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Objective: To develop a Consumer Quality Index (CQ-index) Breast Care instrument that
measures quality of care from the perspective of patients with (suspicion of) breast cancer.

Methods: To develop a pilot questionnaire, three focus group discussions with breast can-
cer patients were performed. The questionnaire was sent to 1197 patients. We performed
psychometric and descriptive analyses to optimise the new instrument.
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Results: Focus group discussions revealed nine main themes related to breast care qual-
ity. Psychometric analyses resulted in 15 reliable scales. The final instrument consisted of
152 items, of which 118 items regarded patients’ experiences. The aspect with the highest
need for quality improvement was informing patients about a second opinion.

Conclusion: The CQ-index Breast Care (CQI-BC) instrument provides a good starting point
for further research on the quality of breast care seen from the perspective of patients. The
newly developed instrument can be used by different stakeholders for future quality

Surveys monitoring.
Patient satisfaction

Quality indicators
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1. Introduction

Healthcare systems in many countries are moving towards
more patient centred care. In this process, transparency about
healthcare quality is an issue of paramount importance. In
addition to the release of clinical outcome data, which usually
originate from medical professional groups, effort has been
made to assemble and report patients’ own quality assess-
ments. Patient and public involvement in defining and assess-
ing healthcare quality has now been introduced in various
countries.

In the Netherlands, the assessment of patient experiences
in healthcare is standardised using Consumer Quality Index
(CQ-index or CQI) surveys.*® The CQ-index is based on two

* Corresponding author: Tel.: +31 30 272 98 55; fax: +31 30 272 97 29.

E-mail address: o.damman@nivel.nl (O.C. Damman).

families of instruments: (a) American CAHPS (Consumer
Assessment of Healthcare Providers and Systems)® and (b)
Dutch QUOTE (QUality Of care Through the patient’s Eyes)
instruments.! The strengths of both methods have been com-
bined: the frequency with which quality criteria are met
(CAHPS) and the importance of quality aspects (QUOTE) are
integrated in patient surveys. A four-point answering struc-
ture of experience items (‘never’, ‘sometimes’, ‘usually’, ‘al-
ways’), and a four-point scale of importance items (‘not
important’, ‘fairly important’, ‘important’, ‘extremely impor-
tant’) are the questionnaires’ basis. In addition, global ratings
of healthcare and healthcare professionals as well as items on
problems concerning accessibility of care are standard
elements.
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Like CAHPS and QUOTE, CQI instruments assess patients’
experiences, rather than their satisfaction. Experience mea-
sures are known to be less subjective and to yield more de-
tailed information for quality improvement than
satisfaction measures.” An advantage of standardised instru-
ments is that healthcare performance can be compared over
years® and across healthcare sectors. Importantly, CQI infor-
mation can fulfil different stakeholders’ information needs:
(a) consumers on the healthcare market and health insurance
market, who are more and more expected to act as informed
and critical decision makers; (b) healthcare providers moni-
toring their provided healthcare; (c) health insurance compa-
nies on the health purchaser market; (d) patient organisations
which represent patients’ interests and needs; (e) healthcare
inspectorates supervising healthcare quality; and (f) govern-
ments monitoring general healthcare quality. Using the CQ-
index is thus efficient; several parties, having their own
needs, are provided with quality information through one sin-
gle measurement. At present, a large amount of CQI informa-
tion is assembled, using general,’ sector-specific'’® and
disease-specific*® questionnaires. Particularly, disease-spe-
cific instruments are expected to play a major role for health-
care providers because these instruments provide detailed
information about particular patient groups within specific
healthcare settings. In addition, from the patient’s perspec-
tive, disease-specific quality aspects contribute to the (face)
validity of the instruments.

