampled people
by searching CD4 and VL reports for any evidence
of care entry after selection and checking diagnosis
dates against available records. Routine matching of
surveillance data with vital statistics data, and ongoing
interstate efforts to de-duplicate reported HIV cases,29
identified deaths and migration out of the project
area, respectively, among sampled people. Those not

excluded as ineligible as a result of these efforts were
contacted by mail, phone, and home visit—in that
order, if possible—depending on the availability of
contact information. Contact information was obtained
from the surveillance record when available, from
diagnostic service providers, or by other means available to the health departments for case investigation, if
necessary. Contact attempts continued until six months
from the initial contact, after which the case was closed
and the person was considered unable to be located.
Interviewers screened potential respondents to
confirm eligibility when contact was made. Those
determined to be ineligible and who had not yet
entered care received referrals to medical services.
All those who remained were invited to participate in
the interview and fingerstick blood draw. Consenting
participants had whole blood collected (250 microliters
[μL]) using the Microtainer® tube microcollection
device (Becton, Dickinson and Co., Franklin Lakes,
New Jersey). The CD4 count in whole blood was measured by immunophenotyping with the FACSCaliburTM
flow cytometer (BD Biosciences, San Jose, California)
using the BD MultitestTM CD3/CD8/CD45/CD4 kit
(BD Biosciences). HIV plasma VL was measured when
a sufficient blood volume was collected using the
COBAS® AMPLICOR HIV-1 Monitor Test, v1.5 (Roche
Molecular Systems Inc., Pleasanton, California).
Incoming reports of surveillance of CD4 and VL
tests were prospectively monitored via eHARS through
August 31, 2010, to determine if respondents had
entered care after they were interviewed. A CD4 or
VL test reported to surveillance after the interview was
treated in this analysis as the first CD4 count or first VL
measurement for (1) people from whom blood was not
collected at the interview and (2) those whose blood
collected at the interview could not be tested because
of insufficient volume or clotting.
Participants were offered an incentive for their
participation. All people contacted were encouraged
to seek HIV medical care and given information about
the benefits of care (a brochure produced by CDC) as
well as referrals (i.e., contact information for medical
care and other service providers in their area).
Variables
The following information was collected from consenting adults through a 30-minute structured interview:
demographic characteristics, barriers to and facilitators
of HIV medical care, and general health. We used
reported income and number of dependents to determine the percentage of respondents who fell below
300% of the federal poverty level (FPL), a common
eligibility criterion for publicly funded care, according
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to standardized methods.30 We grouped individual
reasons for not entering care into the following categories: financial/insurance, knowledge/information
(e.g., believing that there is no need for care if one
feels good), psychological (e.g., not wanting to think
about HIV status), service organization (e.g., inconvenient clinic location or hours), and other (too sick to
initiate care, fully occupied with other responsibilities
such as child care, homeless, or no transportation).
Analyses
We analyzed data using SAS® version 9.2.31 We examined frequencies and percentages of responses through
univariate and bivariate analyses with Chi-square tests
to assess differences in proportions.
Results
In the five project areas combined, 19,516 adults were
diagnosed with HIV infection from December 2006 to
December 2009 and reported to eHARS by February
28, 2010. Of these 19,516 adults, 11,156 (57%) had
CD4 or VL evidence of care entry and 8,360 (43%)
had no evidence of care entry through the month
they were eligible for selection. Of the latter, 4,885
were sampled. Of those sampled, 219 were excluded
as ineligible after record review because of a diagnosis date that was outside of the eligible date range,
leaving 4,666 adults eligible for field investigation.
Of those considered eligible for investigation, 2,299
(49%) adults were determined to be ineligible before
contact was made. The Figure summarizes the results
of the field investigation. Of 132 people interviewed,
105 (80%) provided a blood specimen, a CD4 count
was available for 96 respondents (73%), and a VL was
available for 90 respondents (68%) (data not shown).
We found significant differences in characteristics
between people who were interviewed and those who
were not interviewed (i.e., not contacted or refused
the interview), as well as between people who were
interviewed and people who had evidence of care
entry. As shown in Table 1, information available in
eHARS indicated that the majority of respondents were
non-Hispanic black (63%), male (75%), younger than
30 years of age (46%), born in the U.S. (82%), and
interviewed in Indiana (51%).
Table 2 presents additional characteristics of the
respondents. At the time of the interview, 46% were
.6 months from their HIV diagnosis. The majority
of respondents (60%) had high school education,
and most (95%) had incomes of 300% FPL. Blood
collected at interview was tested for CD4 for 69 respondents and for VL for 61 respondents; first CD4 and/
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or VL was available from subsequent monitoring of
reports to surveillance for an additional 27 respondents (CD4) and an additional 16 respondents (VL).
Of 96 respondents for whom CD4 count was available
either through the Never in Care Pilot or a later report
to surveillance, 47% had counts of 350 cells/cubic
millimeter (mm3) and 20% had counts of 200 cells/
mm3; 44% of the 77 people with VL results had a VL
of 100,000 copies/milliliter (mL).
Table 3 describes respondents’ health and relationship with the health-care system. Twenty-six percent
said they felt depressed all or most of the time in the
past four weeks, 15% had never received health care
for any reason, 71% either had no health insurance
or had a gap in health insurance in the past three
months, and 38% had a medical care visit after their
HIV diagnosis that was not HIV-related and did not
lead to care entry.
As shown in Table 4, the five most frequently
reported reasons for not entering care were lack of
money or health insurance (57%), not wanting to think
about being HIV-positive (55%), feeling good/healthy
(55%), feeling depressed (45%), and not wanting to
disclose HIV-positive status (43%). Of those who cited
lack of money or health insurance as a reason for not
entering care, 97% met a common eligibility threshold
for public HIV care (income 300% FPL) (data not
shown). For most respondents, barriers to care were
multidimensional—only 14% reported barriers in only
a single category.
Reported CD4 and VL tests were monitored for a
median of 17 months (range 1–29 months). Overall,
43 participants (33%) entered care during this period
(as evidenced by a CD4 or VL test after the interview).
Of those who had a CD4 or VL test after the interview,
the median time from interview to first reported CD4
or VL test was 97 days. Of 102 (77%) respondents who
reported being fairly to very likely to enter HIV care
within the next three months, only 17 (17%) actually
did. Among factors respondents said would make care
entry more likely, the top two were having sufficient
money or health insurance to enter care (33%) and
feeling sick (31%).
Discussion
The Never in Care Pilot tested a concept for enhanced
surveillance to investigate reasons for delayed initiation
of HIV medical care. HIV case surveillance records triggered follow-up and voluntary interviews that provided
useful leads for improving linkage to care. However,
the tested approach was challenging to implement.
Finding and recruiting those who had been

