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Abstract

Objectives To determine preference for prognostic information in

women with early breast cancer.

Design Cross sectional survey.

Participants 100 women with early stage breast cancer attending

six teaching hospitals in Sydney, Australia.

Main outcome measures Women's preference for prognostic infor-

mation.

Results This study identi®es new elements to consider in the

prognostic consultation. Whilst 91% of women wanted to know

their prognosis prior to commencing adjuvant treatment, 63%

wanted their cancer specialist to check with them ®rst before giving

it. Seventy-seven percent wanted to be asked if they would like

a second opinion. Seventy-®ve percent wanted to know about

complementary therapies. Most wanted their cancer specialist to

check their understanding, provide an opportunity to ask questions,

and explain medical terms (98%). The majority wanted information

summarized (94%), supported by published information (88%) and

written down (79%). Ninety-seven percent wanted their fears and

concerns listened to and 79% wanted emotional support. In

addition 80% of women wanted their cancer specialist to tell them

where they could go to get additional emotional support for

themselves and their families. Seventy-two percent of women

wanted their cancer specialist to make sure they had a relative or

friend with them.

Conclusions Data from this study suggests that a variety of

techniques are needed to communicate prognosis. Whilst acknow-

ledging individual women's preferences, and not wanting to appear

prescriptive, recommendations emerge for e�ective discussion of

prognosis with women with early stage breast cancer.
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Introduction

Over the past 20 years, the incidence of breast

cancer has increased in Australia and around the

world. There were 3327 new cases of breast

cancer in New South Wales in 1994 (21 males

and 3306 females). The lifetime risk in New

South Wales has increased from one in 17 in

1973±77 to one in 11 in 1994.1

Many people with cancer today want detailed

information about their cancer diagnosis, prog-

nosis, and treatment options, and women with

breast cancer are amongst those with the strong-

est information needs.2 It is now a generally

accepted principle in medicine,3,4 and indeed the

law,5 that people have a right to be involved in

decision-making about their medical treatment.

Charters for patient rights ± for example, the

internationally binding Declaration of Helsinki6

± exist to formally safeguard patient autonomy,

while in several countries doctors are now legally

required to provide patients with written infor-

mation prior to commencing medical interven-

tions.

The National Health & Medical Research

Council of Australia recommends that `Patients

should be encouraged to make their own decis-

ions about medical treatments or procedures' and

that in order to do this they should be given

`adequate information about all pertinent

matters, including even low probability or mild

risks in a form which promotes understanding'.7

Recognizing the inherent di�culties in this posi-

tion, which did not take into account the patient's

desire to make decisions, their emotional state or

level of understanding, more recent guidelines

(and many independent authors) encourage doc-

tors to tailor information provision, and include

people with cancer in decision-making at what-

ever level they choose.8±11

However, such sensitivity in communication is

di�cult to achieve and a number of studies have

revealed disparity between patient preferences

and the doctor's ability to assess these individual

preferences. For example, Strull and co-workers

(1984) studied 210 hypertensive outpatients and

50 clinicians in three di�erent medical practices

and found that physicians underestimated how

much information and discussion patients with

hypertension wanted.12

A notable component of the potential array of

information a clinician can disclose, and arguably

the most di�cult, is prognosis. While most

Australian doctors tell their patients their cancer

diagnosis,13 discussion on the likely outcome of

their disease, i.e. the prognosis, is less commonly

presented.14 Many doctors are concerned that

frank discussion of prognosis can preclude hope

and prevent helpful denial. Yet if presented with

a question prompt sheet encouraging question

asking before their ®rst consultation with a

medical oncologist, prognosis is the one area

aboutwhich patients askmore questions.15 In this

study, it was found that of 142 patients with

heterogeneous cancers who were randomized to

receive either the question prompt sheet or a

general information handout, 35% of those

receiving the prompt sheet asked questions about

prognosis compared to 16% of those receiving

a general information sheet. This suggests that,

whengiven theopportunity, somepatientswant to

discuss their prognosiswith their cancer specialist.

