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5 August 1998 marked the tenth anni-
versary of the release of The Report of
the Cervical Cancer Inquiry. The re-
port followed months of investigation
by judge Dame Silvia Cartwright into
the treatment of women with abnor-
mal smears at National Women’s Hos-
pital in Auckland. The inquiry fol-
lowed the publication in Metro maga-
zine of an article by Phillida Bunkle
and the author exposing unethical ex-
perimentation.? '

The report made sweeping recom-
mendations for new structures and
processes.to reform medical ethics and
protect patients’ rights. These aimed,
firstly, to make informed consent cen-
tral to relationships between health
care professionals and patients, and,
secondly, to enhance public scrutiny
of medical practice. The judge argued
that consumers mustbe fully involved
in the delivery of health care, both as
individuals and as representatives of
CONSUMETrs.

“The focus of attention must shift from
the doctor to the patient,” said the report.

Recommendations of the Report

There were nine terms of reference for
the inquiry and nine pages of findings
and recommendations. The main rec-
ommendations were that:

(1) The ethical committee at the hos-
pital was to be disbanded and the
Auckland Area Health Board was
to establish one or more external
ethics committees. These were to
have half lay membership.

{2) Treatment protocols for gynaeco-
logical disease were to be devel-
oped and maintained. These were
to provide the basis for communi-
cating information to health profes-
sionals and for communication
with patients.

(3) An independent patient advocate,
responsible to the Director-General
of Health, was to be appointed at
National Women's Hospital.

{4) The Human Rights Act was to be
amended to include a statement of

patients’ rights arid Health Com-
_missioner appointed.

-(5) A nationally planned population-
based cervical screening programme
was to be established. Implementa-
tion was to involve full consultation
with consumer groups as well as
health professionals.

. (6)0One hundred and twenty-three

women were to be recalled for fur-
ther advice and treatment. These
‘special duty’ women were later ex-
panded to 139. Another recornmen-
dation in the body of the report was
for a review of cases of women with
a diagnosis of dysplasia (abnor-
malities preceding carcinoma in
situ) to see that their management
had been adequate.’

(7) The University of Auckland was to
improve teaching of ethical princi-
ples and heighten awareness of
ethical issues among staff and the
public.

(8)Medical training was to be im-
proved in the areas of the proper
detection and treatment of cervical
cancer and precancerous condi-
tions of the genital tract, organised
screening, ethics and communica-
tion skills.

Implementation of the Report

Responsibility for the implementation
of the report lay with a variety of
agencies, principally the Ministry of
Health, the University of Auckland
and the Auckland Area Health Board.

Although the majority of the recom-
mendations were directed at Auck-
land institutions, implementation was

“broadened so that mary reforms oc-

curred nationally. This was especially
true of the reform of ethics commit-
tees and the inauguration of a nation-
wide system of patient advocacy.

Implementation of the Cartwright
Report has been more complete than
most other similar reports within the
health system. This is because there
was a high degree of public ownership
of the process and findings. The in-
quiry had been held in public, it was

thoroughly covered by the media and
- the voices of women affected were
prominent.

The findings validated work that was
already under way by women’s and
patients’ rights groups, and in the case
of medical ethics and the cervical
screening programme, by academics
and public agencies, such as the Min-
istry of Women's Affairs and the De-
partment of Health,

Despite this high level of support for
the findings, a huge amount of work
had to go into supportirig the imple-
mentation and into continually re-
minding agencies of their responsibil-
ity. As the inquiry was launched un-
der a Labour Government, there was
a lack of enthusiasm from the incom-
ing National Government. The effec-
tiveness of consumer groups dimin-
ished while that of medical interest
groups, some of which resisted aspects
of the recommendations, was en-
hanced. Restructuring of the health
system tended to sideline the ethical
reforms of the Cartwright Report.?

The following discussion examines
the implementation of the recommen-
dations listed as from one to six above.