Public Health Reports / March–April 2013 / Volume 128

120  Research Articles

Figure. Outcomes of case investigation and recruitment of HIV-infected people with no evidence
of care entry in five project areas:a Never in Care Pilot Project, 2009–2010

4,666 investigated

2,299 (49%)
determined ineligible
before contactb

1,735 (75%) had
laboratory evidence of
care entry

251 (11%) were not
residing in area

57 (2%) were deceased

18 (1%) were unaware of
HIV status or aware for
3 months

2,367 (51%) contacted

1,614 (68%) not
reached

753 (32%) reached

405 (54%) determined
ineligible upon contact

216 (29%) refused
to be interviewed

132 (18%)
interviewed

279 (69%) were in
care by self-report

126 (31%) were
ineligible for another
reasonc

238 (10%) were
ineligible for another
reasonc

The five project areas were Indiana, New Jersey, New York City, Philadelphia (Pennsylvania), and Washington State.

a

Of 4,666 people with no evidence of care entry at the time of selection from the sampling frame, 2,299 people were determined to be
ineligible before contact was made: 1,735 people were ineligible because they had laboratory evidence of care entry. Among these, 1,393
had a CD4 or viral load test performed before they were selected, but not reported until after their selection, and 342 had a CD4 or viral load
performed after their selection.

b

Other reasons for ineligibility included being diagnosed before the eligibility period, not being able to speak English or Spanish, being younger
than 18 years of age, or having a CD4 or viral load date before the HIV diagnosis date.
c

HIV 5 human immunodeficiency virus
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Table 1. Comparison of sampled HIV-infected peoplea who were interviewed with sampled people
who were not interviewed and sampled people who were ineligible to be interviewed: five project areas,b
Never in Care Pilot Project, 2009–2010

