Original papers

Comparison of breast cancer patient satisfaction
with follow-up In primary care versus specialist
care: resultsfrom arandomized controlled trial

EVA GRUNFELD

RAY FITZPATRICK

DAVID MANT

PATRICIA YUDKIN

RUTH ADEWUYI-DALTON
JILL STEWART

DAVID COLE

MARTIN VESSEY

SUMMARY

Background. Routine follow-up of breast cancer patients in
specialist clinics is standard practice in most countries.
Follow-up involves regularly scheduled breast cancer
check-ups during the disease-free period. The aims of fol-
low-up are to detect breast cancer recurrence and to pro-
vide psychosocial support to the patient; however, little is
known about patients’ views on breast cancer follow-up.
Aim. To assess the effect on patient satisfaction of transfer-
ring primary responsibility for follow-up of women with
breast cancer in remission from hospital outpatient clinics to
general practice.

Method. Randomized controlled trial with 18 months’ fol-
low-up in which women received routine follow-up either in
hospital outpatient clinics or from their own general practi-
tioner. Two hundred and ninety-six women with breast can-
cer in remission receiving regular follow-up care at two dis-
trict general hospitals in England were included in the study.
Patient satisfaction was measured by means of a self-admin-
istered questionnaire supplied three times during the 18-
month study period.

Results. The general practice group selected responses
indicating greater satisfaction than did the hospital group on
virtually every question. Furthermore, in the general practice
group there was a significant increase in satisfaction over
baseline; a similar significant increase in satisfaction over
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baseline was not found in the hospital group.

Conclusion. Patients with breast cancer were more satis-
fied with follow-up in general practice than in hospital out-
patient departments. When discussing follow-up with breast
cancer patients, they should be provided with complete and
accurate information about the goals, expectations, and limi-
tations of the follow-up programme so that they can make
an informed choice.

Keywords: breast cancer; patient satisfaction; RCT; follow-
up; primary care.

Introduction

ROUTINE follow-up of breast cancer patients in specialist
clinics is standard practice in most countries with specialist
cancer care systemg.Routine follow-up involves regularly
scheduled breast cancer check-ups during the disease-free period.
Its principal goal is to detect breast cancer recurrence and new
contralateral breast primaries. Another main goal is to provide
psychosocial support to the patient.

A growing body of research has evaluated the effectiveness
and efficiency of specialist-based routine follow-up for detecting
breast cancer recurreng&The research has shown that most
recurrences are not detected at routine follow-up visits but by
patients themselves during the interval between follow-up vis-
its.1> Frequently these patients present to their general practition-
er — not to their specialist — with signs or symptoms of recur-
rence®”’ This indicates that primary care physicians play an
important informal role in breast cancer follow-up.

A survey of family physicians (FPs) in Ontario found that 73%
have been involved in the follow-up of a patient with breast can-
cer; 77% believed it is appropriate for FPs to assume responsibil-
ity for follow-up and 90% would accept responsibility for fol-
low-up if asked to do sbSimilarly, general practitioners (GPs)
in the United Kingdom (UK) and Italy® prefer a more active
role in follow-up of breast cancer patients. This suggests that the
role of primary care physicians in follow-up can become some-
thing more than an informal responsibility.

