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1. BACKGROUND
“ In the context of reproductive health, defined and elaborated by the International
Conference on Population and Development (ICPD, Cairo, September 1994), the agencies
and institutions involved in developing fertility regulation technologies are being increasingly
called upon to take into account the views and experiences of the users and potential users of
such technologtes, most of whom are women. The ICPD recognised the importance of
research in this area: “Research, in particular biomedical research, has been instrumental in
giving more and more people access to a greater range of safe and effective modern methods
for regulation of fertility.” It emphasised that: “This research needs to be guided at all stages

by gender perspectives, particularly women's, and the needs of users...” (United Nations
A/CONF.171/13, paragraph 12.10)

There are a number of ways in which women's and men's perspectives can be taken into
account when setting the research agenda in the development, provision and use of fertility
regulation technologies. The Special Programme is following a strategy which includes
stimulating dialogue with women's health groups on different aspects of its work, ensuring the

0 participation of women's health group representatives on its scientific and policy-making
committees, and establishing a Gender Advisory Panel. It also includes defining the kind of
social science research that is needed to address unanswered questions in the area of people's

perspectives on fertility regulation technologies and services, so that people can better manage
their fertility. ‘

2. PURPOSE AND OBJECTIVES

As part of this last activity, the Special Programme hosted a scientific consultation
(Geneva, 29 November - 1 December 1995) to examine the field of research into women's and
men's perspectives, and to allow an exchange of information and experiences with different
research approaches currently being used. The meeting was part of a review process
undertaken by the Special Programme to set priorities on the products it is currently
developing for fertility regulation.

The purpose of the meeting was to review what knowledge exists on users’
perspectives, what methodologies have been employed to collect the available information,
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and what gaps exist in our knowledge. The objective was to provide answers to three
questions: (a) How can users’ perspective research be used to help technology development?
In what respects/directions? (b) How can users’ perspective research be used to improve
services? In what respects/directions? (c) What methodologies are most appropriate, and
what mechanisms can be used to keep users’ perspectives continually fed into technology
development, and improvement of services?

~ The consultation brought together seventeen researchers with a broad spectrum of
experience, to present, cormument upon and discuss presentations on the concepts,
methodology and content of recent research on users’ perspectives on fertility regulation
methods and services (list of participants included in Appendix 2).

... 3. USER PERSPECTIVES RESEARCH
What do we know?

The Special Programme had undertaken an extensive literature review of research in the
area of users’ perspectives on fertility regulation technologies (Shah, see Appendix 1), which
was given as background material to participants. The main overall findings from that review
can be summarised as follows.

- Users lack complete information about both methods and services.

- Women’s and men’s needs and preferences for contraceptive methods change over time
and vary with the users’ stage of life.

- Universally women and men would like a method that is safe and effective, but it is not
clear what these concepts mean. Side-effects and heaith concerns are the major reason
why women discontinue or do not use contraception, and it seems likely that these
relate to user perceptions of “safety”.

- Individual user perspectives and preferences vary widely and defy generalisations.

- The limited range of methods available in many developing countries necessarily limits
people’s perceptions and preferences.

- Research on people’s preferences for a hypothetical method does not usually yield
information predictive of subsequent use or behaviour with the method.

- There is a lack of information about the perspectives of men, adolescents, women
having an abortion, especially repeat abortion, and women in the postpartum period.

Some of these points were reiterated or enlarged upon during the meeting, and new
points emerged.

Why do user perspectives research?

The presentation of a conceptual overview on the role of user perspectives research in
fertility regulation technology and service delivery (Ellertson) provided the basis of an initial
discussion about what such research can and cannot do, and the reasons why it may or may
not be necessary to conduct such research. The presentation proposed an economic analysis,
hightighting the differences between the public and private sectors in this area.
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In the private sector, a host of techniques has been devetoped to assist companies in
making their products the most appealing to customers, thus filling and maintaining a market
share. This producer-consumer link is apparent in different ways. For non-prescription
products, the manufacturer needs direct user/customer feedback in order to keep the product
in line with user needs and desires. Consumers need producers to supply information about
the safety of over-the-counter treatment drugs, but will decide from experience whether the
product is effective for them. For preventive drugs such as calcium taken to prevent
osteoporosis, the efficacy may not be apparent, so the consumer will want the producer to
provide that information. In the case of prescription preventive drugs like many
contraceptives, the need, choice and use of such a drug are defined by the prescnbers - often
doctors - so that from the producers’ point of view the “users” in this case are doctors or
service providers. This means that consumers may be entirely excluded from the usual
processes of feedback to producers. To fill this producer-consumer gap, user or consumer
advocacy groups are often created.