Several studies have documented the type of

prognostic information women want, e.g. the

stage of the disease and the likelihood of

cure.16,17 We recently surveyed 100 women with

early stage breast cancer, and found that the vast

majority wanted speci®c information about

prognosis.18 For example, 95% wanted to know

their probability of cure, 94% wanted staging

information and 87% wanted 10 year survival

®gures. However, it is not known how these

preferences for prognostic information are

related to preferences for amount and type of

general information, or for participation in

treatment decision-making.

Furthermore, communication of prognosis is

also hindered by our lack of data on women's

preferences for the manner in which they wish

this information conveyed. Clearly, the actual

data conveyed is only one aspect of a doctor±

patient interaction, and transactional elements,

both non-verbal and verbal, play a large role in

modifying the impact of such news.

This study investigated women's individual

preferences for the manner in which their cancer
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specialist could explain the risk of their breast

cancer returning after surgery. The relationships

between preferences for prognostic informa-

tion, and preferences for general information

and involvement in decision-making are also

explored.

Methods

Sampling and recruitment

Women were recruited through their treating

physician. All major centres providing care for

women with breast cancer in the Sydney

Metropolitan Area were identi®ed. In order to

ensure input from a range of women, ®ve urban

centres attracting referrals from populations

varying in socio-economic status and one rural

centre were approached to participate in the

study. Thirteen breast surgeons and 13 medical

oncologists from these centres, in both private

and public practices, were invited to participate

in the study and all agreed.

Consecutive women newly diagnosed (i.e.

within 2 months of diagnosis) with stage I or II

breast cancer between January and December

1997, were recruited. Women from a non-Eng-

lish speaking background with insu�cient

English to complete the questionnaire, and

women presenting with a second cancer were

excluded. Eligible patients were sent a letter and

invited to participate in the study. They received

the letter within 2±4 weeks of making their own

adjuvant treatment decisions. The letter was

followed up by a phone call from the Research

Co-ordinator, who obtained verbal consent for

participation and then sent out the questionnaire

through the mail. One centre opted to send

women a letter signed by their oncologist invi-

ting them to participate in the study.

Measures

Preferences for general information

and involvement in decision-making

The amount of information the participants

expected and the level of involvement in decis-

ion-making preferred by the participants were

measured using an adapted form of the Cassi-

leth Information Styles Questionnaire.2 Three

general items from this questionnaire were

included: (1) participants were asked to indicate

on a Likert scale the amount of information they

preferred ranging from `as little as possible' to

`as much as possible'; (2) they were asked to

indicate their preferences from three response

options: `only information needed to deal with

the immediate issues', `additional information

only if it is good news' and `as much information

as possible, good or bad' and (3) participants

were also asked to indicate from a range of ®ve

options their preferred level of involvement in

decision-making. The ®ve options ranged from

`doctor only' to `patient only' making the

decision. This scale has good internal reliability

with a Cronbach's alpha of 0.89.2

Preferences for discussion about prognosis

Women's preferences for discussing their prog-

nosis with their cancer specialist were assessed

by 19 questions that were a mix of both infor-

mation and emotional aspects of the prognosis

consultation. Women were asked to indicate on

a Likert scale their agreement on each of the

19 aspects of the consultation (1 � disagree

completely ) 5 � agree completely). Items were

generated on the basis of a review of the litera-

ture, an analysis of 20 audio-tapes of initial

oncology consultations with breast cancer

patients (collected during another study under-

taken between 1995 and 1997)9 and expert

consultation. The audio-tapes were transcribed

and content analysed to identify ways in which

prognosis was described to patients.

In addition, three open-ended questions were

asked to elicit qualitative data, concerning

positive and negative experiences of receiving

information and emotional support from their

cancer specialists, and those aspects of their

communication that they found particularly

useful.

Demographics

Demographic details on the subject's age, post

code, highest educational quali®cation achieved,
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occupation, marital status, quality of spoken

English, level of medical training, date of

diagnosis, treatment, and family members or

close friends with a previous breast cancer

diagnosis, were requested from participants. (See

Table 1)

Procedure

The questionnaire was posted to the woman,

with a stamped, addressed return envelope, as

closely as possible to the woman's initial

consultation with her medical oncologist, or at

her post-surgery consultation (2±4 weeks). This

timing gave women an opportunity to discuss

their own prognosis with their doctor, and

make decisions about their own treatment

before completing the questionnaire, whilst

eliciting preferences at a highly salient time.