Characteristic

Sampled people
interviewedc
(n5132)
Percent

Sampled people
not interviewedd
(n51,830)
Percent

People ineligible
because of
evidence of care
entrye
(n511,156)
Percent

46
24
23
7

34
25
26
15

28
27
26
19

12

17

19

0
0
63
20
4
1

0.2
1
59
17
5
1

0.4
3
46
25
6
0.2

75

76

74

82

72

NA

42
5
4
33
17

31
2
9
44
13

41
5
4
42
8

84

73

NA

51
9
21
11
8

6
22
36
31
5

5
10
64
10
11

Age at diagnosis (in years)
(missing 5 4)
18–29
30–39
40–49
50
Race/ethnicity (missing 5 7)
Hispanic
American Indian/
  Alaska Native
Asian/Pacific Islander
Non-Hispanic black
Non-Hispanic white
Multirace
Unknown
Sex
Male
Country of birth
U.S.
Risk category
MSM
MSM 1 IDU
IDU
Heterosexual
Undetermined
Time since diagnosis
at selection
6 months from
  diagnosis
Project area
Indiana
New Jersey
New York City
Philadelphia
Washington State

Comparison of
people
interviewed vs.
not interviewed
P-value

Comparison of people
interviewed vs. people
ineligible for interview
because of evidence
of care entry
P-value

0.01

0.0001

0.60

0.002

0.90

0.80

0.007

NA

0.003

0.006

0.006

NA

0.0001

0.0001

a
Sampled people were diagnosed with HIV between December 2006 and December 2009 and had no evidence of care entry (includes those
with only one CD4 or VL test in the same month as their HIV diagnosis).
b

The five project areas were Indiana, New Jersey, New York City, Philadelphia (Pennsylvania), and Washington State.

For sampled people interviewed, never in care status was confirmed by self-report.

c

Sampled people not interviewed included 216 people who declined to participate when contacted and 1,614 people not reached through
contact attempts (neither group was confirmed to be never in care).

d

People ineligible because of evidence of care entry included people with >1 CD4 or VL tests unless they had only one test in the same month
as their HIV diagnosis.

e

HIV 5 human immunodeficiency virus
NA 5 not available
MSM 5 men who have sex with men
IDU 5 injection drug user
CD4 5 CD41 lymphocyte
VL 5 viral load
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 iagnosed four to 24 months previously was difficult.
d
The degree of difficulty encountered was consistent
with some other, similar efforts.32–34 Unless these
challenges can be overcome, the surveillance-based
follow-up approach may not be cost-effective. Perhaps
both contact and response rates might be increased
by preparing those who test HIV-positive to expect
follow-up contacts that allow them, if they are willing,
to share their experiences for the improvement of
services and service access, and also to receive referrals
to medical care and other services. Strong emphasis
on the benefits of early and ongoing HIV care, even
for those who feel healthy, might provide a context for
follow-up efforts that would more successfully engage
those who have delayed starting care.
Starting the follow-up closer to the time of diagnosis proved more successful than subsequent attempts
during the pilot. One reason for the low contact rates
among those diagnosed less recently was that contact
information obtained at diagnosis was frequently
incorrect. A report from San Francisco documented
follow-up contact and interviews with 76% of 160 newly
diagnosed people.26 Contact and response rates varied
across project areas participating in the Never in Care
Pilot, with the highest rates in Indiana, but none as
high as reported by San Francisco. Identifying critical
factors leading to high contact and response rates in
areas having greater success might allow for improved
outcomes elsewhere if the conditions underlying success can be replicated.
Despite the challenges, the Never in Care Pilot
demonstrated that interviewing those who have not
yet linked to care can complement a practice that is
gaining momentum: the use of reported CD4 and VL
test results as proxy indicators to estimate how many
HIV-diagnosed individuals have initiated HIV care.25
Interviewing those without CD4 or VL evidence of care
entry can help to validate these proxy indicators that
are increasingly being used to monitor progress toward
national linkage-to-care objectives. Such interviews may
also provide a more useful description of who is not
linked to care and why—information that has implications for improving support for HIV-diagnosed individuals to begin and continue with HIV medical care.
Those who delay entry to care continue to represent
a substantial proportion of people recently diagnosed
with HIV.17 The delay is lengthy for many of these
people.35 There is an ongoing need to understand
the reasons for delayed care entry to provide for the
service needs of this group. The Never in Care Pilot
identified lack of money or insurance as the most commonly reported barrier to care. Almost all (97%) of
those who said they had not entered care because they

lacked money or insurance appeared to be financially
eligible for publicly funded care, according to reported
income and number of dependents. The fact that those
who appeared to qualify for public services perceived
lack of money or insurance to be a barrier to care entry
suggests that they may not be aware of their eligibility. What is known about why eligible HIV-diagnosed
people do not use HIV medical services is evolving.33,36
Table 2. Characteristics of HIV-infected people with
no evidence of care entrya interviewed in five health
project areas (n=132):b Never in Care Pilot Project,
2009–2010
Characteristic