In the public sector especially those agencies active in developing countries, the
provision of fertility regulating methods is not subject to the market forces of consumer
demand. Providing people with the means to regulate their fertility 1s seen as a social good,
and commodities are often donated. From the manufacturers’ point of view, this non-profit
market provides no incentive for them to conduct user perspective research. S0 it 15 the role
of public sector agencies to conduct such research in order to close the circle between
producers and consumers of fertility regulation products and services.

In the discussion, it was emphasised that prnivate sector research has different aims from
that carried out by the public sector, but that while the former may be clear {establishing a
muarket, helping to increase profit margins), the latter may not always be explicit, or there may
be suspicion on the part of some communities that the hidden motive is to fulfil demographic
targets rather than to improve people’s heaith, It was pointed out that there is no real
contradiction in these different aims, in that both approaches are seeking fertility regulation
methods that men and women want and can use,

Commercial firms are likely to withdraw a product if it becomes unprofitable, In the
public sector where profit is not a driving motive, it is harder to know whether lack of
consumer uptake of a product is the result of lack of appropriate advertising, or some other
reason such as a poor cost-benefit balance. Lack of uptake may nonetheless beused as a
marker for user preferences unless well-designed research is employed to find out the reasons.

It was felt that, in either sector, understanding users better must be a cornerstone in
product development.

Who are “users™?

The overview presentation, and subsequent discussion throughout the three-day
meeting, raised the questions of how “users” should be defined. Women and men use
contraceptives in the context of a sexual relationship, so that a “user” is not only the person
who swallows the pill or wears the condom, but is also the partner of that person. Users are
people who could potentially use contraceptives, or who used to use them but do not at the
moment. Since, ag pointed out above, service providers are often the gatekeepers to the use of
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contraceptives, they should also be considered as users of products in a certain way. Indeed,
industry considers them so. It was concluded that “users” has to be taken in the broadest
possible sense, and that in fact there is a lack of information in the public sector about
providers’ perspectives and about men’s (partners) perspectives.

Limitations of users’ perspective research

It was pointed out that results of user perspectives research are extremely sensitive to
the research methods employed. This theme was discussed throughout the three days, and is
further elaborated below (section on methodology).  For example, stated preferences may
reflect underlying desires or trade-offs that remain hidden from the researcher. Acceptability
data collected through randomised controlled trials cannot fairly be generalised to women who
would choose a given method in a normal service setting (Ellertson).  On the other hand,
clinical trials offer an opportunity - not always exploited - to examine the kinds of women (or
men) who participate in, or do not participate in trials of new products, and why. There could
also be greater examination in clinical trials of participants’ experiences and views of side
effects and perceptions of safety, and, if appropriate, their partners’ experiences and views of
side effects and perceptions of safety.

@

In the discussion of the conceptual overview, questions about the research context
were raised. For instance, researchers may assume that people know what their rights are,
and that they are able to clearly articulate what choices they make and why, whereas this i3
frequently not the case, especially as far as women are concerned. People’s perceptions may
be mediated by a variety of factors including the quality of the health care services, gender
roles, and the political situation. These points were raised again in the discussion of
methodologies (see below).

Uses of users’ perspective research
p

Given the above caveats, some specific uses of research on users’ perspectives were
laid out:

a) TFor technology development
~ refining existing fertility regulation methods, determining trade-offs in attributes,
documenting and understanding side-effects, demonstrating a market, setting a private
sector price, understanding what information is useful and what is not.

b) For services
- improving provider-client relationships, introducing or improving counselling,
improving social marketing of family planning and reproductive health; providing an
understanding of the broader context of services.