Patients who did not return their questionnaire

within 3 weeks were followed up with a

telephone call, or sent another questionnaire

with a letter if telephone contact was not

possible.

Data analytic plan

Data were analysed using the Statistical Package

for Social Scientists (SPSS).19 Descriptive

statistics were used to summarize demographic

data and data relating to the aspects of prog-

nostic discussion considered important by

women. Analysis of variance (ANOVAANOVA), student

t-tests and chi-square tests of association were

used to examine the relationship between

demographic variables and patient preferences

for general information and involvement in

decision-making, and between general prefer-

ences and preferences for speci®c aspects of

prognostic discussion. Test results were consid-

ered statistically signi®cant if the P-values were

less than 0.05.

Sample sizes were calculated using the SAM

sample size software package.20 A sample size

of 100 allowed detection of a di�erence between

subgroups of 30% or more in the proportion of

women preferring di�erent levels of informa-

tion and/or involvement, with a power of 0.8

and a signi®cance level of 0.05. This sample size

Table 1 Demographic characteristics

of sample (N = 100) Category Proportion (%)

Age mean 55.7 years (sd 12.0) range 35±88 years

Post code City 82

Country 18

Educational level Non-tertiary 58

Tertiary 42

Occupation Professionals/Para 63

Non-professional 36

Marital Status Married 58

Other 41

English as ®rst language 84

Medical training 22

Time since diagnosis 1±2 months 71

3 or more months 26

Treatment Lumpectomy only 14

Mastectomy only 17

Lumpectomy + R 38

Lumpectomy + R + C 15

Mastectomy + C 15

Family member or friend

with breast cancer Yes 61

No 38

Not all categories sum to 100 because of missing data. R = radiotherapy; C = chemotherapy.
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was also realistic, given the number of women

with newly diagnosed early breast cancer seen

by participating physicians within the study

period.

The open-ended responses in the question-

naire were analysed using a constant-compar-

ative method proposed by Glasser and Strauss

(1967).21 This involved coding each unit of

meaning (i.e. speci®c response), and comparing

and contrasting these to identify recurring

regularities and discrete categories.

Results

One hundred and forty-three women seen

consecutively at six treatment centres were

contacted by letter and telephone. One hundred

and eighteen agreed to participate (83%) and

100 questionnaires were returned. Demographic

characteristics are presented in Table 1. Mean

age was 56 years (sd 12.0); and most were city

dwellers. Just over half had completed Univer-

sity entrance, university or some form of tertiary

training. The percentage of women with tertiary

quali®cations was 42% (compared with 37% in

the general Australian population).22 Nearly

two thirds worked (or had worked) in profes-

sional or paraprofessional occupations, and

22% were working in occupations related to

medicine (e.g. doctor, nurse, medical recep-

tionist, technician).

Women's preferences for prognosis discussion

The way in which prognostic information is

communicated was important to the women in

this study. (See Table 2). Sixty-three percent2 of

women wanted their cancer specialist to check

with them ®rst to ascertain whether they wanted

to know their prognosis. Ninety-nine percent of

women wanted their cancer specialist to check

understanding, give them an opportunity to ask

questions (99%) and explain medical terms

(98%). Seventy-seven percent wanted to be

asked if they would like a second opinion.

Seventy-®ve percent of women also wanted their

specialist to talk to them about complementary

therapies, e.g. relaxation.

Emotional sensitivity and the provision of

emotional support (e.g. listen to my fears and

concerns, keep checking how I am feeling) was

also important for women in this study. Ninety-

seven percent of women wanted their cancer

specialist to listen to their fears and concerns

when discussing prognosis and 79% wanted

emotional support. However, whilst they rated

both information and emotional support highly,

suggesting that they want their doctor to meet

many of their needs, 80% of women wanted

their cancer specialist to tell them where they

could go to get additional emotional support for

themselves and their families.

Women's preferences for general information

Eighty-three percent of women wanted as much

information as possible and 16% wanted limited

information. Women's preference for the

amount of information they wanted about their

illness was unrelated to age, education, occupa-

tion, time since diagnosis or type of surgery or

adjuvant treatment received.