Ethics Committees

The status of ethics committees has
been soumewhat ambiguous since the
dissolution of area health boards and
the establishment of regional health
authorities (RHAS). Servicing of eth-
ics committees was taken over by
RIAs, but the committees were sup-
posed to be autonomous. The role of
accreditation of committees is carried
out by the Health Research Council

_Ethics Committee. However, it is not
clear how well ethics committees are
performing with regard to member-
ship, functions, process and outcomes.
An independent evaluation of the
commiftees would reveal whether
committees conform to the national
standard and are providing significant
protection to health care consumers
and research participants.



In mid-1998 the Health Funding Au-
thority (HEA) proposed reconfiguring
the regicnal ethics committee, reduc-
ing their number. This raised concern
about the independence of the com-
mittees if the HEA was able to dissolve
some committees and change the com-
position of others. There was also con-
cern about the loss of public account-
ability if proposals were being adju-
dicated by committees at a consider-
able distance from the area covered by
the proposal.

There are other areas of concern. There
appears to be confusion about when
projects should be taken to ethics com-
mittees. I am aware of specific research
projects which have not been sub-
jected to ethical review because they
have been termed an ‘audif’, even
though they have subsequently been
published in journals. Similarly,
changes in treatment protocols and the
introduction of new and innovative
treatments are not always subjected to
ethical review.

A number of new ethics committees
have been set up outside the network
of regional ethics comumittees. An ex-
ample of this was the clinical ethics
committee which approved the with-
drawal of life support for baby 1. at
National Women's Hospital.® Itis not
clear why regional ethics committees
are ot being used for such functions,
to whom these institutional commnit-
tees are accountable, and whether they
conform to the national standard.

National oversight and coordination
of ethics committees is another prob-
lem. After extensive consultation, a
National Advisory Committee on
Health and Disability Services Ethics
was established within the Ministry of
Health but this was never allowed to
function autonomously. In 1997 the
Ministry carried out a consultation on
the functions and placement of a na-
tional group but this situation is still
not resolved. While there was some
support for a national ethics commit-
tee to be placed within the Health Re-
search Council, many consumer
groups feared that this tied ethics too
closely to research and to the research
community, and would undermine
public participation. They favoured
other options, one of which was place-
ment alongside the Health and Dis-
ability Commissioner.

Treatment Protocols

Treatment protocols were designed to
establish standard treatment for con-

ditions. Deviations from protocols
would need to be justified, and, if nec-
essary, referred to ethics committees.
Information for patients would be
based on protocols.

While a national protocol was estab-
lished on the management of women’s
abnormal smears, in general there was
opposition from clinicians to the con-

-cept as it was seen as inhibiting clini-

cal freedom. Consequently, few proto-
cols were developed. - :

The more recent movement towards
developing guidelines bears some re-
semblance to the protocols judge
Cartwright envisaged. Consumers
have welcomed this development as
providing the potential for treatments
to be more evidence-based and thus
forestail the perpetuation of ineffec-
tual or harmful treatment practices.

Sadly, the concept of ‘best-practice’
guidelines has been overtaken by the

-use of guidelines as a device for ra-

tioning, a trend which is not sup-
ported by consumer groups (nor
many clinicians). Ironically, the Clini-
cal Priority Assessment Criteria (book-
ing system) is far more rigid than the
concept of protocols which was so
vehemently opposed by clinicians ten
years ago.

Patient Advocacy and the
Health Commissioner

Seven years of lobbying went into sup-
porting the concept of a health com-
missioner as Judge Cartwright envis-
aged it. However, the office was estab-
lished separately from the Human
Rights Commission, which means that
it is rather isolated and not in a posi-
tion to benefit from the experience of
the Human Rights Commission.