Within the set of disease-specific CQI questionnaires, a
breast care instrument was developed from December 2006
to October 2007: the CQI-BC. Since breast cancer generally
brings about many emotional and psychosocial conse-
quences,” ™ and breast cancer care is rather complex and
prolonged, it seems obvious that patients will search for a
high quality treatment in a high quality hospital. Therefore,
an important aim of the instrument is to develop public com-
parative information for future patients. Besides patients,
medical care providers or professionals are important poten-
tial users of the instrument, since comparative information
can enforce quality improvement initiatives through both
internal and public hospital reports.”® Insight into patient’s
experience allows professionals to compare the quality of
care they provide with that of their colleagues in other hospi-
tals, and might be a stimulus to improve public perception of
their own hospital.

Our aim was to develop a CQI-BC instrument that is both
scientifically grounded and manageable by several users. In
this article, we describe the development of the CQI-BC, while
focusing on the application of the instrument by one impor-
tant group of potential users, namely, healthcare providers
and professionals. In this context, aspects of care that need
quality improvement were explored, and options to report
CQI information are discussed.

2. Patients and methods

The construction of the new survey was based on CQI proto-
cols.’ The CQI-BC was developed in close cooperation with
key stakeholders (representatives of health insurance compa-
nies, a patient organisation, the Dutch Institute for Health-
care Improvement, a surgeon, a radiologist, a radiotherapist,

a nurse practitioner and an oncologic psychologist) to ensure
public support.

2.1. Construction pilot questionnaire

To construct the pilot version of the CQI-BC instrument, we
performed three focus group discussions with breast cancer
patients in February and March 2007. Participants were re-
cruited through (a) a purposive sample of 100 breast cancer
patients of a health insurance company; (b) patient organisa-
tions’ advertisements; and (c) advertisements in two hospi-
tals. We initiated the discussions using open-ended
questions,”” such as ‘Describe some positive and negative experi-
ences that you have had with breast care’ and ‘According to you,
what makes good quality breast care?” Two researchers acted
as moderators in the discussions, structuring the discussion,
asking for elaborations and encouraging participation. Dis-
cussions were audio-taped with participants’ permission,
and transcriptions were analysed by two researchers inde-
pendently. We used descriptive thematic analysis, focusing
on quality aspects relevant for participants. In addition to
the focus group results, existing Dutch questionnaires on
breast care (see, for example, de Kok et al.’®) and key stake-
holders’ input were used to construct the questionnaire.
The stakeholders wanted the questionnaire to cover care for
both patients with malignant and benign breast disorder,
since breast care in the period of breast examinations and
diagnostics should be adequate for both groups.

2.2. Data collection

In May 2007, the pilot version CQI-BC Experience (containing
questions on patients’ experiences) along with a pilot version
CQI-BC Importance (containing questions on the importance
patients attach to quality aspects) was sent to a stratified sam-
ple of 1197 patients. These individuals were selected from
claims data of four health insurance companies. Inclusion cri-
teria were (1) being older than 18 years; (2) having received
breast care in the last 24 months; and (3) not being approached
in the past for CQI surveys. Half of the patients had malignant
breast disorder and half had benign breast disorder. Persons
having malignant breast disorder had to fill in the complete
questionnaire, whereas persons with benign breast disorder
were instructed to skip items on breast cancer treatment. We
sent all patients a mailing with the request to fill out the ques-
tionnaire, and a ‘thank you card’ was sent 1 week later. A sec-
ond questionnaire and letter in the fifth week, and a reminder
letter in the seventh week were sent to non-respondents.®

2.3.  Analyses
Analyses were performed in July and August 2007.

2.3.1. Psychometric properties

We performed psychometric analyses to assess (a) appropri-
ateness of items; (b) dimensional structure of the question-
naire; (c) reliability of scales; and (d) importance of quality
aspects. To create a manageable instrument, we aimed to
abbreviate it to a survey containing only the most relevant
and reliable items. Items selected for elimination were (1) ex-
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tremely skewed items (>90% of answers in extreme category);
(2) items with a high non-response (>5% missing values); (3)
items with low importance scores; (4) one of the two items hav-
ing a strong mutual relation (Pearson’s correlation r > 0.70); (5)
items not fitting into scales (factor loading <0.40 in explorative
factor analyses); and (6) items not contributing to scale reliabil-
ity (Cronbach’s alpha <0.70; Item-total correlation <0.40). How-
ever, policy considerations of stakeholders to maintain items
were also considered. After a final discussion among stake-
holders, the revised CQI-BC instrument was constructed.

