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Measuring stigma: are we looking in the right places?
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Stigma has major implications on the efficacy of programs of many types, including human
immunodeficiency virus (HIV) and tuberculosis programs.! At the same time, measuring
stigmain populations has been difficult given the (until recently) lack of validated
measurements and the great heterogeneity of these measures within a population, depending
on the group(s) targeted.1-2

We read with great interest the article recently published by Kipp et d. in the Journal.3 Due
to theintrinsic difficulties in quantifying the effect of stigma on adherence to tuberculosis
(TB) treatment and the paucity of literature in this regard, we commend the authors on their
effort. Although we agree with their conclusions, we also believe they need to be interpreted
cautiously, given that the study was conducted in a highly self-selected population: patients
enrolled on TB care.

The literature suggests that only afraction of patients with active TB seek medical
attention.# Although the reasons for not seeking medical attention among this sub-
population are multiple, stigmais one of them. Patients already in care are likely to have
overcome or appropriately coped with stigma as a barrier to care, compared to patients who
fail to seek care due to fear of stigmatisation.

We performed a prospective cross-sectional study among three different populationsin
Botswana: multidrug-resistant (MDR) patients with TB, patients with active pulmonary TB
(PTB) and women from the general population. All TB patients were recruited from the TB
clinics where they were receiving care. Women from the general population were identified
by stratified proportional random sampling in their households (community). Key outcome
variables were perceived TB or HIV stigma, experienced/felt TB or HIV stigma, and overall
perception of stigma against patients infected with TB or HIV in the community; they were
measured by scales similar to those used by Kipp et al.1:2 In our analyses we differentiate
between stigma scores (which ranged from 0 to 7) and social support (which ranged from O
to 27).12 Predictor variables included demographics, socioeconomic and clinical factors,
knowledge about TB and HIV/AIDS, history of seeking medical care for reasons different
from HIV or TB in the previous year, and alcohol use.?2 Analyses were performed to
determine the level of stigma within each population, factors associated with higher levels of
stigma and whether there were differences across different study groups. Multivariable
linear regressions were performed among patients with TB (perceived and experienced/felt
stigma) and community members (community stigma) to determine which factors were
associated with higher mean TB or HIV stigma scores.

We interviewed 114 MDR-TB cases, 114 PTB cases and 239 women from the community.
With the exception of sex (all participants from the general population were females), the
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three study groups were highly comparable (data not shown). Stigma and support levels
were similar between the MDR-TB and PTB groups (4.28 and 4.04, respectively). However,
women from the general population reported a significantly lower level of stigmatowards
people infected with TB, PTB or HIV than what either group reported as self-perceived
stigma (0.75, P< 0.01). The level of family and community support was similar across al
groups (scores of 19.87, 19.61 and 19.82, respectively). After adjusting for confounders,
lower scores of self-perceived or community-perceived TB-HIV stigma (by the genera
population) were highly correlated with age (£< 0.001) and being married or having a stable
partner in all groups. When participants were asked about their history of HIV testing, very
significant differences were found between TB patients and the general population (100%,
85.4% and 40.2%, respectively, P< 0.001).

As opposed to the study published by Kipp et al., our study did not look into the relation
between stigma levels and adherence. However, it does highlight major differencesin terms
of the relation of major outcomes and measures of stigma across different populations.
Despite the perceived ‘low’ level of stigmatowards TB-HIV in the community, women in
our study were highly reluctant to undergo HIV testing and to disclose the results to their
partners and family members (P< 0.001). Individuals were not only unwilling to test
voluntarily for HIV, they were also reluctant to seek help when they tested positive.
Although these findings may seem contradictory, we believe they reflect the presence of
self-perceived stigmatisation that was not captured by our interview and data collection
approach, but which is present in the community.® It is possible that poor adherence
correlates with stigmain populations not included in Kipp et a.’s study, such as patients not
self-referring to care. Our results also highlight that, despite the lower measurements of
stigma and the high support from family and community, different populations may have
very significant attitudes towards major health outcomes. While Kipp et al. looked into TB
adherence as opposed to willingness to test for HIV, results suggesting that stigma does not
play an important role in the success of TB or HIV programs should be interpreted with
caution, as they may be neglecting to look at those populations that are in highest need for
interventions.
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