Percent

Time since diagnosis at interview (in months)
4–6
7–12
12

46
42
11

Sexual orientation (missing 5 1)
Homosexual, gay, or lesbian
Heterosexual or straight
Bisexual

40
45
14

Possible exposure to HIVc (missing 5 2)
Injected drugs
Sex with a person who injected drugs (missing 5 5)
Sex with a man (males, missing 5 2)
Sex with a man who had sex with men (females,
  missing 5 3)
Sex with a person known to be HIV-positive
  (missing 5 17)
Education (missing 5 2)
High school
High school
Some college, associate’s degree, or technical
  degree
Bachelor’s degree

8
14
61
14
28

28
32
33
5

Employment status (missing 5 2)
Unemployed
Working occasionally
Employed full-time
Employed part-time

52
11
9
26

Income 300% FPLd (missing 5 15)

95

Homeless in past three monthse

18

In jail, detention, or prison in past three months
(missing 5 1)

9

Never disclosed HIV status (missing 5 2)

35

Know someone with or who has died from HIV/AIDS
(missing 5 3)

77

CD4 count (cells/mm3) (missing 5 36)
200
200–349
350–500
500

20
27
17
36

continued on p. 123
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Table 2 (continued). Characteristics of HIV-infected
people with no evidence of care entrya interviewed
in five health project areas (n=132):b Never in Care
Pilot Project, 2009–2010
Characteristic

Percent

44
12
44

Diagnosed between December 2006 and December 2009

a

The five project areas were Indiana, New Jersey, New York City,
Philadelphia (Pennsylvania), and Washington State.

b

Reported behavior prior to diagnosis (respondents could choose
more than one category).
c

Reported income and number of dependents were used to
determine the percentage of poverty level for each respondent
according to standardized methods. Department of Health and
Human Services (US). Annual update of the HHS poverty guidelines.
Fed Reg 2009;74:4199-201. Also available from: URL: http://aspe.
hhs.gov/poverty/09fedreg.shtml [cited 2012 Aug 30].

d

McKinney-Vento definition of homelessness: living on the street,
staying in a shelter, living in a single-room-occupancy hotel,
temporarily staying with friends or family, or living in a car. A person
is categorized as homeless if that person lacks a fixed, regular,
adequate nighttime residence or has a steady nighttime residence
that is (1) a supervised publicly or privately operated shelter
designed to provide temporary living acccommodations, (2) an
institution that provides a temporary residence for people who are
intended to be institutionalized, or (3) a public or private place not
designed for or ordinarily used as a regular sleeping accommodation
for human beings (e.g., in an automobile or under a bridge). Taken
from: Stewart B. McKinney Homeless Assistance Act, 42 U.S.C.
§11301, et seq. (1987).

e

HIV 5 human immunodeficiency virus
FPL 5 federal poverty level
AIDS 5 acquired immunodeficiency syndrome

Percent

Perception of general health (missing 5 1)
Excellent
Very good
Good
Fair
Poor

16
27
36
18
3

Felt depressed in past four weeks (missing 5 2)
All of the time
Most of the time
Some of the time
A little of the time
None of the time

15
11
27
22
24

Never received health care for any reason
(missing 5 1)

15

No insurance during past three months
(missing 5 1)

61

Gap in insurance sometime during past three
months

10

Number of urgent care visits during past three
months
0
1
2–3
4

83
8
7
2

Had no regular place for medical care

56

Had a non-HIV-related medical care visit after HIV
diagnosis that did not lead to initiation of HIV care

38

Had a CD4/VL reported after the interviewc

33

CD4 5 CD41 lymphocyte

a

mm3 5 cubic millimeter

b

mL 5 milliliter

123

Table 3. Health and interaction with the health-care
system reported by HIV-infected people with no
evidence of care entrya interviewed in five health
project areas (n=132):b Never in Care Pilot Project,
2009–2010
Reported health

Viral load (copies/mL) (missing 5 55)
10,000
10,000–100,000
100,000



Diagnosed between December 2006 and December 2009

The five project areas were Indiana, New Jersey, New York City,
Philadelphia (Pennsylvania), and Washington State.