2.3.2.  Quality improvement scores

To identify the aspects of quality of care that are particularly
eligible for improvement, we conducted descriptive analyses.
First, the proportions respondents reporting negative experi-
ences on the different items were assessed. Second, we calcu-
lated the average importance scores on all items, which could
vary from 1 (‘not important’) to 4 (‘extremely important’).
These two types of scores were then combined in a so called
quality improvement score, using the formula: proportion
negative experience * importance score. The higher the score,
the more reason there is for improvement.

3. Results

3.1. Focus groups

A total of 27 breast cancer patients participated in the focus
group discussions (n=11, n=9 and n = 7). Participants’ mean
age was 51 (SD = 11.5; minimum = 26; maximum = 73). Data
analyses resulted in nine main themes related to breast care
quality. These themes concerned general aspects, such as
conduct of healthcare professionals, as well as more dis-
ease-specific aspects, such as options for an immediate breast
conserving treatment and referrals to follow-up care. The
nine main themes were (1) conduct of healthcare profession-
als; (2) time schedule; (3) information services; (4) accessibility
of care; (5) expertise of healthcare professionals; (6) continuity
of care; (7) autonomy; (8) hospital facilities; and (9) psychoso-
cial care and aftercare.

3.2 Pilot questionnaire

The pilot questionnaire CQI-BC Experience consisted of 166
items, of which 114 items regarded actual patient experi-
ences. The remaining items were skip-items (items screening
eligibility of respondents to answer specific items and
instructing to skip corresponding items), items on question-
naire improvement and items on person characteristics. The
questionnaire was divided in eleven sections: (1) introduction
(6 items); (2) breast examinations (28 items); (3) breast surgery
(43 items); (4) other treatment (35 items); (5) after treatment
(12 items); (6) cooperation and continuity (7 items); (7) acces-
sibility (11 items); (8) expertise (2 items); (9) global rating hos-
pital (3 items); (10) improving the questionnaire (3 items); and
(11) about the respondent (16 items). The content of question-
naire items is described in Table 1.

The pilot questionnaire CQI-BC Importance consisted of 68
items. In principle, we asked for all aspects how important
respondents found them. Quality aspects represented more

than once in the CQI-BC Experience questionnaire, such as
conduct of professionals (general practitioner, surgeon and
nurses), were converted into one importance question.

3.3. Response

A total of 731 patients (63%) filled in the experience survey.
The importance instrument was completed by 706 persons
(60%). Of all 731 respondents, 38% had benign breast disorder,
57% had breast cancer and 5% had breast carcinoma in situ.
Two respondents were male, and the age distribution was as
follows: 4% of the respondents were younger than 35, 14%
were aged between 35 and 44, 25% were aged between 45
and 54, 30% were aged between 55 and 64 and 27% were aged
between 55 and 64 years.

3.4. Psychometric results

Forty-three items had a missing value rate of more than 5%, 15
items were extremely skewed and 5 items showed an impor-
tance score of lower than 3. From factor and reliability analy-
ses, it appeared that the experience questionnaire could be
structured into fifteen reliable scales which represent breast
care quality aspects. These scales, covering 59 items, are dis-
played in Table 2. Cronbach’s alpha varied from 0.68 to 0.93.

