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Abstract 

Background: Quality of patient care includes both technical and non-technical elements of care, 

referred to as personal care. Previous work has focused on assessing the quality of technical care 

in prostate cancer radiotherapy, but little work has been done to assess the quality of personal 

care. 

 

Purpose: The purpose of this project was to create a self-administered questionnaire to measure 

the quality of personal care for patients undergoing radiotherapy for early-stage prostate cancer.  

 

Methods: Dimensions and candidate indicators of the quality of personal care were identified 

through a comprehensive literature search. The indicators were assigned to dimensions and then 

arranged into steps in the radiotherapy care continuum. A questionnaire was constructed using the 

indicators to assess patients’ views about the quality of their care as well as the importance of 

each indicator. Cognitive interviews were conducted with four health care professionals and eight 

patients to determine the clarity, comprehensiveness and appropriateness of the questionnaire. 

The questionnaire was then pilot tested on patients undergoing radiotherapy for early-stage 

prostate cancer. 

 

Results: A total of 176 indicators of the quality of personal care were initially identified 

representing 10 dimensions of care. Cognitive interviews identified problems with the 

questionnaire primarily related to the clarity and redundancy of the indicators and the 

appropriateness of the response categories. To reduce burden, the questionnaire was divided into 

three modules, corresponding to appropriate steps in the continuum of care. Each module was 
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pilot tested on at least 10 patients with an overall response rate of 84%. Most patients responded 

to all indicators on the questionnaire without difficulty and without distress; however patterns of 

missing responses indicate a few particular indicators need revision. The results suggest that the 

design of the questionnaire is appropriate since patients seem to be using the range of response 

options that are offered. 

 

Conclusions: The results suggest that this questionnaire is feasible to administer in a clinic setting 

and that it does not place a large burden on patients. 
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Chapter 1 

Introduction 

1.1 Rationale for this project 

Delivering high quality care to patients is essential for optimal health outcomes. Valid tools 

to assess quality can help identify areas of health care delivery that require improvement. 

“Quality of care” is a multidimensional construct, which includes elements of the technical, but 

also non-technical elements of care, referred to below as personal care. 

Health services researchers at Queen’s University have developed a suite of indicators of the 

quality of technical care in the context of radiotherapy for prostate cancer1. This suite of 

indicators is currently being used to evaluate the quality of technical care at each of the 37 

radiotherapy centres in Canada1. Although the evaluation of technical care is important, 

especially in the context of a highly complex intervention such as radiotherapy, it is important not 

to overlook aspects of personal care. We wanted to assess the quality of personal care to 

complement the technical care assessment in this patient population; however, no instrument 

suitable for this purpose was available.  

1.2 Overview of study design 

This project involved the development of a questionnaire to assess the quality of personal 

care in patients undergoing radiotherapy for prostate cancer. Indicators relevant to the dimensions 

of the quality of personal care were identified based on a review of existing patient satisfaction 

questionnaires and needs assessments, supplemented by the opinions of experts and patients. The 

indicators were organized into a three-part questionnaire, and pilot tested on 32 patients 

undergoing radiotherapy for prostate cancer at the Kingston Cancer Centre. 
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1.3 Overview of thesis organization 

This thesis consists of five chapters and six appendices. The second chapter includes a 

literature review covering the burden of cancer and strategies for cancer control, a framework for 

assessing quality of care, previous work done in assessing quality of care and important 

considerations to keep in mind when designing self-administered questionnaires. The third 

chapter explains the methods used in this study and is followed by the results in chapter four. The 

fifth chapter is a discussion of the findings from this work and a brief discussion of the next steps 

to continue this work. The appendices include the email invitations used for gathering health care 

professional input into this study, the script used for the cognitive interviews, consent forms and 

ethics approval letters, draft versions of the questionnaire, and the questionnaire packages 

provided to patients during pilot testing. 
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Chapter 2 

Literature Review 

2.1 The Burden of Cancer  

Cancer is the leading cause of premature death in Canada. In 2010, it is estimated that 

173,800 Canadians will be diagnosed with cancer, and cancer will be responsible for 76,200 

deaths2. Canada has an aging population and since the risk of developing cancer increases with 

age, the incidence and mortality of cancer are expected to increase accordingly. In fact, the 

projected estimates for incidence and mortality of cancer in 2010 represent an increase of 1.6% 

(2800) new cases of cancer and 1.2% (900) cancer deaths over the estimates for 20092. Future 

projections indicate that the incidence of cancer will continue to rise3.  