Reports of CD4 and VL tests received by the HIV surveillance units
in participating project areas were monitored for a median of 17
months (range: 1–29 months); median time from interview to first
reported CD4 or VL test was 97 days.
c

Our findings suggest that providing information about
public benefits to eligible people may address one possible underlying reason.
To date, with two exceptions,33,37 studies of barriers
to HIV care entry have been retrospective.38–44 Never
in Care Pilot interviews with people who had not yet
entered care at the time of the interview show that barriers to care are multidimensional, and indicate that
poverty and mental health problems may be contributing factors, underscoring the importance of supportive
services to help with starting and staying in care.
Fragmentation of the health-care system and separate funding streams for prevention and care present
challenges to achieving the seamless system advocated
in the National HIV/AIDS Strategy to immediately
link people to continuous and coordinated quality

HIV 5 human immunodeficiency virus
CD4 5 CD41 lymphocyte
VL 5 viral load

care when they learn they are infected with HIV.45,46
The Never in Care Pilot identified health-care system
missed opportunities and disconnects worthy of further
investigation as potential leverage points for improving early linkage-to-care rates. A previously published
article about the pilot described missed opportunities
for linkage to care at HIV diagnosis.47 Findings presented in this article indicate that non-HIV-related care
visits could also provide an opportunity to facilitate
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Table 4. Barriers and facilitators to HIV care reported
by HIV-infected peoplea with no evidence of care
entry interviewed in five health project areas
(n=132):b Never in Care Pilot Project, 2009–2010
Barriers and facilitators to HIV care

Percent

Barriers to HIV care entryc
Lack of money or health insurance
Felt good (healthy)
Avoidance of HIV status
Depressed
Disclosure issues
Denial of HIV status
Medicines are harmful or unpleasant
No cure
Lack of transportation
Couldn’t get an appointment
Distrust health-care workers
Other responsibilities
Substance use
Clinic hours are inconvenient
HIV doesn’t cause AIDS
Didn’t know where to go
Otherd

57
55
55
45
43
30
26
20
19
17
16
14
11
8
6
5
5

Likelihood of starting HIV care in next three months
(missing 5 2)
Very likely
Fairly likely
Fairly unlikely
Very unlikely
Don’t know

45
32
5
12
5

Reported facilitators to HIV care entrye
(missing 5 2)
Felt sick
Sufficient money or health insurance
Disclosure issues addressed
Cure discovered
HIV medicines that are not harmful or unpleasant
Otherf

33
31
10
7
7
5

Diagnosed between December 2006 and December 2009

a

The five project areas were Indiana, New Jersey, New York City,
Philadelphia (Pennsylvania), and Washington State.

b

Percentages add to more than 100% because respondents could
select more than one reason.
c

Unstable housing, religious reasons, felt sick, and language barriers
were each reported by 5% of respondents as reasons for not
entering care.

d

Respondents were asked, “What, if anything, would make you more
likely to start HIV medical care within the next three months?” Sixty
respondents who had previously answered that they were very likely
to start HIV medical care in the next three months were not asked
this question.

e

f
The following were reported by 5% of respondents as facilitators
to HIV care entry: having other responsibilities covered, stable
housing, stable mental health, substance use recovery, cure for
HIV/AIDS available, if medicines weren’t harmful or unpleasant,
trustworthy health-care workers, transportation available, convenient
clinic hours, convenient clinic location, available appointments, no
language barrier, or nothing would facilitate care entry.