Currently it is not entirely clear how
well the advocacy system and office
of the Health Commissioner are func-
tioning. There are only thirty-three
fuli-time equivalent advocates, who
often have to cover a wide area. In
many parts of New Zealand the pro-
file of the advocates in hospitals is not
high and it is doubtful that the public
knows that advocates can assist in dif-
ficulties with private providers, such
as general practitioners and hospitals,
and with therapists and alternative
practitioners.

So far only one case has been taken by
the Health Commissioner to the Com-
plaints Review Tribunal and no con-
sumers have taken cases in their own
right, as the legislation allows. Al-

though consumers welcomed the
Comumissioner’s report on Christ-
church Hospital, there was concern
that none of the cases discussed was

referred to the Tribunal. This is the ~

principal mechanism by which signifi-
cant compensation can be paid. So far
no patient has received monetary
compensation through the action of
the Health Commissioner’s office.
There seems to be a heavy reliance on
an apology from the provider of serv-
ices as an adequate resolution.

The Commissioner’s office is gate-
keeper to all disciplinary systems and

‘there has been a reduction in cases re-

ferred to these. Indeed, it has been re-
ported that doctors consider they have
never had it so geed. The Comnis-
sloner’s office is currently involved in
actions in the High Court against both
the Nursing Council and the Medical
Disciplinary Tribunal regarding proc-
ess issues. There is a lack of informa-
tion about the process by which the
Commiissioner’s office finalises cases
and whether consumers are satisfied
with the outcomes. This is an area
where Women's Health Action will be
working in the near future.

Cervical Screening Programme

The National Cervical Screening Pro-
gramme has been in place for eight
years and has succeeded in reaching
its targets for screening coverage.
There is a high degree of public sup-
port for and understanding of cervi-
cal’screening.

" However, the programme has suffered

under the h#alth reforms. There has
been a fragmentation of oversight and
coordination with components of pro-
grammes contracted to different pro-
viders - for example, in some areas,
health promotion separated from reg-
ister functions, Recently the HFA de-
cided to reduce the position of na-
tional coordinator to a half-time one
and relocate it in Auckland, separat-
ing it from the national register in Wel-
lington. Colposcopy waiting lists ex-
ceed the national protocol in most re-
gions of New Zealand.®

The most serious omission is the fail-
ure to carry -out a formal evaluation
of the programme. The Ministry of
Health commissioned a group to pro-
duce a plan for evaluation, and a draft
plan was submitted in June 1997,
However, the evaluation is still to oc-
cur. Without this we do not have de-
tail about such quality indicators as
whether women are being regularly
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screened (‘screening coverage’, as de-
fined, simply means enrolment on the
register), the quality of smear taking
and smear reading, and waiting times
for colposcopy. In particular, the
screening histories of women diag-
nosed with cervical cancer are not be-
ing reviewed to see whether these re-
veal failures of services.

There is currently no a,civisory body
for cervical screening, although the
Health Funding Authority is consult-
ing about how to re-establish a com-
mittee. Since 1990 there has been a
progressive loss of consumer involve-
ment in implementation of the pro-
gramine, |

Recall of ‘Special Duty’ Women
and Dysplasia Review

The ‘special duty” women were re-
called and offered independent advice
and treatment. By August 1989, 53
women had attended an independent
clinic. Nine were found to have con-
ditions needing treatment, In all about
25 women needed further treatment.

The dysplasia review has been a casu-
alty of the dissolution of the Auckland
Area Health Board, management
changes and a lack of énthusiasm for
the project. Despite constant requests
from Women's Health Action for re-
ports on progress of the review, par-
tial information on the outcome only
became available in late July 1998, and
at the time of writing it is not clear
what action National Women's Hos-
pital will be taking on the findings.

The Cartwright Report in the
Wider Context

While the specific reforms discussed
above were, in general, implemented
satisfactorily, perhaps the major effect

. of the report was the heightened

awareness among the public of the
need to be assertive in their interac-
tions with health professionals. The
right to ask questions and to expect
adequate answers was emphasised.