Cancer puts a significant strain on the health care system because of the resources that are 

required to adequately diagnose, manage and treat this group of diseases4. Appropriate strategies 

to control cancer need to be developed and implemented to ensure that the health care system will 

be able to meet the increasing needs of the Canadian population. 

 

2.2 Strategies for Cancer Control 

In response to the potential crisis caused by the burden of cancer, the World Health 

Organization has recommended that all countries implement a National Cancer Control Program5. 

Cancer control strategies should address areas of prevention, early detection, diagnosis, treatment 

and palliation. The programs should benefit the majority of the population and be reasonably 

cost-effective5. The Canadian Partnership Against Cancer has developed “The Canadian Strategy 

for Cancer Control: A Cancer Plan for Canada”, which outlines the steps that are being taken to 
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reduce the burden of cancer on the Canadian population6. The effective implementation of cancer 

control strategies, including the Canadian strategy, depends in part on the ability to measure 

health care performance and improve areas that are not functioning at optimum.  

 

2.3 Measuring Health Care System Performance  

Assessing the performance of a health care system includes evaluation of three aspects of 

care: accessibility, quality and efficiency7. Accessibility means that patients receive the necessary 

care at the time that it is needed. Quality means that the health care system provides the 

appropriate care, delivered in the correct way. Efficiency means that the care is cost-effective; the 

cost and resources used to deliver the care achieve an optimum balance with respect to the 

accessibility and quality of services7. By evaluating these components separately, we can identify 

areas requiring improvement and then target interventions and policy to those specific areas. In 

the current project, the focus is on the measurement of quality of care within a very specific 

disease and treatment context. 

 

2.4 Quality of Care 

2.4.1 Defining Quality of Care 

A variety of definitions for quality of care are available in the literature8-15. The most 

commonly used definition is from the Institute of Medicine, which defines quality of care as “the 

degree to which health care services for individuals and populations increase the likelihood of 

desired outcomes and are consistent with current professional knowledge”16. This definition is 

general and does not clearly indicate what the desired outcomes are, nor does it address the 
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meaning of ‘current professional knowledge’. Therefore, although this definition is useful in a 

general context, a broad definition such as this is not useful in a specific quality assessment. 

2.4.2 Framework for Assessing Quality of Care 

Avedis Donabedian, a groundbreaking researcher in the area of quality of care, developed 

a framework for assessing quality17. This framework includes several levels where quality can be 

assessed: the care provided by health care providers, the care provided by health care institutions 

(which includes amenities such as privacy and comfort), the care implemented by the patient 

(often thought of as patient compliance) and the care provided by the community. The quality of 

care delivered by health care providers can be further subdivided into technical and interpersonal 

care17. This framework has been described as a “bulls-eye” with the health care practitioners in 

the centre representing the fundamental pre-requisite to the provision of high quality patient care.  

As one moves outward from the centre of the bull’s eye to the other levels of care, the 

components build on each other. This framework is shown in Figure 1. 

Figure 1: Levels of care where quality can be assessed (adapted from Donabedian )17

Care provided by the community 

 

Care provided by health care practitioners 

Care provided by health care institutions  

Care provided by the patient 

Technical 

Interpersonal 
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To assess any component of care within this framework, a clear context-specific 

definition of quality must first be established. Secondly, indicators of quality (that is, measurable 

elements of the care received) must be identified. Finally, measures must be developed, so that 

the care received by patients can be evaluated against the desired quality for each indicator18.  

2.4.2.1 Evaluating the Quality of Care provided by Health Care Practitioners 

At the centre of the Donabedian framework is an assessment of the quality of care 

provided by health care practitioners. This includes both technical and interpersonal care. 

2.4.2.2 Evaluating the Quality of Technical Care  

The provision of high quality ‘technical care’ means that the patient receives the tests, 

procedures, and services that are needed and that they are provided appropriately9. The quality of 

technical care has been studied extensively and many quality indicators have been identified19-21. 

These indicators can be applied to data abstracted from patient medical records in order to assess 

the quality of care provided to patients. The American Patterns of Care studies in cancer 

radiotherapy are examples of this type of study22. The quality of technical care provided to 

patients is best judged by experts, such as health care professionals23. 

