Bronwyn Petrie

National Health Committee
PO Box 5013
WELLINGTON

24" November 2003
Dear Bronwyn

Thank you for the opportunity to participate in the dialogue that contributed to
the discussion document: HIV Saeeningin pregnang. We appreciate the
opportunity to discuss this issue as it relates to the last three screening
assessment criteria. We have read the report of the scientific advisory
committee on the first five criteria with interest and are disappointed that
consumers weren’t included in the Scientific Advisory group, particularly given
our active interest in this subject.

Women’s Health Action has been concerned about this issue for some time and
were responsible for enabling key stakeholders to get together and discuss and
debate the issues last year. We went to some trouble to ensure that the debate
was well-informed and followed the seminar with the collation of the
proceedings including all research and discussion papers. We are extremely
disappointed that this report was not referenced in any of the background papers
and seems not to have informed the ongoing debate on this issue.

Please find attached our submission. Appendix 1 is the workshop report back
from our seminar. We believe the whole report is useful. Please let us know if
you require another copy of this.

Yours sincerely

Jo Fitzpatrick

Director

Women's Health Action Trust
Ph 09 520 5295

Mobile: 027 252 0529

PO Box 9947

Newmarket

AUCKLAND



Submission on
Discussion Document: HIV Screening in Pregnancy

Women’s Health Action Trust

Introduction:

Women’s Health Action has been interested in the issue of routine HIV screening in
pregnancy for some time now. Our concern springs from the fact that while women
are not the only people affected by decisions about screening in pregnancy they are
intimately involved in the decisions made around screening and the consequences
which follow from them. In 1997 when the Ministry issues interim guidelines,
advising lead maternity carers to assess risk for pregnant women and offer testing on
the basis of their assessments we began to explore the issue and its consequences and
implications for women and their babies. We featured the issue in our Women@ health
Watch newsletter in September 2001 and noted the Ministry of health workshop for
invited participants that same month.

In 2002, the issue of testing pregnant women for HIV came to the forefront of our
attention when reports from diverse sources indicated that National Women’s
Hospital was moving to introduce routine testing for all pregnant women. In July
2002, Women’s Health Action organised the seminar RoutineHIV testingin
pregnang: TheBigge Picture to encourage general debate on this controversial
topic. We were concerned at reports that some hospitals were introducing the
screening in a de facto manner, or considering instituting such screening, before
serious and informed debate on the issue had occurred. It was our view that this was
an issue of national importance and that the wider context and implications needed to
be considered.

The seminar attracted 100 people from a range of professions, policy makers and the
community. The programme ensured that all the different perspectives were covered
and all the issues were outlined and discussed. Participants found it a very valuable
day for hearing diverse points of view and exploring the complexities.

The report produced contains transcripts of the presentations and summaries of the
themes and issues raised in the workshops. The seminar did not attempt to come to a
consensus about whether screening should take place or not: rather the purpose was to
inform the debate and decision making.

We are extremely disappointed that this seminar is not referenced in any of the
background material circulated in this current debate and does not seem to have been
informed by it.

This is a complex and controversial issue and while we are delighted to be consulted
on the last three screening assessment criteria, we would have appreciated the
opportunity to comment on other aspects as well.



General Comments

Women’s Health Action does not support routine antenatal HIV screening at this time
for a number of reasons. We believe that

¥

¥

¥

the cost-benefit ratios to support the expense of this testing do not support the
extension beyond at risk populations

there are more pressing maternal and general health problems where the money
would be better invested

the incidence of HIV and subsequent maternal transmission is so small that to
subject the whole population of pregnant women to the screening is unwarranted
and irresponsible.

Key points to emerge from our seminar also support our position.

These are:

¥

that there is no consensus on routine HIV testing in pregnancy among health
practitioners, consumer groups and organisations working with high prevalence
communities

that the current policy of offering HIV testing to pregnant women at high or
uncertain risk is not being consistently implemented. A recent study found that up
to 80% of maternity providers rarely or never assess HIV risk in their antenatal
clients because of the personal nature of the questions; a reluctance to provoke
anxiety in pregnant women; the low prevalence of HIV among women and
privacy concerns. We believe that the challenge is to work with maternity
providers to give them the skills in these difficult areas and that to do so would
have significant flow on effects. In particular, it would allow for more effective
screening around domestic violence and abuse issues — which we believe are more
prevalent.