3.5.  Adjustment of the instrument

In total, 31 items were considered for removal from the ques-
tionnaire. These items did not fit into one of the scales, were
absent in the top ten of highest importance scores and did not
comply with one or more of the item analysis criteria (distri-
bution of answers, missing value rate, mutual relation). After
a discussion with key stakeholders, we eliminated 16 of the 31
selected items. A substantial number of items have thus been
retained based on policy arguments. An example is the item
‘Was the medical surgery coordinated by a specialised nurse?’
Although the item did not fit into a scale, was not considered
extremely important, and was skewed, stakeholders sug-
gested that performance on this aspect is likely to differ
across hospitals, and that the item should therefore remain
in the CQI-BC. Furthermore, eight items were rephrased,
rather than eliminated. The revised version of the experience
instrument contained 152 items, of which 118 items con-
cerned patients’ experiences.

3.6.  Quality improvement scores

Table 3 shows the ten quality aspects that are most eligible for
improvement of breast care, according to patients. Impor-
tance scores as well as the proportions respondents reporting
negative experiences with healthcare are presented for these
aspects. The aspect ‘information about a second opinion’ ap-
peared to be the aspect that needs improvement most, fol-
lowed by ‘consult radiotherapist preceding medical surgery’.
Concerning the three quality aspects that were applicable to
both patients with benign and patients with malignant breast
disease, patients with benign breast disease reported more
negative experiences.
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Table 1 - Content of experience items (abbreviated) in the CQ-index Breast Care Experience survey, with a specification of

the type of item and the translation into importance items.

Questionnaire Item Type of item Importance
section questionnaire
Breast examinations Detecting breast disease General item? No
Promptness of availability of X-ray results from Time schedule® Yes
population screening
Way of receiving results of X-ray from population General item Yes
screening
Promptness of referral from general practitioner to Time schedule Yes
hospital
Promptness of hospital appointment following Time schedule Yes
referral
Referral to specialised centre General item Yes
Number of examinations on the same day Time schedule Yes
Informing about breast cancer in the family Experience (1-2)¢ Yes
Rapid availability mammography/ultrasound results Time schedule Yes’
Rapid availability puncture results Time schedule Yes’
Rapid availability biopsy results Time schedule Yes/
Caregivers explain things in a way that is easy to Experience (1-4) Yes’
understand
Getting enough information from caregivers Experience (1-4) Yes/
Opportunity to ask questions to caregivers Experience (1-4) Yes'
Information sources in the phase of breast General item No
examinations
Receiving written information Skipitem® + Experience (1-2) Yes'
Comprehensiveness of written information Experience (1-4) Yes'
Contact with general practitioner Skipitem No
General practitioner listens carefully Experience (1-4) Yes'
General practitioner spends enough time with you Experience (1-4) Yes
General practitioner takes you seriously Experience (1-4) Yes’
General practitioner shows personal attention to Experience (1-4) Yes'
you
Global rating general practitioner Global rating(0-10)f No
Caregivers listen carefully Experience (1-4) Yes’
Caregivers spend enough time with you Experience (1-4) Yes'
Caregivers take you seriously Experience (1-4) Yes
Caregivers show personal attention to you Experience (1-4) Yes'
Global rating breast examinations Global rating (0-10) No
Breast cancer surgery Having diagnosis breast cancer Skipitem No
Having breast surgery Skipitem No
Formulating treatment plan Experience (1-2) + skipitem No
Deciding about treatment Experience (1-4) Yes'
Taking into account specific wishes about treatment Experience (1-4) Yes'
Discussing the effects of potential treatments Experience (1-2) Yes'
Information on second opinion Experience (1-2) Yes
Consult radiotherapist preceding medical surgery Experience (1-2) Yes
Coordination of care by specialised nurse Experience (1-2) Yes
Consult specialised nurse preceding medical surgery Experience (1-2) + skipitem Yes
Treatment before medical surgery Skipitem No
Rapid surgery following diagnosis Time schedule Yes
Cosmetic result meets expectations Opinion® Yes
Complications following medical surgery (bleedings, Outcome item" Yes
infections, wound infections, surgical non-
radicality)
Second surgery required Outcome item Yes
Information on sentinel node biopsy Experience (1-2) Yes
Consult on medical surgery effects Experience (1-2) Yes
Information on the use of drains Experience (1-2) Yes
Time before drains were removed Time schedule Yes
Having mastectomy Skipitem No
Information on breast conserving treatment Experience (1-2) Yes
Information on external breast prostheses Experience (1-2) Yes
Having breast conserving treatment Skipitem No
Promptness of breast conserving treatment Time schedule Yes
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Table 1 - continued