2.4.2.3 Evaluating Quality of Interpersonal Care 

Interpersonal care refers to aspects of care involved in the caregiver-patient relationship, 

such as respectful treatment of patients and patient participation in treatment decisions9. The 

evaluation of this component of quality care has often focused on the quality of care from the 

patient perspective, assessed by evaluating patient satisfaction8,24. Although patient satisfaction is 

often proposed as a reflection of quality of care25 we did not find any evidence in the literature 

that patient satisfaction has been validated as a measure of quality of care26-29. This may primarily 
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be due to a lack of validated instruments for assessing patient satisfaction30-32  Patient satisfaction 

surveys are difficult to interpret since satisfaction with care can be affected by a variety of 

factors, including patient expectations prior to treatment33. It is also important to note that patient 

satisfaction is related to the specific needs of the individual, in addition to their expectations, and 

the care that the individual has received33.  

Although the relationship between quality of care and patient satisfaction is not clearly 

defined34, satisfaction remains an important concept in quality measurement. High patient 

satisfaction has been shown to be related to patient compliance with treatment33, which may 

affect treatment outcomes. Furthermore, patient satisfaction has traditionally been regarded as an 

essential component of quality assurance in the health care system and is an expected outcome of 

quality care33.  

Many measurement instruments have been developed to assess the quality of 

interpersonal care35-37. One example of a measurement instrument to assess the quality of 

interpersonal care was developed by Wilde et al38. In developing the instrument, patients afflicted 

with infectious diseases were interviewed to gather information on their perception of quality of 

care. These interviews identified several potential indicators of quality from the patient’s 

perspective that were then used in a patient questionnaire38. Patients were asked to rate their 

perceived quality of care with respect to each quality indicator and asked to rate the importance of 

each indicator. However, indicators that emerged as important in this patient population may not 

be relevant to patients with other diseases because quality indicators are disease-site and 

treatment-context specific. 
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2.4.2.4 Quality of Care Provided by Health Care Institutions 

Care provided by health care institutions, which is the next level in the quality of care 

framework proposed by Donabedian, includes aspects of care such as privacy and comfort that 

are likely to be important to patients. Therefore, measurement instruments that focus on the 

measurement of interpersonal care may also include an assessment of these amenities37. 

2.4.2.5 Quality of the other Levels of Care 

Previous work in evaluating the quality of care implemented by the patient and the 

quality of care provided by the community will not be discussed, as these levels of care are not 

the focus of this project.  

2.4.3 Previous work in Evaluating the Quality of Care 

In the 1960s, Donabedian proposed an approach for assessing the quality of health care 

that involves assessment of the structure, process and outcome of care39. According to this model, 

structure includes the physical layout of the building, equipment, facilities and staff resources 

available. Process is the way in which care is delivered; this includes patient interactions with 

their physicians as well as the technical aspects of care. Outcome is the result of the care 

received; examples of frequently used cancer outcomes are survival and quality of life. The 

structure, process and outcome of care can be evaluated at each level in the quality of care 

framework. 

2.4.4 Evaluating Quality of Care in a Specific Context: Radiotherapy for Prostate Cancer 

Given the breadth of the health care system and the complexity associated with 

measuring a multidimensional entity such as quality of care, it is necessary to focus assessments 

on one particular aspect of health care delivery. As prostate cancer is the most commonly 
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diagnosed cancer among Canadian men2, the quality of care provided to men with prostate cancer 

is the subject of this project. 

2.4.4.1 Prostate Cancer 

Prostate cancer is not only common in Canadian men, but it is the second most common 

cancer in men worldwide40. However, incidence greatly varies between countries40 and up to a 

six-fold difference in incidence rates between countries has been reported41. North America has 

the highest age-standardized incidence rate, whereas China and other areas of Asia have the 

lowest.  

Currently, there are no known modifiable risk factors for prostate cancer. The main risk 

factors for prostate cancer are age, race and family history of prostate cancer42. Several other 

genetic, hormonal, behavioural and lifestyle risk factors have been explored42,43 but further 

confirmatory studies are required to determine their role in the etiology of prostate cancer. 

Prostate cancer is rarely diagnosed prior to age 5043,44. In Canada, prostate cancer is most often 

diagnosed between ages 60 and 692. There is a large variation in the incidence of prostate cancer 

among provinces in Canada, which may reflect variation in screening rates2. 