While controversy exists over the extent to which the practice
of follow-up in specialist clinics is beneficial, what is not in
doubt is that the practice has a significant impact on the lives of
women with breast cancé¥!? Nevertheless, little is known
about patients’ views on breast cancer follow-up. Studies have
shown that patients prefer regularly scheduled follow-up visits
and diagnostic tests'%13-15A majority of both GPs and special-
ists agree that breast cancer patients expect follow-up to take
place in a specialist clini€.At the same time, however, a major-
ity of GPs prefer a system of routine follow-up based in general
practicet’
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the prevalence of diagnosed breast cancer, an evaluation of spe-
cialist-based follow-up versus a primary care model was warrant-
ed. To this end, we conducted a randomized controlled trial
(RCT) of specialist versus primary care follow-up of breast can-
cer patients® Full descriptions of study participants, study meth-
ods, and results of the primary outcomes of time to diagnosis of
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recurrence and health related quality of life (HRQOL) are reportParticipants completed the mid-trial questionnaire within 10 days
ed elsewher& The results show that general practice follow-up of a follow-up visit. For this reason, the mid-trial assessment was
is not associated with increase in time to diagnosis of recurrencselected as the comparator to baseline to evaluate change in
increase in anxiety, or a deterioration in HRQ®WMhen two  responses over time. (Baseline responses in both groups relate to
methods of health service delivery show no important differencéollow-up appointments in specialist clinics.) As there were no
in the primary clinical outcomes, patient satisfaction becomesmnportant differences in the results obtained at the mid-trial from
more important as an outcome upon which to evaluate the twilnose obtained at the end of the trial, only mid-trial results are
servicest®?% For this reason, we report here the results of theeported here.

comparison of breast cancer patient satisfaction with follow-up The chi-squared test to assess the significance of between-
in primary care versus specialist care — a secondary outcome gfoup differences in proportions, and the Cronbach’s alpha sta-
the RCT. tistic were calculated with the software package SPSS (version
6.1.2). The Stuart—Maxwell test to assess the significance of dif-
ferences between paired observations with more than two cate-
Method gorieg” was calculated with the software package SAS (version
Participants of the study were 296 women with breast cancer i§.11). Confidence intervals were calculated using the statistical
remission and receiving regular follow-up care at two districtorogramme CIA (Garner SB, Winter PD, Gardner MJ, 1991; ver-
general hospitals in England. These women were taking part ingion 1.1). All analyses were on an intention-to-treat basis.

RCT to evaluate a primary care-based system of routine breast

cancer follow-up whereby they were randomized to one of tW(h

groups: continued routine follow-up in outpatient clinics accord- esults

ing to usual practice (hospital group), or routine follow-up fromResponse rates

their own GP (general practice group). Ethical approval to conagter the denominator was adjusted for patients who had died or
duct the study was obtained from the local research ethics comyjoyed, the response rates in general practice and hospital groups

mittees. respectively were 99.3% (147/148) and 95.3% (141/148) at base-
. . . . line, 97.2% (140/144) and 88.7% (126/142) at mid-trial, and
Measurement and analysis of patient satisfaction 97.2% (137/141) and 88.1% (119/135) at the end of the trial.

The instrument used in this study to measure patient satisfactiorhere were no significant differences between the two study
had to be adaptable to both hospital and general practice outpgroups on responses to the baseline patient satisfaction question-
tient settings, and applicable to the UK. No published instrumemaire. As the adjusted response rate in the hospital group had
was available that satisfied all these criteria. The most widel§allen to just above 88% while remaining above 97% in the gen-
used patient satisfaction questionnaires, for example, had beeral practice group, non-responders in the hospital group were
developed and tested in the United St&t@sOthers, such as the compared on baseline characteristics and selected domains of the
one developed for use in the National Health Service (NHS)HRQOL instruments. There were no differences between non-
were specific to the hospital settitig?* One instrument devel- responders and responders on any of these variables.

oped for use in general practice was still considered to be under

development® We therefore decided to use an instrument develPatient satisfaction

oped in the UK by the College of Health. . The general practice group selected responses indicating greater
The instrument consisted of fifteen statements, each with fousatisfaction than did the hospital group on virtually all questions
response categories: ‘Yes, | agree’, ‘I agree sometimes’, No (raple 1). Furthermore, in the general practice group there was a
disagree’, and ‘I can’t say’. The instrument was adapted for usgjgnificant increase in the proportion of patients selecting
in this study. Specifically, the questions were introduced with theesponses indicating greater satisfaction at mid-trial over base-

statement, ‘When you go for your breast cancer check up..." Spne (Table 2); a similar significant increase in satisfaction over
that patients would relate their response to their breast cancer fQiase"ne was not found in the hospital group (Table 3).
low-up visits. In presenting the data, questions have been