Questionnaire Item Type of item Importance

section questionnaire
Satisfaction cosmetic result breast conserving treatment Opinion Yes
Caregivers explain things in a way that is easy to Experience (1-4) Yeg’
understand in the phase of medical surgery
Getting enough information from caregivers in the phase Experience (1-4) Yes’
of medical surgery
Opportunity to ask questions to caregivers in the phase of Experience (1-4) Yes’
medical surgery
Information sources in the phase of medical surgery General item No
Receiving written information Skipitem + Experience (1-2) Yes!
Comprehensiveness of written information Experience (1-4) Yes’
Contact with surgeon Skipitem No
Surgeon listens carefully Experience (1-4) Yes’
Surgeon spends enough time with you Experience (1-4) Yes
Surgeon takes you seriously Experience (1-4) Yes
Surgeon shows personal attention to you Experience (1-4) Yes!
Global rating surgeon Global rating(0-10) No
Contact with specialised nurse Skipitem No
Specialised nurse listens carefully Experience (1-4) Yes
Specialised nurse spends enough time with you Experience (1-4) Yes'
Specialised nurse takes you seriously Experience (1-4) Yes’
Specialised nurse shows personal attention to you Experience (1-4) Yes/
Global rating specialised nurse Global rating(0-10) No

Other treatment Having other treatment Skipitem No
Deciding about treatment Experience (1-4) Yes!
Taking into account specific wishes about treatment Experience (1-4) Yes/
Having radiotherapy Skipitem No
Promptness of radiotherapy Time schedule Yes
Information on side effects of radiotherapy Experience (1-2) Yes
Caregivers explain things in a way that is easy to Experience (1-4) Yes/
understand
Getting enough information from caregivers Experience (1-4) Yes’
Opportunity to ask questions to caregivers Experience (1-4) Yes'
Information sources in the phase of radiotherapy General item No
Receiving written information Skipitem + Experience (1-2) Yes!
Comprehensiveness of written information Experience (1-4) Yes/
Caregivers listen carefully Experience (1-4) Yes'
Caregivers spend enough time with you Experience (1-4) Yes
Caregivers take you seriously Experience (1-4) Yes'
Caregivers show personal attention to you Experience (1-4) Yes!
Global rating radiotherapy Global rating(0-10) No
Having chemotherapy Skipitem No
Promptness of chemotherapy Time schedule Yes/
Information on side effects of chemotherapy Experience (1-2) Yes!
Caregivers explain things in a way that is easy to Experience (1-4) Yes
understand
Getting enough information from caregivers Experience (1-4) Yes'
Opportunity to ask questions to caregivers Experience (1-4) Yes!
Information sources in the phase of chemotherapy General item No
Receiving written information Skipitem + Experience (1-2) Yes!
Comprehensiveness of written information Experience (1-4) Yes
Caregivers listen carefully Experience (1-4) Yes!
Caregivers spend enough time with you Experience (1-4) Yes/
Caregivers take you seriously Experience (1-4) Yes!
Caregivers show personal attention to you Experience (1-4) Yes
Global rating chemotherapy Global rating (0-10) No
Having immune therapy Skipitem No
Global rating immune therapy Global rating(0-10) No
Having hormone therapy Skipitem No
Global rating hormone therapy Global rating (0-10) No

(continued on next page)
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Table 1 - continued

Questionnaire Item
section

After treatment

Cooperation and
continuity

Accessibility

Expertise

Global rating
hospital

Preparing for the period after treatment
Information on psychosocial healthcare
Assistance concerning referral to psychosocial healthcare
Promptness of psychosocial healthcare
Information on physiotherapy