Screening for prostate cancer is achieved through PSA testing and digital rectal 

examinations. PSA is a protein produced by the prostate gland to assist in nourishing sperm. 

Although it is naturally secreted by the prostate, prostate cancer cells secrete large amounts of 

PSA. Therefore, determining blood levels of PSA can assist with a diagnosis of prostate cancer 

and help to determine the response to prostate cancer treatment. Since PSA levels are also 

elevated as a result of benign prostatic hyperplasia or prostatitis, it is a non-specific test and 

additional tests, including a biopsy of the prostate are required to diagnose prostate cancer45. 
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At diagnosis, patients are grouped into one of three risk categories based on prognostic 

factors which include PSA level, clinical T stage and grade. Along with determining the 

prognosis of the patient, the risk category helps to identify the possible treatment options open to 

the patient46.  

Current standard treatment options for early-stage prostate cancer include surgery and 

radiotherapy. Active surveillance of the cancer, where treatment is delayed until progression of 

the cancer is noticeable, is also a viable option for early stage disease. Currently there is no 

consensus on the best treatment option for men with early stage prostate cancer23. Many men 

elect to have radiotherapy for prostate cancer each year. 

2.4.5 The use of Radiotherapy as a Treatment for Early-Stage Prostate Cancer 

Radiotherapy, a common treatment for cancer, involves directing high energy rays at 

target tissues to destroy cancer cells. Radiotherapy is given for a variety of reasons including: to 

attempt a cure (curative radiotherapy) or to decrease symptoms such as pain (palliative 

radiotherapy). Additionally, it may be given as an adjunct to other treatments (adjuvant 

radiotherapy)47. Because of its highly technical nature and the significant risks associated with its 

use, radiation oncology lends itself to the study of quality assessment. 

Previous research suggests that radiotherapy should be used in the treatment of 

approximately 52% of patients with cancer48. For prostate cancer patients, approximately 60% of 

patients will receive radiotherapy in their lifetime. However, these utilization rates are based on 

both curative and palliative treatments. For early-stage prostate cancer patients, approximately 

30% of patients should receive radiotherapy49. Patients who receive radiotherapy instead of 

surgery as a treatment for their prostate cancer are typically older, with more co-morbidities than 

patients who receive surgery50. 
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It has been recognized that in assessing the structure, process or outcomes of care, 

process measures are the most useful in quality assessments as they are usually more sensitive 

measures and have the greatest potential to be targeted for future intervention51.  Cancer 

treatments such as radiotherapy are processes that lend themselves to monitoring, evaluation and 

intervention. Since prostate cancer is a common cancer and radiotherapy is commonly used to 

treat it, research aimed at quality improvement in prostate cancer radiotherapy will impact a large 

proportion of cancer patients. Aspects of the methods used to assess quality in this context could 

be applied to study quality of care in other cancer contexts. 

2.4.5.1 Previous Research in Technical Quality of Care in Radiotherapy 

In the United States, the RAND (Research and Development) Corporation has developed 

a set of technical quality indicators for prostate cancer radiotherapy using a consensus method. 

Their work started with a comprehensive literature search to identify candidate indicators of 

quality, and was followed by focus groups and interviews with experts. A modified Delphi 

process was used to develop a final list of indicators30. These indicators were then applied to data 

abstracted from patient medical records to evaluate the quality of care delivered to patients31. 

In Canada, Health Services Researchers at Queen’s University used a similar method to 

develop a set of Canadian quality indicators for prostate cancer radiotherapy1. An initial list of 57 

candidate indicators was identified using a literature search. Subsequently, this list was reduced to 

15 quality indicators using a modified Delphi process with an expert panel. These indicators are 

now being used in a National Patterns of Care Study1 to assess the quality of technical care 

provided to patients undergoing radiotherapy for prostate cancer.  
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2.4.5.2 Previous Research in the Quality of Interpersonal Care in Radiotherapy 

There were no published reports identified of any instrument specifically designed to 

measure the interpersonal quality of care of patients undergoing radiotherapy for prostate cancer. 