grouped into three categories: Satisfaction with service delivermost all patients in both the
1. Questions related to service delivery, genergl practi_ce and ho_spital group were seen within_zo_minutes
2. Questions related to the consultation, and _of their appointment time (Table 1), reflecting a significant
3. Questions related to continuity of care. increase over ba;ellng for both groups_(TabIes 2 an_d 3).
However, more patients in the general practice group than in the
Iltem responses were considered to reflect satisfaction ifiospital group could see the doctor on the same day for urgent
‘agree’ or ‘agree sometimes’ were selected for a positively-wordproblems and had enough time to discuss problems with their
ed statement, or ‘disagree’ was selected for a negatively-wordetbctor (Table 1). On these items, the general practice group
statement. showed significantly more satisfaction over baseline (Table 2)
Patient satisfaction was assessed at three points in time durimgile the hospital group showed no change over baseline (Table
the three-month study period: baseline, mid-trial, and at the eng).
of the trial. As a preliminary assessment of the reliability of the
guestionnaire, the internal consistency of items in the questiorBatisfaction with the consultatioMost patients in both groups
naire was examined at each of the three times of measurement égreed that the doctor examined them thoroughly and explained
calculating Cronbach’s alplaThe results for this aspect of reli- clearly what was wrong (Table 1). Of note were that the respons-
ability were satisfactory: 0.70, 0.67, and 0.70, respectively. es reflecting dissatisfaction among a large proportion of patients
The patient satisfaction instrument formed part of the quesin both groups relate to aspects of patient—physician communica-
tionnaire package containing the instruments measuringon — more than one-quarter of patients agreed it was difficult
HRQOL, described previoush.Questionnaire packages were to discuss concerns with the doctor, that the doctor should listen
posted to study participants and one reminder letter was sentrifore to what they said, and that the doctor should tell them more
the questionnaire had not been returned within two weeksabout their problem and treatment. However, significantly more
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Table 1. Patient satisfaction at mid-trial by trial group.

Group Agree?
n n (%)
Difference between
Question GP Hospital GP Hospital groups (95% Cl) P-value®
Service delivery
If it's urgent you can see a doctor on 138 120 116 (84.1) 61 (50.8) 33.2 <0.001
the same day (22.41t0 44.1)
You are usually seen by the doctor within 138 122 134 (97.1) 111 (91.0) 6.1 0.009
20 mins of appointment time (0.3to0 11.9)
There is not enough time to discuss 136 119 38 (27.9) 56 (47.1) -19.1 0.005
your problems with the doctor (-30.8t0 -7.4)
The consultation
You get good advice about how 138 121 112 (81.2) 77 (63.6) 175 0.001
to keep yourself healthy (6.8't0 28.3)
It is sometimes difficult to discuss your 136 121 39 (28.7) 48 (39.7) -11.0 0.175
concerns with the doctor (-22.6 t0 0.57)
The doctor explains clearly 138 120 126 (91.3) 103 (85.8) 5.5 0.321
what is wrong (-2.31t0 13.3)
The doctor examines you thoroughly 138 121 136 (98.6) 119 (98.3) 0.2 0.507
when necessary (-2.8103.2)
Sometimes you feel the doctor should 136 119 36 (26.5) 52 (43.7) -17.2 0.004
listen more to what you say (-28.8 to -5.6)
The doctor should tell you more about 135 119 63 (46.7) 76 (63.9) -17.2 0.001
your problem and treatment (-29.3 t0 -5.1)
The doctor encourages you to talk about 137 120 126 (92.0) 91 (75.8) 16.1 0.009
your problem and treatment (7.2t0 25.0)
Continuity of care
You see a doctor that knows you well 138 121 124 (89.9) 65 (53.7) 36.1 <0.001
(25.9 t0 46.3)
If you need to see a doctor you have to 136 118 54 (39.7) 31 (26.3) 13.4 <0.001
wait too long for an appointment with (2.0t0 24.9)

the doctor you want

aResponse categories ‘agree’ and ‘agree sometimes’ collapsed for clarity of presentation; °P-value for difference between groups: ¢ with 2 df
based on three response categories: agree/agree sometimes, can'’t say, disagree.