¢) For communities '
- giving a voice to users, setting priorities for family planning/health services, grounding
an advocacy case for or against a technology; defining the broader context of fertility
regulation.
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4, FINDINGS

Discussion focused on nine presentations of recent research, and two presentations on
methodological considerations. The recent research presented was:

a seven-country focus group study on women's preferences for contraceptive
technology, conducted in Cambodia, India, Mexico, Pakistan, Peru, South Africa and
the USA (Snow)

a review of user studies on hormonal contraceptives (Hardon)

an investigation of clients’ and providers’ needs in South Africa (Xaba)

expenence with the female condom in Zimbabwe (Ray)

women’s preference for different delivery systems for microbicides (Elias)

clients’ perceptions and use of the diaphragm in South India (Ravindran)

men’s attitudes to vasectomy (studies in Bangladesh Kenya, Mexico and Sri Lanka)
(Beattie)

women’s experience with sterilisation in Brazil, in the light of HIV/AIDS) (Barbosa)
Women’s perceptions of their bodies, their sexuality and use of contraception in Egypt
(Khattab).

A full list of presentations is included in Appendix 1. Unpublished papers will be published as
a special 1ssue of Reproductive Health Matters in the second half of 1996,

Each presentation was discussed in terms of what the results imply for fertility
regulation technology development and services, what methodological issues are raised, and
what topics emerge as needing further research. It is not within the scope of this report to
present and analyse the findings from each of the studies presented, since that is done in the
papers themselves. Rather, some general themes are highlighted, as emerging from the
discussion.

No generalisations, great variability -

The presentations confirmed some of the overall observations about user perspectives
research made in the literature review by Shah (see point 3 above). For instance, research
results cannot be generalised but tend to be very context specific. Hardon's review
highlighted that the effects of hormones on women may be both perceived and acted upon
differently depending on different cultures or social positions of women. For instance, the
perception in Sri Lanka that the pill can cause “extreme heat” is linked to a notion that heat
can cause infertility, and because of this there is a strong belief that the pill can cause
permanent damage to the body. This notion is present in some other cultures but is far from
being universal. In some cultures, lack of bleeding is seen as unheaithy because it is feit that
the menstrual blood stays in the system and causes aches and pains, whereas in other places
the fact of bleeding less may be experienced as a benefit since it frees women to be more
active. It was pointed out that different symptoms attributed to the pill (or other hormonal
method) may be an expression of women’s broader sense of weakness in their social and
sexual relationships. Hardon finds that the emphasis on side-effects of contraceptive
technology in women’s narratives is much greater than that of other pharmaceutical
technologies. This may be because women use contraceptive medication for much longer
periods than is usual with other kinds of medication, even though they are not sick. Whatever
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the explanation, considerable attention should continue to be paid to examining the
importance of side effects for women.

More specifically, user preferences are highly variable, both within one community,
and from one country to another. Initial results from the microbicide study for instance (Elias)
show that women have a variety of different preferences with regard to gel, suppositories or
film. In some sites women tended to prefer products that gave more lubrication, and in
others they preferred those that had a drying effect. This aspect was echoed in the diaphragm
study in India (Ravindran) where the vast majority of women said they liked the spermicide
because it provided lubrication, whereas other studies have shown that some women do not
like the wetness and messiness of the diaphragm. In addition, in the microbicide study, the
pre-use expectations of the women about which kind of product they would prefer tended to
be very different from what they preferred in practice. This variability in responses suggests
that a variety of different products should be available. It also confirms the difficulty of
establishing the validity of people’s preferences for products they have not used.

Factors affecting interpretation of data

All the presentations provoked discussion on the interpretation of research results.
Methods that people have experience with inevitably set standards for their perceptions. In
the Snow focus group studies, most groups had not seen or used barrier methods, and there
was a tendency to express little interest in them. Studies from the private sector confirm,
however, that most methods are unacceptable when described or shown in initial surveys.
Only 10-15% of respondents will show some interest. This has to be taken into account when
interpreting the data. The characteristics of the groups studied will also play a role here. For
instance, women who already have some children are likely to have different preferences or
needs from those who have none.

The availability and cost of any product will also affect people’s perceptions and
preferences. In the diaphragm study in India, the diaphragm was provided free, but the
researchers felt that it is unlikely that many, or any, women would choose it if they had to pay
forit. A similar situation was found in Zimbabwe with the female condom study. During the
study, the condoms were supplied free of charge. In both rural and urban areas a high
percentage of women in the study liked the condom, and wanted to continue to use it.
However, supplies were not continued after the study, and the current public sector price for
female condoms puts them out of reach for most women in developing countries. This point
highlighted the dilemma which can arise from studies of people’s preferences for products, of
how ethical it is to provide a method for a certain period of time without being able to ensure
continued supply at an affordable price. Such a situation must always be made clear to study
participants, but in itself may affect who “chooses” the method and what they think about it.