Wiggers et al52 developed a questionnaire to assess quality of interpersonal care in a 

general cancer population. In this study, panels of health care professionals and cancer patients 

were consulted to gain insight into the issues important to cancer patients. A list of 60 potential 

indicators of care was then developed and subsequently, a questionnaire was designed to gather 

information on both the satisfaction with, and the importance of each aspect of care. Although the 

indicators of quality identified in this questionnaire are likely reflective of some of the issues 

important to cancer patients generally, the authors acknowledge that the patient population used 

for development of this measurement instrument did not include adequate representation of 

males, individuals over the age of 60, or those with genitourinary cancers52. Therefore, the 

indicators these researchers identified as important may not be relevant to all cancer patients, and 

especially to prostate cancer patients. 

In Finland, the quality of interpersonal care delivered during curative radiotherapy has 

been assessed using a modified version of a nursing care questionnaire53. However, results of this 

study relate to a single point in time and the authors have suggested that quality assessments 

require a longitudinal perspective. Furthermore, the instrument used in this study had a narrow 

focus and did not assess all aspects of interpersonal care. 

2.4.5.3 Previous Research in the Quality of Care provided by Health Care Institutions 

The quality of care provided by health care institutions is often included in an assessment 

of the quality of interpersonal care. As there has been limited work in the assessment of 

interpersonal care and few assessments specific to radiotherapy, there is limited research in this 
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area. Since radiotherapy is delivered by many people and within a complex institution, it is 

important to assess the quality of care provided by health care institutions when assessing the 

quality of interpersonal care for radiotherapy. In this project, we will assess the quality of 

“interpersonal care” together with the “care provided by health care institutions” as delivered to 

patients. We have combined these two levels of care and will refer to it as personal care. 

2.4.6 Defining the quality of personal care 

In this project, “care” is defined as: the totality of services for patients with prostate 

cancer that can affect the well-being of the patient. Care in this study is further broken down into 

technical care and personal care, and applied to radiotherapy as follows:  

Technical care in radiotherapy: The totality of services that may modify the primary outcomes of 

radiotherapy. These include elements such as appropriate case selection for radiotherapy, target 

volume definition and radiation dose and distribution.  

Personal care in radiotherapy: The totality of services that may modify its effects on the well-

being of the patient, beyond the technical quality of care delivered. Personal care includes 

interpersonal care provided by health care providers, and care provided by health care 

institutions, as shown in Figure 1. 

 The quality of care refers to a judgment of the care received. The quality of care attained 

can be determined by examining the quality of care achieved versus what was potentially 

achievable7 by taking into account current limitations in technology, professional knowledge, or 

other areas. The quality of personal care can be assessed in this manner by judging how good the 

care was compared to how good it could be (e.g. was the achievable level of quality of personal 

care actually achieved?7). 
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2.5 Potential methods for evaluating the quality of personal care 

Assessing the quality of personal care can be achieved through interviews with individual 

patients or the use of a self-administered questionnaire. Each method is briefly described below: 

a) Interviews: One-on-one structured interviews could be conducted with patients 

undergoing early-stage prostate cancer to determine the quality of care they received. 

However, this method requires training on the interviewer and is very time consuming54. 

b) Self-administered questionnaires are completed by patients without the need of an 

interviewer. This is often an appropriate format to use when there are sensitive questions 

and it can ensure the anonymity of the responder. However, self-administered can result 

in missing data if questions are not completely clear55. 

To assess the quality of personal care delivered to patients, we will create a self-administered 

questionnaire incorporating specific indicators of quality. 

2.6 Self-administered questionnaires 

2.6.1 Methods for Generating Questionnaire Items 

Development of a self-administered questionnaire begins with the generation of an item 

pool56. Items can be generated through focus groups, one-on-one interviews or a review of the 

literature. Each method is described briefly below: 

a) Focus Groups: A focus group is a group of individuals selected and assembled by 

researchers to discuss and comment on, from a personal experience, the topic that is the 

subject of the research57. Participants in a focus group are purposefully selected to ensure 
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breadth in the views and opinions expressed. Transcripts from in-depth discussions 

during focus group sessions can be coded and analyzed to identify potential items which 

should be included in a questionnaire58. Although focus groups can provide a rich source 

of data, due to the interactive nature, participants can be overwhelmed by the group 

setting and find themselves unable to express their ideas59. 

b) One-on-one interviews: Individual interviews can be conducted with people who have 

relevant experiences in relation to the research topic. Interview participants can be asked 

open-ended questions probing into various aspects of the research topic and then the 

comments from participants can be coded and analyzed to identify potential questionnaire 

items58. This method can be very time consuming as several participants may be needed 

in order to ensure opinions from a range of patients are included54,55. 

c) Literature review: A search of the relevant literature can identify items previously used 

and tested in other self-administered questionnaires.  