patients in the general practice group than in the hospital groupcluded questions pertaining to all but one of these dimensions.
were satisfied with these aspects of the consultation (Table 1financial aspects of care’ was not included, as all the women in
and significantly more were satisfied than they were at baselindhe study were NHS patients who made no direct payment for
(Table 2 and 3). their medical caré?
This study’s finding of generally high levels of satisfaction in
Satisfaction with continuity of car@&lmost 90% of patients in the both groups is consistent with other research on patient satisfac-
general practice group saw a doctor who knew them well at thetion.?® Results of patient satisfaction surveys are usually highly
follow-up visit, as compared with approximately 50% of patientsskewed, with most patients giving high satisfaction rat-
in the hospital group. While more than one-quarter of patient®1gs®2831:32The thinking is that patients deny dissatisfaction —
agreed that they had to wait too long to see the doctor they wardespite assurances of confidentiality — for fear that the standard
ed for urgent problems, significantly more patients in the generaif care they receive might be jeopardizedhis is difficult to
practice group than in the hospital group disagreed with this stat@rove or refute because there is no ‘gold standard’ criterion
ment (Table 1). In the hospital group there was no change ovégainst which patient satisfaction instruments can be valid-
baseline in the proportion of patients who were satisfied with conated®2%22This ceiling effec® however, often makes it difficult
tinuity of care (Table 3). In the general practice group there was @ differentiate nuances of satisfaction among the generally posi-
significant increase over baseline in the proportion of patientéve responses. Nonetheless, despite this well recognized prob-
who were satisfied with continuity of care (Table 2). lem with patient satisfaction instruments, virtually every question
in this study showed that patients in the general practice group
. . were more satisfied at follow-up than at baseline, and that they
Discussion were more satisfied than patients in the hospital group at both
As an outcome measure, patient satisfaction is considered a multiid-trial and trial end assessments.
dimensionakonstruct that includes satisfaction with interperson- There is always a problem in finding validated measures of
al factors, technical quality, accessibility/convenience, availabilisatisfaction with appropriate content when making comparisons
ty, and financial aspects of ca&fe>282%Two further dimensions of patients’ experiences across disparate settings and services.
that cancer patients identified as important are communicatiomhat the instrument chosen in this trial to examine patient satis-
skills and continuity of car&. The instrument used in this study faction has not been extensively validated is a potential limit-
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Table 2. Change in patient satisfaction from baseline at mid-trial: GP group (n = 140).

Question Time Number Agree? Disagree Can’t say P-value®
n (%) n (%) n (%)

Service delivery

If it's urgent you can see a doctor Baseline 133 85 (63.9) 8 (6.0) 40 (30.1) 0.001
on the same day Mid-trial 111 (83.5) 4 (3.0 18 (13.5) ’

You are usually seen by the doctor Baseline 135 109 (80.7) 23 (17.0) 3(2.2) <0.001
within 20 mins of appointment time Mid-trial 132 (97.8) 1(0.7) 2(1.5) '

There is not enough time to discuss Baseline 130 62 (47.7) 63 (48.5) 5(3.8) 0.004
your problems with the doctor Mid-trial 38 (29.2) 87 (66.9) 5(3.8) ’

The consultation

You get good advice about Baseline 130 83 (63.8) 24 (18.5) 23 (17.7) <0.001
how to keep yourself healthy Mid-trial 108 (83.1) 7 (5.4) 15 (11.5) '

It is sometimes difficult to discuss Baseline 132 63 (47.7) 62 (47.0) 7 (5.3 <0.001
your concerns with the doctor Mid-trial 38 (28.8) 89 (67.4) 5 (3.8) '