Many doctors also accepted the need:

to inform patients more and include
the concept of informed consent in
their practice.

There has been no formal evaluation
of the effects of this significant change
in the culture surrounding people’s
use of health services. It is my suspi-

cion that the effect was profound, .

there being a ripple effect through
health services far beyond gynaecol-

ogy. New Zealand is a small country
providing the advantage (and some-
times disadvantage) that change can
occur relatively speedily and broadly.
Virtually no one in the health profes-
sions would have been ignorant of the
findings of the Cartwright Report. The
report raised the profile of human
Jights in general, and contributed to
other reforms, such as the Privacy Act
1993.

However, this raised ethical con-
sciousness has had little impact on the
health reforms process. Ethics have
been compartmentalised as relevant
only in-clinical settings, rather than
being relevant to structural change or
government policy. There is a ten-
dency to view the existence of the
Health Commissioner as having com-
pletely taken care of ethics in the
health sector.

No structure was put in place to ex-
amine the ethical aspects of the health
‘reforms’. Yet health sector restructus-
ing involves a large number of new
ethical dilemmas, mainly around re-
stricted access to services and with-
drawal of services.

In mid-1998 the Canterbury Ethics
Committee was asked by a Christ-
church surgeon to review the ‘book-
ing system’. The committee itemised
a number of ethical problems with
the system and went on to state that
it was ‘very concerned’ that there had
been no formal ethical evaluation
before it was introduced. It com-
mented that it was ‘extracrdinary that
every health and disability research
project and innovative procedure in
New Zealand, no matter how small,
must be reviewed by an accredited
ethics committee, but a system affect-
ing many New Zealanders may be in-
troduced without formal ethical re-
view.

Rationing and prioritisation of serv-
ices are government policy, yet the
ethical dimensions of these processes

. have not been formally scrutinised.

The move towards integrated care
raises ethical issues in the extraction of
private sector profits from public
funds, “cream-skimming’ or rejection of
high-cost patients, the use of financial
and other incentives for providers, loss
of patient autonomy, and the develop-
ment of integrated elecironic patient
information systems. Integrated or
managed care controls costs by restrict-
ing access to the providers, requiring
preauthorisation of high-cost treat-

ments and referrals, reducing referrals
and hospital stays, and refusing and
withdrawing treatrment”

All these practices undermine in-
formed consent. In managed care, pa-
tients’ autonomy is compromised, as
is the concept of partnership with pro-
viders. Managed care has been de-
scribed as ‘rationing at the bedside’
but the rationing may occur in the
health professional’s head, or by way
of his or her computer terminal, so that
consumers may not even be told that
certain choices are being withheld.
Decisions about whether a person can
get treatment may be made by a man-
ager or other ‘invisible diagnostician’,
whom the patient never meets.

These ethical issues have been raised
by consumers but they are very sel-
dom included in the discussions be-
tween heaith funding authorities and
health professionals.

At the same time there has been a
downgrading of consumer invoive-
ment in health care policy formula-
tion. Judge Cartwright's recommen-
dations were made when elected area
health boards existed. Since that time
there have been diminishing opportu-
nities for.consumers to participate in

Tealth planning. If this does occur, it

is at the time and on the terms set by
the particular health body.

Conclusion

The Cartwright Report led to major
advances in patients’ rights and health
sector ethics. A number of new bod-
ies were established to provide ethi-
cal review and protect the rights of
consumers of health and disability
services, There were greater opportu-
nities for public involvement in health
policy development and health serv-
ices planning. Consumers were en-
couraged to be more articulate and
questioning and health professionals
were expected to share decision-mak-
ing with their patients.

This enhanced ethical consciousness
has not been taken into the health re-
forms process, so that many decisions
which sericusly affect the public are
being made without considering the
ethical aspects. The task for the next
decade is to ensure that ethical review
is required of all new policy before
change is implemented.

Continued on page 12