The appropriate starting point for the generation of items for a self-administered 

questionnaire depends on the state of knowledge regarding the subject of the study. If it is a new 

area of research, generating items should begin with a) focus groups or perhaps b) one-on-one 

interviews, but when there is a large body of literature on a topic, it makes more sense to start 

with c) literature review.  

2.6.2 Construction of the questionnaire 

Once the items for the questionnaire are assembled, the questionnaire must be 

constructed. There are several general principles to follow when creating a self-administered 

questionnaire to ensure that the wording of each item is clear and unambiguous, that the layout 

and organization facilitates ease of questionnaire completion and that the response options and 
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choice of scale are appropriate. The individual principles applied to the construction of this self-

administered questionnaire are highlighted in the methods section where the particular actions 

they motivated are identified. 

2.6.3 Pre-testing methods 

Questionnaires should be pre-tested prior to administration. Pre-testing methods include 

cognitive interviews, formal expert review, behaviour coding and re-interview surveys. Each of 

these methods is briefly described below. Focus groups (previously described) have also been 

suggested as a potential pre-testing method. 

2.6.3.1 Cognitive Interviews 

Cognitive interviewing is a technique used to learn about the cognitive processes 

individuals use when responding to survey questions 60. This technique can identify problematic 

items of the questionnaire and identify concerns about item interaction such as order effects or 

other hidden problems. When answering a question on a questionnaire, there are four processes 

involved60: comprehension of the question, retrieval of relevant information from memory, 

decision-making and responding. Understanding the cognitive process used when answering a 

particular question will help identify potential sources of problems when a responder does not 

appear to be addressing the issue intended by the questionnaire designer.  

There are two main types of techniques used in cognitive interviewing to learn about how 

respondents are answering survey questions: a think-aloud strategy and verbal probing. Think-

aloud is a strategy designed to get the individual to verbalize everything he/she is thinking when 

attempting to answer the survey question. Although this method requires little training on the part 

of the interviewer, it can be difficult for participants to describe out loud what they are doing as 
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they are thinking. In the verbal probing strategy, the interviewer uses verbal prompts to get more 

information from the respondents after they answer a survey question. This technique gives the 

interviewer more control, although there is a greater potential for bias as subjects can be led to a 

particular response. However, planning probes in advance can assist in reducing this potential 

bias61. 

2.6.3.2 Formal expert review 

This method is described as “the systematic collection and processing of reviews from 

sources outside the immediate design team”. As the name suggests, experts review the 

questionnaire and provide input. The experts selected may be proficient in questionnaire design or 

experienced in the subject matter of the questionnaire. Often, expert review is used in the 

preparation for cognitive interviews; however specific methods for conducting an expert review 

have not been formally developed60. 

2.6.3.3 Behaviour Coding 

This technique involves quantitative coding of errors and/or difficulties that arise with the 

questionnaire during an interview. It involves the coding of observable or mentioned concerns, 

and does not address any hidden problems with the questionnaire. A large number of interviews 

are needed since the results are aggregated to highlight potential problems. This technique also 

focuses on individual questions, and ignores potential problems caused by interaction or order 

effects in the questionnaire60.  
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2.6.3.4 Re-interview Surveys 

This method involves administration of the questionnaire to the same respondents at two 

different time points. Although this method is often used as a test of reliability, it can also identify 

potential problems with the stability in responses to a particular item60. 

 

2.7 Validity and Reliability 

In constructing a self-administered questionnaire, one of the overall goals is to have a 

questionnaire that is both valid and reliable. Valid measurement instruments measure what they 

are intended to, and provide useful information62. There are many types of validity, such as 

content validity, construct validity and criterion validity.  

Content validity is related to both the content and the construction of the questionnaire. 

Content validity is achieved if all the items within the questionnaire adequately represent all of 

the dimensions within the underlying construct. Face validity is considered to be one aspect of 

content validity63, but it can only be examined after the questionnaire has been constructed. Face 

validity means that the instrument appears to measure what is intended. Although this does not 

necessarily represent the truth, it can play a role in whether participants will want to complete the 

survey instrument, and their general attitude while completing the instrument62. If a questionnaire 

has content validity, it should also have face validity.  