A recurring point raised in the discussion of all presentations was the influence of the
health or service delivery system in any particular situation. Some presentations such as
those of Xaba and Khattab focused more on the service delivery aspects, and these are
discussed below. For the purposes of interpretation of research on women’s and men’s
perspectives on technologies, however, the point was continuously made that these
perceptions (and acceptance) will be shaped in part by people’s experiences of the health
systems that deliver the methods. In the Ravindran study in South India, the introduction of
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diaphragms in three urban poor communities was done as part of a comprehensive health
education and services package with a primary focus on reproductive health. Considerable
time and energy was invested by the researchers in building a rapport with the community, and
in organising a series of health education meetings where information on all methods of
contraception was given out and the diaphragm introduced as one of these methods. The
researchers themselves were surprised to find so many women accepting the diaphragm
(between 7 and 14% depending on the age group), but it seems likely that the positive health
education intervention contributed to this acceptance. Clearly the extent of the quality of care
given 1n this intervention study has to be taken into account when interpreting the study
results, and there was some feeling that this was problematic. Others felt that, provided this is
documented, such research furnishes valuable information about what women and men do and
think when the services are of high quality - something that is being aimed for in many family
planning programmes.

A related point is that what people say may not necessarily be reflected in what they
subsequently do, which is influenced by a number of complex factors. The Snow focus group
studies concluded that across all seven sites women would like a method with a duration of 3-
5 years, that is highly effective, and with rapid return to fertility. [n the discussion it was
pointed out that this is the profile of Norplant implants, yet once in the service delivery
system, Norplant posed unforeseen problems such as the unacceptability of certain side
effects, and the difficulty of removal. This means that the findings from research on what
attributes of methods people say they like or do not like, have to be interpreted with caution,
taking other situation factors into account,

Access to safe and affordable abortion services is frequently mentioned as a dumension
that must affect women’s and men’s preferences for and use of different methods of
contraception. Of the studies presented at the meeting, none specifically asked people about
whether their perceptions of the availability of abortion had an influence on how they
perceived particular methods. This was one criticism made of the 7-country focus group
study in which women did not speak about abortion, but only of the impact of having an
unwanted pregnancy. In the South India diaphragm study, it seems likely that the existence of
free abortion services would affect women’s choice of the diaphragm, although during the 6-
month follow-up period for which results were presented, there had been no pregnancies.

Another difficulty in interpr -ting data from research on people’s perspectives, is that of
knowing whose perspectives are really being reflected. People responding to questionnaires,
or talking in focus group discussions may well be reflecting other people’s views as much as
their own, This was highlighted in the presentation of the female condom study in Zimbabwe.
Women'’s responses regarding what they liked or didn’t like about the condom often reflected
what their male partners felt about the method. The positive responses covered aspects such
as that men were no longer responsible for protection (and therefore liked the method), that
the method was easier than the male condom because it could be used without full erection, 1t
was not tight or constricting, and they could fall asleep without withdrawing. Thus, the
importance of finding out male partners’ points of view was felt to be extremely important in
any user perspectives research. The influence of providers mentioned above, was also
highlighted as very inportant, since providers are “users” of methods in some sense, as well as
dispensers of them,
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The problem of identifying whose perceptions are beng presented highlights the
broader problem of women’s sense of entitlement, or lack of it. Both the Khattab and Xaba
presentations revealed how low women’s expectation are, for their sexuai relationships, their
health, and the treatment they receive from the health services. In the context of such low
expectations, it is difficult for women to respond to questions about their “preferences” for
methods, and it is difficult for researchers to both elicit relevant information and interpret
what women really mean. One example of this difficulty, touched upon in the Zimbabwe
study, is the question of “dry sex” which seems to be practised quite widely in East and
Southern Africa. Women use herbs and other methods to dry their vaginas because men are
said to like this. The questions of whether men do in fact prefer dry sex, and whether women
like it or just put up with it because they suppose that men like it, have not been answered,
and indeed are extremely difficult to ask (another study in Harare is exploring this in focus
sroups with male factory workers). Yet they are important in trying to ascertain the realities
surrounding people’s perspectives and preferences.