entry to HIV care. Almost 40% of the study population
received health care after HIV diagnosis, not including
urgent care visits; however, they did not start HIV care.
An innovative project, the Louisiana Public Health
Information Exchange, demonstrates how surveillance
data can be used to leverage non-HIV-related care
visits in settings with electronic health records.48 Yet,
the majority of those we interviewed did not have any
medical care visits, which suggests that waiting for such
a visit to occur to start HIV care may lead to later-thanoptimal HIV care entry, and that approaches such as
surveillance-based follow-up may also be needed.
The potential value of surveillance-based follow-up
is its promise for identifying where and why problems,
such as gaps between testing and care, are occurring
area-wide.25 If implemented as a routine part of public
health practice, enhanced surveillance involving interviews with people who have not linked to HIV care
could catalyze necessary changes in supportive services.
As changes are implemented, their impact could be
measured by area-wide linkage-to-care rates estimated
from case surveillance data. Repeated assessments of
what is preventing linkage to care among those who
delay care entry, along with information on the extent
to which services have changed to meet needs, could
provide iterative cycles of feedback that are critical for
incremental improvements in linkage to care.
Our findings point to conditions that would increase
the efficiency of surveillance-based follow-up. In the
Never in Care Pilot, delayed reporting of CD4 and VL
tests resulted in misspent effort, leading to the investigation of 405 cases in which a person selected for
participation was actually already in care. An expected
reduction in reporting delays as health departments
complete the transition to electronic reporting of CD4
and VL tests will likely sharpen the focus of future
follow-up efforts. In addition to reporting delays,
reporting completeness and other data quality issues
may affect how well the presence or absence of reported
CD4 or VL tests reflects care entry or non-entry. We
found that inconsistent reporting of CD4 and VL tests
by a laboratory led to selection of people who were
already in care; for some people, initial CD4 and VL
tests were ordered before referral to care rather than
at the first HIV care visit. Identifying these problems
strengthened surveillance data or improved understanding of the data, paving the way for more successful
follow-up efforts in the future. Finally, if surveillance
data are to be useful for follow-up and facilitating linkage to care, the completeness and accuracy of contact
information in the case record must also be improved.

HIV 5 human immunodeficiency virus
AIDS 5 acquired immunodeficiency syndrome
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Limitations
This study was subject to several limitations. For one,
the Never in Care Pilot was a first attempt at using
HIV case surveillance data as a trigger for follow-up
interviews about barriers to care in the five participating project areas. We did not assess the continuing
benefit to surveillance of investigating the absence of
reported CD4 and VL testing in people diagnosed with
HIV, nor the potential benefit to linkage-to-care rates
of repeated cycles of addressing barriers identified.
Additionally, respondents may not be representative
of all HIV-diagnosed people who have yet to be linked
to HIV medical care. Also, people who did not speak
English or Spanish were excluded from participation;
their barriers to care may be different from those
described in this article. Lastly, the five project areas’
unequal success with obtaining interviews was likely the
result of multiple factors; the project was not designed
to identify the relative contribution of different factors
in determining response rates.
CONCLUSIONS
The enhanced surveillance concept tested by the
Never in Care Pilot was inefficient because many HIVdiagnosed people who delayed care entry could not
be found or refused to be interviewed, and because
incompleteness, inconsistency, and delays in reporting
CD4 and VL tests led to follow-up of a large number
of people who were already receiving HIV medical
care. However, using surveillance data to identify
people for interviews about barriers to care yielded
useful information for improving surveillance, and the
interviews provided feedback for improving linkage
services. Incremental improvements in surveillance,
some underway and some resulting from the pilot,
raise expectations of greater efficiency of this approach
in the future. The responsibility of public health to
facilitate access to life-saving treatment among those
inadequately served by the health-care system—and to
control the spread of HIV—necessitates enhanced surveillance approaches that identify reasons for delayed
care entry and suggest possible solutions.
The Never in Care Project Team included: Daniel Hillman,
Michael Connor, Cheryl Pearcy, Alicia Anderson, and Marsha
Ford of the Indiana State Department of Health; Barbara Bolden,
Afework Wogayehu, Josefina Mercedes, and John Ramos of the
New Jersey Department of Health and Senior Services; Alan
Neaigus, Samuel Jenness, Chris Murrill, Pat Douse, and Arnoud
Desir of the New York City Department of Health and Mental
Hygiene; Kathleen Brady, Michael Eberhart, Gia Badolato, Anna
Follis, Amanda Mazza, and Robert Alston of the Philadelphia
Department of Public Health; Maria Courogen, Mark Stenger,
Amber Witcher, Elizabeth Mack, and Leslie Pringle of the
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Washington State Department of Health; Susan Buskin, Jim Kent,
Katie Heidere, Hal Garcia-Smith, and Elizabeth Barash of the
Department of Public Health–Seattle & King County; Carolyn
Dawson, Michael Omondi, and Davis Lupo of the Centers for
Disease Control and Prevention (CDC), Division of HIV/AIDS
Prevention, Laboratory Branch; and Jason Reed and Corliss
Heath of the CDC, Division of HIV/AIDS Prevention, Behavioral
and Clinical Surveillance Branch.
The Never in Care Pilot was approved by the CDC Institutional
Review Board (IRB) and local IRBs in participating project areas.
This work was presented in part at the National HIV Prevention
Conference, August 15, 2011, in Atlanta, Georgia. The findings
and conclusions in this article are those of the authors and do not
necessarily represent the views of CDC.
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