Relationship between preferences for general

information and speci®c prognostic preferences

Two prognostic features preferred by women

were related to general information preferences.

The preferences for each prognostic feature were

collapsed into 2 categories (disagree/don't know

or agree). Fifty-four percent of women who

wanted limited information vs. 83% of women

who wanted as much information as possible,

wanted the doctor to keep checking on how they

were feeling (v21 � 5.9, P � 0.02). Sixty-two

percent of women who wanted limited infor-

mation vs. 92% of women who wanted as much

information as possible wanted to be given

published information (v21 � 9.1, P � 0.003).

Women's preferences for decision-making

Fifty-four women wanted collaborative decis-

ion-making (i.e. involving both themselves and

their doctor). Twenty-three preferred the doctor

make the treatment decision, and 23% preferred
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to make the decision themselves. Women

preferring collaborative decision-making were

signi®cantly younger than women who preferred

that their doctor make the decision (F2,95 � 5.7,

P � 0.005). The mean age of women wanting

collaborative decision-making was 52.6 years in

comparison to women preferring that the doctor

make the decision (mean 62.2 years). The age of

women wanting to make their own decision

spanned a wider range (mean 57.1 years).

Involvement in decision-making was unrelated

to any other demographic variables.

Relationship between preferences

for involvement in decision making

and speci®c prognostic preferences

Only one prognostic feature was related to

preferences for involvement in decision-making.

Fifty-®ve percent of women who wanted their

doctor to make the decision for them, wanted a

second opinion vs. 86% and 82%, respectively,

of women who wanted to make the decision

themselves or to make the decision collaborat-

ively (v22 � 7.1, P � 0.03).

Qualitative data

Sixty-seven women completing the questionnaire

gave additional comments on how they were

given information on their own cancer.

Women reported on positive and negative

experiences related to receiving information and

emotional support from their cancer specialists.

The positive aspects (n � 17) of information

giving included the doctor giving a full explan-

ation, using plain language, drawing diagrams,

providing written information (booklets),

Table 2 Aspects of prognostic

discussion women considered

important

Proportion (%)

Agree

Disagree/

Don't know

Information

I would like my cancer specialist to:

Check with me that I want to know my prognosis 63 37

Keep checking that I want to know more 85 15

Check with me that I understand what he/she is

saying

99 1

Give me an opportunity to ask questions 99 1

Explain any medical terms 98 2

Summarize what he/she has told me 94 6

Give me published information on my situation 88 12

Use words instead of numbers 64 36

Talk to me about complementary therapies,

e.g. relaxation

75 25

Write down what he/she has told me 79 21

Give me an audio tape of the discussion 28 72

Ask me if I would like to get a second opinion 77 23

Emotional support

I would like my cancer specialist to:

Make sure I bring someone with me, e.g. relative/

friend

72 28

Sit next to me 46 54

Listen to my fears and concerns 97 3

Emphasize the good aspects of my prognosis 90 10

Keep checking how I am feeling 79 21

Give me emotional support 79 21

Tell me where I can go for additional emotional

support for my family or myself

80 20
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repeating information, allowing time to ask

questions, using positive language, e.g. `small',

`early'. Several women commented on the value

of having access to the doctor after the initial

consultation to ask further questions for clari®-

cation, e.g. `I appreciated the fact that I was able

to ring my specialist and ask more questions a

few days after the initial information was given'.

The bene®ts of written information were also

emphasized: `Written information that can be

read and absorbed in your own time, this is

essential as the initial shock of diagnosis drives

rational thought from your mind'; `As English is

my second language, I would have preferred that

all information be given up front so I could

discuss it with my family'; `I did understand, but

when one gets home and you try to remember,

you only take in certain amounts. I feel it is very

important that facts and ®gures are written

down for each patient on the ®rst visit'.

The interpersonal elements which women

found useful (n � 17) were the doctor `giving

hope; assisting in making decisions, showing

compassion; being honest, sensitive, positive,

sympathetic, empathetic; and the provision of

support outside of the consultation, e.g. volun-

teer support services, access to the internet; NH

& MRC Consumer Guidelines to Early Breast

Cancer8; and being able to telephone the doctor

for clari®cation after the consultation'.