Assistance concerning referral to physiotherapy
Promptness of physiotherapy

Information on rehabilitation

Assistance concerning referral to rehabilitation
Promptness of rehabilitation

Information on return to daily activities
Information on patient organisations

Coordination of treatments by different caregivers
Coordination of advises by different caregivers
Arrangements between different caregivers
Contradictory information from different caregivers
Knowledge about appointments with other caregivers
Having to tell the same story again to caregivers
Cooperation hospital caregivers and general practitioner

Telephonic access of hospital

Getting the information needed by phone
Email access of hospital

Getting the information needed by email
Central point for problems or questions
Treatment according to planning

Seen within 15 minutes of appointment time
Coming back to hospital because of concerns
Waiting time for coming back to hospital
Caregivers’ willingness to talk about errors or incidents
Privacy in the hospital

Professional skills caregivers
Trust in caregivers

Global rating hospital
Recommending hospital to other patients
If one thing could be changed in hospital breast care, what

Type of item Importance
questionnaire

Experience (1-4) Yes
Experience (1-2) Yes
Experience (1-2) + skipitem Yes
Time schedule Yes
Experience (1-2) Yes
Experience (1-2) + skipitem Yes
Time schedule Yes
Experience (1-2) Yes
Experience (1-2) + skipitem Yes
Time schedule Yes
Experience (1-2) Yes
Experience (1-2) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-3)! Yes
Experience (1-4) Yes/
Experience (1-3) Yes
Experience (1-4) Yes/
Experience (1-2) Yes
Experience (1-2) Yes
Experience (1-4) Yes
Skipitem No

Experience (1-3) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Experience (1-4) Yes
Global rating (0-10) No

Opinion (1-4) No

Opinion (open) No

would that be

a General items are items that do not measure specific patient experiences, but more general aspects related to the content of the clinical

pathway.

b Time schedule items are items on patients’ reports of promptness of healthcare and of the availability of results.
¢ Experience items (1-2) are items on whether or not (yes, no) quality criteria are met according to patient.
d Experience items (1-4) are items on the frequency (never, sometimes, usually and always) with which quality criteria are met according to

patients.

e Skipitems are items that refer to another question when follow-up items are not applicable.
f Global ratings are items on a global evaluation of healthcare and healthcare providers on a scale from zero to ten.
g Opinion items are items on patients’ evaluation of healthcare outcomes.

h Outcome items are items on healthcare outcomes

i Experience items (1-3) are items on how much of a problem (a big problem, a small problem and no problem) certain aspects of care, related

to accessibility, are to patients.

j An importance item was formulated, but this item concerned more than one experience items. For example, one item on rapid availability of
research results (in stead of items on all specific examinations separately) and one item on conduct of healthcare professionals (in stead of

items on all specialised professionals separately).

Fig. 1 graphically displays improvement potential on a
selection of items from the questionnaire, by comparing pa-
tients’ experiences on the y-axis to the importance they at-
tach to different aspects on the x-axis. As can be seen, it is
easily noticed to which aspects priority for improvement

initiatives should be given, namely, to information on a sec-
ond opinion and to rapid hospital appointments after a
referral. These aspects of care are the aspects that patients
find important, and on which negative experiences are
reported.
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Table 2 - Scales with their reliability.