That the incidence levels are extremely low: around seven pregnant women each
year — 1.2 per 10,000 — are estimated to have undiagnosed HIV. Eighteen women
known to be HIV+ had 19 pregnancies in the four years to 2001.

That an average of only one in four children born to HIV positive mothers will
contract the infection. Three of these four mothers will be subjected to
antiretroviral drug treatment, caesarean birth and bottle feeding to reduce a risk of
transmission that would not have occurred anyway.

Routine screening would involve testing 20-30,000 women annually to prevent
the infection in just one baby. It would be expensive, and probably unrealistic, for
the screening programme to meet the WHO key organisational requirements for a
successful screening programme as currently none of the organisational
requirements is met.

Offset against the above is the fact that treatment of HIV positive children is
expensive with antiretroviral drugs costing $10,000 per child per year and the
added costs of expensive intravenous antibiotics to deal with serious bacterial
episodes.

Most developed countries have moved from pregnancy testing based on risk
assessment to the universal offer of an HIV test and some overseas research
indicates that universal testing identifies a higher proportion of HIV positive



women. We don’t feel that current levels of HIV infection amongst NZ women
have reached high enough incidence levels to justify this.

The NZ College of Midwives does not support routine HIV testing in pregnancy
and the resistance of this key group of maternity providers will compromise the
effectiveness of any screening programme.

HIV testing — if done responsibly — needs to be accompanied by detailed pre-test
counselling to ensure full informed consent. This is expensive and the temptation
is to add the test to the ‘routine bloods’ and deal with the consequences should
they arise. Recent NZ research found that 80% of people sampled had received no
pretest counselling and could not have been considered to have given informed
consent. We feel this is irresponsible and dishonest.

Identifying ‘at risk’ populations and providing for responsible procedures to meet
cultural considerations and properly informed procedures seems a better
investment. For example, in African communities, couple should be tested
together rather than individually to avoid stigmatisation, as the person who first
tests positive is blamed.

Not enough work has been done to establish true costs and benefits for routine
HIV screening in pregnancy. The most detailed study admits that the prevalence
rate is a key variable and that this information is not known. It also admits to
assumptions in other areas which make the study a best guess — and not a very
good one. The figures given in the discussion paper reflect this with a wide
standard variation. We believe that before public money is poured into this area,
we should invest a little more in clarifying some of the key statistics on prevalence
and transmission rates.

We believe that routine HIV screening in pregnancy can not be supported by the
evidence currently available. Resources would be better spent in training and
education of the workforce around risk identification, and the provision of effective
and culturally responsible programmes of support for the communities most likely to
be affected. It is our belief that routine HIV screening, should it occur at all, would be
most cost effective for the most vulnerable populations and best done at the border.
Early identification for both men and women at the border would allow for effective
treatment and support. It would also encourage informed decisions around safe sexual
behaviour and subsequent decisions around pregnancy.



Answers to Specific Questions

Most of the issues raised in the specific questions are dealt with in HIV screening
in Pregnancy: The Bigge picture, particularly in the summary of the issues
raised in the workshops. These are on Pages 34-36 and particular sections which
are relevant are referenced below. These pages also form Appendix 1 of this
report.

3.1.1 Information and education of providers
cf: in HIV screening in Pregnancy: The Bigge picture page35, Question 3: What
more information is needed?

We believe that there is a lot more information needed by providers. They have been
fully identified by the people themselves in our workshop.

The current MoH guidelines are old and outdated and need updating. Current trends
and prevalence data, inadequate as it is, needs to be included.

We believe that investing in education and training for LMCs around how to tackle
sensitive issues would be a better investment than routine screening. This would
ensure that more accurate risk identification was possible for HIV and would have
spin offs in other areas such and violence and abuse.