The negative aspects (n � 23) included the

doctor inadequately preparing women for

surgery; rushing women to make a decision

about treatment; using inappropriate language,

e.g. `bunt, unfeeling; harsh, fear arousing,

patronising, abrupt' not asking how much

information and detail women wanted; giving

insu�cient information on staging; or giving

prognostic information before pathology results

were con®rmed; not explaining medical infor-

mation and not writing down information.

Receiving prognostic information at the same

time as having to make decisions about treat-

ment was problematic for some women. `I had

to immediately decide on the date and detail of

my operation ± it was too soon. I was still

digesting the fact that I had cancer and was

not capable of making good decisions about

follow-up events.' `On the ®rst visit to the

surgeon I thought I was being booked in for

1 day surgery and lumpectomy. I was alone and

he very bluntly said he would have to take the

whole breast and lymph nodes. Three months

later and on chemotherapy I am still in shock'. `I

was told the very ®rst day that if you don't have

the lump removed you will die. Already in shock

I thought it was very harsh'.

Discussion

This study identi®ed some new elements to

consider in the prognostic consultation. The

majority of women wanted their cancer special-

ist to check with them ®rst if they wanted to

know their prognosis, and to keep checking if

they wanted to know more. This suggests that

women want to control the ¯ow of information

they receive, and that doctors need to tell women

what sort of prognostic information they can

give them and then ask what level of detail

women want.

The questionnaire did not identify those

women who actually sought a second opinion,

however, three quarters of the women wanted to

be asked if they wanted one. Interestingly, even

amongst the women who wanted their doctor to

make the treatment decision, over half (55%)

wanted this opportunity, although signi®cantly

more women who favour a collaborative or

dominant role in decision-making wanted to be

asked if they wanted a second opinion. As one

woman said, `being o�ered a second opinion

from another specialist for my adjuvant therapy

was reassuring and very helpful in my care'.

Overwhelmingly, the women wanted their

understanding to be checked, an opportunity to

ask questions, and explanations of medical

terms, re¯ecting the di�culty of taking in

complex new information in a state of heigh-

tened emotional arousal, and a desire for

opportunities to review the information. These

strong preferences also suggest that women

regard prognosis as essential information and

want to be given the time to understand it.

Women also wanted information summarized,

supported by published information and to be
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written down. Women who indicated a general

preference for maximum information were

signi®cantly more likely to want published

information, suggesting that they particularly

valued the written word. These results follow

recommendations by Ley (1982),23 who found

that understanding can be increased by doctors

supporting oral information with written infor-

mation, using illustrations such as graphs and

diagrams, repeating information and allowing

an opportunity for questions.

Women could also be followed-up by special-

ist breast care nurses who can check under-

standing and refer women to sources such as

Cancer Information Services, or Breast Cancer

Support Services for support, information,

booklets and other published data. The useful-

ness of an audio-tape of the consultation to

assist understanding has been identi®ed in

previous literature.24 However, only 28% of

women in this study wanted an audio-tape of

their consultation. Finally, videos and inter-

active programmes have also been demonstrated

to aid understanding.25

Three quarters of the women also wanted

their specialist to talk to them about comple-

mentary therapies, e.g. relaxation. This ®gure

mirrors the high use of complementary therapies

within the cancer community, and perhaps

re¯ects their desire to have some control over

their prognosis and outcome.

In Australia, guidelines for doctors on how to

break bad news emphasize that the way infor-

mation is given is as important as the type of

information provided.26 Women in this study

wanted both information and emotional

support. Ninety-seven percent of women wanted

their cancer specialist to listen to their fears and

concerns when discussing prognosis and 89%

wanted emotional support. In particular, women

who wanted as much information as possible

also wanted emotional support suggesting high

overall needs in both areas. In addition most

women wanted their cancer specialist to tell

them where they could go to get additional

emotional support for themselves and their

families. Whilst the high ratings women gave for

information and emotional support may suggest

that they want their doctor to meet all their

needs, women were willing to access cancer

support services for themselves and their family.