Scale Number o Example of item
of items
Conduct of professionals during 7 0.91 How often did caregivers listen carefully to you?
breast examination
Conduct of general practitioner 4 0.89 How often did your GP take you seriously?
Conduct of nurses 5 0.88 How often did nurses show personal attention to you?
Conduct of surgeon 4 0.91 How often did the surgeon spend enough time with you?
Autonomy regarding treatment 4 0.84 How often did you get the chance to decide about your treatment?
Autonomy regarding follow-up 2 0.93 How often were your specific wishes about follow-up treatment taken into
treatment account?
Conduct of professionals during 5 0.89 How often did you get the opportunity to ask questions about radiotherapy?
radiotherapy
Information on radiotherapy 2 0.89 How often did you get enough information about radiotherapy?
Conduct of professionals during 4 0.90 How often did caregivers listen carefully to you?
chemotherapy
Information on chemotherapy 4 0.85 How often did caregivers explain things about chemotherapy in a way that
was easy to understand?
Cooperation 5 0.88 How often did caregivers make good arrangements with each other?
Accessibility of care’ 4 0.68 How often did you see the doctor within 15 min of your appointment time?
Continuity psychosocial care 3 0.83 Were you informed about the options of psychosocial care?
Continuity physiotherapy 3 0.82 Were you assisted concerning a referral to physiotherapy?
Continuity rehabilitation 3 0.80 Did you have as rapid access to a rehabilitation program as you wanted?

o Cronbach’s alpha for internal consistency.

* Cronbach’s alpha of 0.68 is moderately reliable. This scale was accepted at present, yet the question is whether we should report on this
aspect in the future. In a future test, this scale should again be investigated.

4, Discussion

Our aim was to develop a CQI-BC instrument with good psy-
chometric properties as well as with the capacity to be used
by several stakeholders in the healthcare market. Several
quality aspects important to patients were reliably measured.
While we removed several items from the questionnaire, a
substantial number of stable quality aspects remained in
the instrument on which future information can be created.
In short, the CQI-BC forms a good basis to investigate breast

care quality from the patient’s perspective, and can be used
for future quality monitoring by different users.

It is important that CQI information is clearly presented to
healthcare providers, to stimulate their use of the informa-
tion when initiating quality improvement efforts. Quality
improvement scores are one way for hospitals or individual
professionals to get informed about their performance. Pro-
viders can prioritise which aspects to pay attention to: to as-
pects with negative experience and high importance, and
then to aspects with average experience and high importance

Table 3 - Top ten for quality improvement scores with corresponding importance scores and experience scores.

Quality aspect Importance  Experience score  Experience score  Experience score = Improvement
score (overall)’ (benign)’ (malignant)’ score

1. Information on second opinion 3.03 0.85 - 0.85 2.58

2. Consult radiotherapist preceding 3.22 0.61 - 0.61 1.96

medical surgery

3. Assistance concerning referral to 2.98 0.62 - 0.62 1.85

rehabilitation

4. Information on breast conserving 3.13 0.59 - 0.59 1.83

treatment

5. Rapid availability biopsy results 3.78 0.48 0.54 0.47 1.83

6. Rapid appointment in the 3.85 0.47 0.54 0.42 1.80

hospital following referral

7. Information on rehabilitation 3.03 0.59 - 0.59 1.78

8. Assistance concerning referral to 2.98 0.54 - 0.54 1.60

psychosocial care

9. Discussing the effects of 3.23 0.48 - 0.48 1.56

potential treatments

10. Receiving written information 3.09 0.47 0.69 0.33 1.44

in the phase of breast examinations

* Experience scores are presented as proportion negative experience across all patients, across patients with malignant breast disease and
across patients with benign breast disease (if applicable). Negative experiences are ‘never/sometimes’, ‘no’, or ‘a big problem/a small problem’
for the different experience items. Negative experiences of time schedule items (numbers 5 and 6 in the top ten) are ‘longer than 6 days’.
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Fig. 1 - Example of quality information for healthcare providers: quadrant figure presenting quality improvement potential’.
"Rule of thumb for importance score: all aspects with an importance score of 3.00 and higher are considered important; Rule
of thumb for experience score: all aspects with proportion negative experiences of 0.15 or higher are considered negative
experiences. Aspects in the upper right quadrant are aspects that need improvement with priority (action). Aspects in the
upper left quadrant are aspects that need improvement without priority (no action). Aspects in the lower right quadrant are
plus points (keep up the work). Aspects in the lower left quadrant are relatively unimportant aspects.

and so on. In this study, information about a second opinion
appeared to be particularly eligible for quality improvement.