Protection against pregnancy and protection against diseases

A central theme that emerged from the discussion on the different presentations was
that of people’s needs, perceptions and preferences regarding protection against sexually
transmitted diseases versus protection against pregnancy. In most of the studies presented,
respondents had not spoken about disease protection as a concern unless specifically asked. It
is not known whether this is because respondents do not perceive themselves to be at risk of
infections, whether they lack information about sexually transmitted infections, or whether,
when asked about contraceptive methods, they simply do not think about protection against
diseases.

The study by Barbosa in Brazil emphasises this point. In her comparative study of
sexual behaviour related to HIV/STD infection risk among 174 women who had been
sterilised and 100 non-sterilised women, all the women were fairly well acquainted with the
most basic information about HIV/AIDS, and the protective effect of the condom. None of
the women who had been sterilised reported condom use during the month prior to interview,
while 17 percent of non-sterilised women did report condom use. The great majority who had .y
ever used condoms (from either group) had used them for contraceptive purposes. The
researchers suggest that the possible reason for negotiating condom use (i.e. protection
against pregnancy) was not available to sterilised women, thus leaving them very vulnerable.
The research highlights the narrow limits in which contraception has been understood.

In terms of technology development, there was considerable discussion about whether
scientists should be focusing on methods that would provide dual protection, or methods
offering different kinds of protection but which can be easily combined. Some felt that for
women and men whose major motivation is family planning, the focus must be on
contraceptive methods, and that focusing on barrier methods can only produce coitus-related
methods which are not desired by all users. Others felt that the imperative of controlling the
HIV pandemic is so strong that technology developers have a moral obligation to try to marry
the two actions.

There was some discussion about the vaginal ring, and whether this technelogy might
be acceptable if it could provide both a hormone against pregnancy, and a microbicide against
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infection. One problem would be that the microbicide would only be needed at the time of
intercourse, whereas one of the advantages of the vaginal ring as it is currently conceived is
that it is left in place for the contraceptive hormone to work, and is thus unconnected to
coitus, Moreover, the small amount of microbicide that could be delivered through a ring is
likely to be problematic. This needs to be examined by technology developers, but it was
pointed out that, even with the current active ingredients, contraceptive rings are still several
years away from being ready for the market.

While the immediate solution to the problem of HIV and STDs was seen to be at the
level of information, education and services, there was general agreement that disease
protection has to be accommodated both in services and in method development. [f the
motivation to protect oneself against pregnancy is, on the whole, much stronger than the
motivation to protect oneself against infection, the challenge for technology developers is to
find methods that can be combined in one way or another; and the challenge for educators
and service providers is to destigmatise STD prevention, and gradually marry the two
concepts. For instance, condoms may be much more acceptable when promoted as
contraceptives even though people know they are protective against infections, and it is
probably easier for women to negotiate their use as contraceptives. On the other hand, where
condoms have been accepted as an appropriate way to stop the spread of HIV (as in Uganda),
they also have the beneficial effect - for some people - of preventing pregnancy.

The discussion revealed the need to conduct research into topics that would help clarify
the situation both for technology development and for services. Very little is known about
what people think and do about dual protection. Is the use of, say, the pill and the condom
feasible? Can women and men deal with this “belt and braces™ approach, is it affordable, can
supplies be assured? Or would the use of barrier methods with back-up emergency
contraception be more acceptable? There is a need to explore the acceptability of different
comnbinations of methods, and particularly to explore the use and delivery of emergency
contraception which may be easier to combine with barrier methods than other contraceptives.
As people’s understanding of the importance of preventing infection increases, how will they
trade off efficacy against infection versus efficacy against pregnancy?

Focus an services

While the majority of the presentations tended to focus on specific fertility regulation
technologies, all presentations (and indeed the title of the meeting) gave recognition to the
fact that users’ perspectives on technology cannot be analysed apart from their experiences
with and perceptions of the service delivery system. Reference was made to the “user-
technology-services” triangle presented by the Task Force on Research on the Introduction
and Transfer of Technology (see Appendix 2} which illustrates the linkages between the three.

The presentation about the Women’s Health Project in South Africa (Xaba)
demonstrated how a number of different methodologies have been used to ascertain women'’s
perspectives on both contraceptive methods and the services that provide them. It was found
through exit interviews and observation that individual women tend to accept services as they
are, and not to be critical of them. On the other hand, in community groups, women will start
to express considerable frustration and dissatisfaction with the services.