Cancer specialists can meet this request by

directing women to the hospital social work or

psychology department or outside sources such

as the Cancer Information Services. Breast

nurses who may provide support in some clinical

settings are not generally available in Australia.

Butow et al. (1996)14 found that patient pref-

erences for communication during the diagnostic

consultation were not always consistent with

published guidelines. For example, Australian

guidelines26 recommend the presence of a friend

or relative in the bad news consultation. In their

study, 38% of patients preferred to be alone

when given their diagnosis, whereas others

wanted a spouse (50%) or a friend (3%)

present.14 Twenty-eight percent of women in the

current study did not want their cancer specialist

to make sure they had a relative or friend with

them. This study supports Butow's conclusion,

that a consensus-based list for how to disclose

information is too simplistic and that guidelines

concerning communication need to be derived

from patient-based data.14

We conclude that women should be given

information in a staged manner that gives them

the opportunity to con®rm their diagnosis and

prognosis and formulate questions, and that

emotional support is a vital accompaniment to a

discussion of prognosis. Whilst acknowledging

individual women's preferences, and not

wanting to appear prescriptive, recommenda-

tions have emerged for e�ective discussion of

prognosis with women with early stage breast

cancer (see Table 3).

Limitations of this study

It is acknowledged that this study is level IV

evidence27 (i.e. uncontrolled trials, e.g. case

series or case studies) and could be followed up

by research with a stronger design (e.g.

randomized controlled trials) to investigate the

speci®c hypotheses raised here. However, for

obtaining preference data, a level IV methodo-

logy (i.e. a questionnaire) is appropriate.
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There are problems associated with con-

ducting a mail survey, e.g. the inability to

control the sequence in which the women read

questions, the opinions of others distorting

responses, and not knowing who has actually

completed the questionnaire. However, with

seven treatment centres and 23 participating

clinicians involved in the research project, it was

impractical for the researcher to attend each

clinic to interview patients.

It should be noted that women in this study

were highly educated (42% to tertiary and

above) and that 25% of them had some form of

medical training. Overall, the sample size was

small (100 women) and sample selection proce-

dures did not ensure that the sample was

representative of all women diagnosed with early

stage breast cancer in New South Wales,

Australia. Therefore, the generalizability of

®ndings to all women in this setting, and to

other cultures and countries, is limited.

This study included only women with early

breast cancer. However, equally important and

more neglected in the time-course of cancer, are

those diagnosed with metastatic disease. Each

setting has its own relevant statistics and

concerns. A primary concern of patients with

early stage disease is their chance of cure.

However, for patients with metastatic disease in

general, more pertinent information is the like-

lihood of treatment working and how long they

may have to live. Prognostic information is

likely to have a much greater emotional impact

for this group, and earlier work has shown that

as disease progresses, preferences for informa-

tion decrease.28 The generalizability of the

results reported here to the metastatic setting is

unclear. Replication of this study in women with

metastatic disease would be desirable.

An examination of the language used by

health professionals to communicate risk in

areas such as breast cancer screening and in

genetic counselling of women from high risk

breast cancer families may provide further

insight into women's understanding and prefer-

ences for risk communication. It would also be

bene®cial to examine if the ®ndings of this

present study can be generalized to patient

understanding and preferences for the commu-

nication of prognosis in cancers other than

breast cancer.

Finally, further research involving women at

any time after a breast cancer diagnosis should

allow for comparisons of information needs at

di�erence points in the disease course and a

longitudinal study would better enable health

professionals to understand patients' on-going

information needs.
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Table 3 Recommended steps for effectively discussing prognosis with women with early breast cancer

Prior to discussing prognosis After discussion of prognosis

Check ®rst if the woman wants to be given information on prognosis Check woman's understanding again

Check if the woman wants a friend or relative present Give emotional support

When to provide prognostic information Listen to fears and concerns

Give information prior to commencing treatment Talk about complementary therapies (e.g. relaxation)

How to discuss prognosis Offer the woman a chance to get a second opinion

Write down the information Explain the availability of support groups, Cancer

Present information in a variety of ways (words, statistics, graphs) Information Telephone Services, etc.

Explain medical terms

Check that the woman understands

Pause to give an opportunity to ask questions
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