The doctor explains clearly Baseline 132 117 (88.6) 8 (6.1) 7 (5.3 0.64
what is wrong Mid-trial 121 (91.7) 6 (4.5) 5 (3.8) ’

The doctor examines you Baseline 134 128 (95.5) 2(1.5) 4 (3.0 0.34
thoroughly when necessary Mid-trial 132 (98.5) 1(0.7) 1(0.7) ’

Sometimes you feel the doctor should Baseline 130 59 (45.4) 58 (44.6) 13 (10.0) <0.001
listen more to what you say Mid-trial 33 (25.4) 92 (70.8) 5(3.8) '

The doctor should tell you more Baseline 130 79 (60.8) 4 (31.5) 10 (7.7) 0.03
about your problem and treatment Mid-trial 61 (46.9) 57 (43.8) 12 (9.2) ’

The doctor encourages you to talk Baseline 133 105 (78.9) 17 (12.8) 11 (8.3) 0.007
about your problem and treatment Mid-trial 122 (91.7) 6 (4.5) 5 (3.8) ’

Continuity of care

You see a doctor that knows Baseline 133 82 (61.7) 44 (33.1) 7 (5.3 <0.001
you well Mid-trial 119 (89.5) 10 (7.5) 4 (3.0

If you need to see the doctor you have to Baseline 129 49 (38.0) 49 (38.0) 31 (24.0) 0.005
wait too long for an appointment with the Mid-trial 53 (41.1) 65 (50.4) 11 (8.5)

doctor you want

aResponse categories ‘agree’ and ‘agree sometimes’ collapsed to give three response categories for test statistic. Baseline responses relate to
patients responding at mid-trial; ®P-value for difference between times, Stuart-Maxwell test; test statistic compared with the chi-squared distribution

ation of the study. However, the trial itself provided an opportu-of satisfaction.
nity to assess some of the measurement properties of the Collegdn this study, over 95% of patients in both groups agreed that
of Health questionnaire. Evidence for reliability in terms of inter-the doctor examined them thoroughly. This was one of the few
nal consistency of items was encouraging. Also, the results of thrguestions for which no significant differences were found
trial provide one of the few pieces of evidence to examineetween either group or over time. In contra-distinction, a focus
responsiveness (sensitivity to change) of a patient satisfactiagroup study reported that cancer patients repeatedly expressed
questionnaire, and a number of items of the instrument showesbncern about the cursory examinations they received at NHS
significant sensitivity to change. specialist outpatient follow-up visité.In both studies, however,
General practice patients’ responses reflected greater satisfatie results were similar with respect to the rushed nature of the
tion with service delivery, the quality of the consultation, andfollow-up visit — the complaint that there was insufficient time
continuity of care. These are factors that are important both tto obtain information at follow-up visits documented in the focus
cancer patienté and general practice patiedts-However, these group stud$ is supported by the finding of this study that half
factors are not necessarily the dominant criteria by whichhe patients in the hospital group felt that there was not enough
patients measure their level of satisfaction. For example, 100%me to discuss problems with the doctor.
of cancer patients rank technical competence as important to sat-
isfaction3® As there is evidence that patients’ criteria for satisfac- .
tion may be specific to the disease problem and medical segoncluson
ting ¢ technical skills may be of greater importance in the speAn important concern regarding the results of this research is that
cialist setting while other dimensions of satisfaction may havepurchasers of health services will interpret the results as indicat-
greater importance in the general practice setting. A hierarchy aifig that specialist follow-up is unnecessarydtrpatients, and a
concerns may influence levels of satisfaction, with patientsvholesale devolution of follow-up to primary care will occur.
regarding continuity of care, interpersonal factors, and factor§he matter of patient preferences must be considered. In the UK,
related to service delivery important omwlfter they are confident the National Cancer Alliance undertook a study of patients’
in the technical skills of the practitioner. Patients would thereforexperiences and views on their cancer éiiéhe question of a
generally want to be assured that their clinical care is equivalerimary care-centred alternative to specialist follow-up was
in either general practice or a specialist setting before other critespecifically discussed in these focus groups. Patients who had a
ria, such as continuity of care, become relevant to their appraisakgative experience with their GP at the time of initial diagnosis
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Table 3. Change in patient satisfaction from baseline at mid-trial: Hospital group (n = 126).