Besides quality improvement scores, various other report
options are available to inform providers about patients’
experiences and priorities. We gave an example of a graphical
display of improvement potential, by comparing patients’
experiences to the importance they attach to aspects of care.
Another common method is to present patients’ experiences
using horizontal bar graphs. Such bar graphs are usually pre-
sented on item level, so that aspects requiring extra consider-
ation can be comprehensively identified. As appears from
these examples, aspects of care needing consideration can
be easily detected using the instrument. Further research is
needed to assess how healthcare professionals would like to
be provided with CQI information.

In the context of information based on patients’ own qual-
ity assessment, important strengths of the CQI methodology
are the role of focus group discussions, as well as quantita-
tively testing how important patients find different quality as-
pects. These two methods are crucial to ensure that the
patient’s perspective is incorporated into surveys, and will
contribute to the instrument’s (face) validity. However, exter-
nal validation testing and more extensive reliability testing
(e.g. test-retest reliability) are needed to further establish
the value of the instrument in the healthcare market.

The main purpose of research using the CQI Breast Care
instrument is to routinely assess quality of care from the pa-
tient’s perspective in different hospitals. However, CQIl data
could be used for a variety of other research questions as well.
Comparisons between patients having benign and malignant
lesions and between young and older patients may be particu-
larly important to consider. Additionally, the relation between

quality of life and quality of care through the eyes of different
patient groups would be a relevant topic for further research.

A weakness of using standardised instruments like CQI
questionnaires might be that measured aspects of care for a
large part reflect themes relevant for the bulk of patients,
and that aspects experienced by only small subgroups of pa-
tients remain unresolved. For example, a few focus group par-
ticipants reported negative experiences with immediate breast
conserving treatment. In the questionnaire, however, it is not
efficient to measure experiences on this topic, because the
number of patients receiving this treatment is relatively small.
Therefore, hospitals should use CQI results as a basis to further
unravel problems on specific aspects, rather than as the mere
instrument to assess quality of breast care.

In addition, the instrument seems less appropriate to mea-
sure healthcare outcomes. Although the questionnaire con-
tains some items on treatment outcomes, such as surgery
complications, questions could be raised about surveying pa-
tients on these relatively objective and complex themes. For
example, a question about surgical non-radicality is part of
the CQI-BC, but this aspect might be more appropriately mea-
sured by hospitals themselves. At any rate, CQI information
on breast care should be combined with data from other
sources such as medical records in hospital profiling studies.

At present, the CQI-BC is being further developed and ad-
justed. In this further development, we constantly aim to
abbreviate the instrument, rather than to expand it. An
important current point of discussion is whether the experi-
ence instrument should be divided into two separate ques-
tionnaires: one for malignant breast disorder and one for
benign breast disorder. In the constructing phase, we chose
the option of one instrument on practical considerations. In
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future data collections using the instrument, however, it
might be more efficient to have two separate instruments,
and let hospitals and health insurance companies apply the
instruments either separately or in combination. An addi-
tional benefit is that the questionnaire for benign lesions be-
comes shorter, and that these patients cannot become
worried from terminology concerning breast cancer.

Another important issue is the ability of the instrument to
assess quality differences between hospitals (discriminative
power). A recent British study found significant differences
between hospitals on patient satisfaction with breast care.?°
It is interesting to know whether a measurement with the
new CQ-index instrument on patient experience will also
yield significant differences between hospitals. Considering
the European embracement of public consumer information
on hospital performance, future research should test the
instrument’s discriminative power.

5. Conclusion

The CQI-BC instrument covers the most important aspects of
quality of care according to patients. In the near future, hos-
pitals and other users can use CQ-index information about
the quality of breast care. Particularly in combination with
other quality indicators, the instrument can contribute to a
complete picture of breast care quality.
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