3.3.1 Prevalence Study

We note that none of the international policies outlined in Table 3.2 of the discussion
paper has routine HIV screening of the whole population of pregnant women. Some
mandate a routine offer of a test, others recommend HIV testing but none has it
routinely integrated. The closest is the US which says all women should be tested and
it should be a routine part of antenatal care.

We note that Table 1 on page 7 of the discussion paper indicates that HIV is a
significant problem amongst the foreign born population and this is more marked if
the percentages of the groups being considered is compared with their general
population frequencies.

We would like a more detailed study of women with HIV in New Zealand which

looks at:

¥ Whether they are of child bearing age

¥ Place of birth

¥ Probable mode of HIV contraction — whether local or overseas and if local,
contacts with foreign born partners

It is our contention that if HIV screening is to be done routinely at all, then it would
be most effective if done for all people at the point of entry/immigration into New
Zealand.

We are aware of the data constraints and the lack of knowledge around prevalence
which inhibits this debate. We support evidence-based decision making, but have
some ethically based reservations about the prevalence study. Should it proceed , we
would like some safeguards for the participants and a careful consideration of the
ethical implications.



4.1.7 Capability of NZ Healthcare system/ integration of routine HIV screening
into current system/ Thoughts on a pilot study

Our seminar indicates that many people involved in antenatal care have serious
concerns about the capacity of the current system to support the necessary elements of
an ethical screening pathway. The costs of pretest counselling for the 50,000 to
60,000 pregnant women every year is prohibitive. Given that we also support routine
testing for partners, this adds to the costs.

To ‘integrate’ it into the current health care system is most easily done by the addition
of the test to ‘routine bloods’, dealing with the consequences of a positive result
should that occur. We believe this is the most likely result and there is evidence to
suggest that it is currently ‘routine’ already in some settings for sexually transmitted
diseases. This is unacceptable.

It is also unacceptable to raise the anxiety of every pregnant women and subject her to
needless testing. The rates are too low to justify this needless anxiety and expense.

We do not support a pilot study because we do not support routine HIV testing in
pregnancy.

4.2.6 Women’s Information needs
For more information see: http:/www.womens-health.org.nz/informed.htm

Informed consent would involve information about:
¥ the purpose of screening
¥ the likelihood of false negatives and false positives
¥ the uncertainties and risks of screening
¥ the significant medical, social or financial implications
¥ follow up plans including the availability of counselling and support services.

We support the minimum information requirements outlined on page 18 of the
discussion paper but feel that these need to be carefully explained to women and their
partners.

Given the most vulnerable population has English as a second language pamphlets
need to be tailored to their needs and are probably not the preferred method of
communicating with them.

For any woman, the social and other implications of a positive HIV diagnosis are
significant and, for that reason, HI'V needs to be separated from general antenatal
screening.

We support any measures that increase the quality and standard of information given
to women around all antenatal screening and that this should be a priority. We believe
that ‘routine’ bloods have become a significant tool for health professionals and that
many women are not given enough information about the range of tests done, why
they are being tested and what the implication will be for them and their babies should
a positive result ensue.

4.3.3 Evidence sufficient for a move towards routine screening and should it be a
priority for funds



We do not believe there is justification on current evidence for routine HIV testing in
pregnancy. It affects few people and the transmission rates amongst the affected
populations are low.

In particular we note the lack of information around prevalence rates and the
consequent large ranges and standard deviations.

We also note the lack of clear information around the effects of antiretroviral drugs on
pregnant women and their children.

The assumptions around pretest counselling do not adequstely allow for full
exploration of the implications

We note that the study did not include the significant costs associated with setting up,
change of management in policy and ongoing quality control issues

We do not see this as a priority for funds and have suggested other related areas where
we think the money would be better spent. We will not bore you with the many other
health areas we would prefer to see the money invested.

4.1 Wider antenatal issues

We would support a reassessment of current antenatal screening tests and the
development of a consistent approach throughout New Zealand. Consumer
involvement in this process is essential.

This reassessment must consider the provision and adequacy of information provided
to women around antenatal screening and address issues of adequate training to
ensure informed consent from women. An important related issue is the adequacy of
current funding to resource this. Ongoing monitoring of training for health
professionals also needs to be considered.