Question Time Number Agree? Disagree Can’t say P-value®
n (%) n (%) n (%)
Service delivery
If it’s urgent you can see a doctor Baseline 113 62 (54.9) 3(2.7) 48 (42.5) 0.61
on the same day Mid-trial 56 (49.6) 4 (3.5) 53 (46.9) ’
You are usually seen by the doctor Baseline 115 93 (80.9) 21 (18.3) 1(0.9) 0.009
within 20 mins of appointment time Mid-trial 104 (90.4) 11 (9.6) 0 (0) ’
There is not enough time to discuss Baseline 112 59 (52.7) 48 (42.9) 5 (4.5) 0.33
your problems with the doctor Mid-trial 52 (46.4) 55 (49.1) 5 (4.5) ’
The consultation
You get good advice about how to Baseline 113 76 (67.3) 24 (21.2) 13 (11.5) 0.48
keep yourself healthy Mid-trial 71 (62.8) 24 (21.2) 18 (15.9) ’
It is sometimes difficult to discuss Baseline 115 51 (44.3) 58 (50.4) 6 (5.2) 0.65
your concerns with the doctor Mid-trial 46 (40.0) 64 (55.7) 5(4.3) ’
The doctor explains clearly what Baseline 114 102 (89.5) 6 (5.3) 6 (5.3 0.64
is wrong Mid-trial 97 (85.1) 8 (7.0) 9 (7.9) ’
The doctor examines you Baseline 115 107 (93.0) 4 (3.5) 4 (3.5) 0.08
thoroughly when necessary Mid-trial 113 (98.3) 2(1.7) 0 (0) ’
Sometimes you feel the doctor should Baseline 113 56 (49.6) 51 (45.1) 6 (5.3 0.40
listen more to what you say Mid-trial 49 (43.4) 56 (49.6) 8(7.1) ’
The doctor should tell you more about Baseline 111 74 (66.7) 32 (28.8) 5 (4.5) 0.09
your problem and treatment Mid-trial 72 (64.9) 26 (23.4) 13 (11.7) ’
The doctor encourages you to talk about Baseline 113 86 (76.1) 20 (17.7) 7 (6.2) 1.00
your problem and treatment Mid-trial 86 (76.1) 20 (17.7) 7 (6.2) ’
Continuity of care
You see a doctor that knows you Baseline 115 65 (56.5) 42 (36.5) 8 (7.0) 0.50
well Mid-trial 62 (53.9) 48 (41.7) 5 (4.3) ’
If you need to see the doctor you have Baseline 112 30 (26.8) 39 (34.8) 43 (38.4) 0.43
to wait too long for an appointment Mid-trial 28 (25.0) 31 (27.7) 53 (47.3) ’

with the doctor you want

2Response categories ‘agree’ and ‘agree sometimes’ collapsed to give three response categories for test statistic. Baseline response relates to
patients responding at mid-trial. °P-value for difference between times, Stuart-Maxwell test; test statistic compared with the chi-squared distribution

were clearly unwilling to have the GP take responsibility for fol- 6.
low-up. When patients had confidence in their GP, however, the7
involvement of the GP during follow-up was regarded as %tal. '
It is important to provide patients with the information they
need to make informed choices. It is also important to implement8.
a flexible system that can respond to the needs of individual
patients. Patients should be offered a choice of method of follow
up with complete and accurate information about the goals,
expectations, and limitations of the follow-up programme.

Giving patients accurate information and offering them a choicé?:

is consistent with findings that patients want more information,

would like to be involved in the decision-making process, andi1.
experience better psychosocial adjustment if good communicai-2

tion is a part of their cancer care’®
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