Construct validity is primarily used for assessing the validity of measurement scales 

based on theoretical concepts64. Determining construct validity is challenging as it is an ongoing 

process of hypothesis testing of the questionnaire in different contexts. There are three main 

aspects of construct validity: to define how the items are related to the construct under study, to 
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determine if the items measure the same things or different things, and to determine how well the 

questionnaire performs with respect to theoretical expectations.  

Criterion validity means that the measurement instrument relates well to a ‘gold standard’ 

instrument. This means that a widely accepted instrument must be available in order to allow for 

comparisons to be made62.  

A reliable questionnaire will produce consistent results each time that it is used. There are 

many ways to test the reliability of a questionnaire, but these will not be discussed as they are 

beyond the scope of this project. 
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Chapter 3 

Methods 

3.1 Purpose 

The purpose of this project was to create a survey instrument to measure the quality of 

personal care for patients undergoing radiotherapy for early-stage prostate cancer.  

3.2 Specific Objectives 

For patients receiving radiotherapy for early-stage prostate cancer: 

1. To identify the dimensions of the quality of personal care and indicators relevant to each 

dimension 

2. To create a self-administered questionnaire using the indicators to assess the quality of 

personal care for patients  

3. To obtain feedback on the content and design of the questionnaire 

4. To determine the feasibility of completion, and the burden of the questionnaire on a 

group of prostate cancer patients through pilot testing 

The methods specific to each objective are described separately in the sections below. 
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3.3 Objective 1: Identifying the dimensions of the quality of personal care and 

indicators relevant to each dimension 

3.3.1 Literature review to identify the dimensions of the quality of personal care and 

candidate indicators of the quality of personal care  

The quality of care literature was reviewed to determine how other researchers have 

described aspects of the quality of personal care. Then, the patient satisfaction literature was 

reviewed to better understand the relationship between quality of personal care and patient 

satisfaction. Dimensions relevant to the quality of personal care were identified in the literature 

from conceptual papers on quality of care, as well as from papers describing the development of 

particular measurement instruments. 

To assess quality of care within each dimension, indicators of quality were needed.  To 

identify indicators of quality, the literature was reviewed to identify items relevant to the quality 

of personal care that were potential indicators to use in this project.  

The literature searches were of MEDLINE from 1996-2009 using the following 

keywords “patient satisfaction”, “questionnaire”, “neoplasms”, “process assessment”, “patient 

care”, “quality of health care”, “radiation oncology”, “quality indicators, health care”, “health 

care surveys”, “prostatic neoplasms”, “needs assessment”, “patient centered care”, “health care 

quality, access and evaluation” and “medical oncology”. A search of references from relevant 

papers was also conducted. An initial search of the quality of care literature for indicators 

particular to radiotherapy yielded very few items relevant to personal care. Therefore, the search 

was broadened to include both patient satisfaction and needs assessment surveys. A further 

internet search of the ‘grey literature’ using combinations of the key words described above was 

also performed.  
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3.3.2 Organizing the List of Candidate Indicators 

Once the initial list of indicators was assembled, it was reviewed by my co-supervisor 

who was not aware of the initial list of dimensions that we had identified from the literature, in 

order to identify dimensions that emerged from the indicators. The initial list of dimensions was 

then revised to reflect additional dimensions emerging from the indicator list. My primary 

supervisor and I independently assigned each candidate indicator in the initial list to a dimension 

of quality of care. The two sets of assignments were then compared and discrepancies in 

assignments were resolved through a discussion. Any discrepancies remaining unresolved after 

discussion were discussed with a third reviewer. 

3.3.3 Creating a final list of unique indicators  

Candidate indicators were then sub-grouped within each dimension based on similarity. 

Then, these subgroups were further organized by which step in the care continuum they assessed. 

The steps in the care continuum for radiotherapy were defined as: pre-treatment assessment, 

treatment decision-making, treatment planning, treatment and follow-up65.  

Once indicators were organized by step in the care continuum, gaps and redundancies 

became apparent. Another reviewer (a fourth year undergraduate student) examined the organized 

list of indicators and we discussed any areas of disagreement. Any issues remaining unresolved 

after our discussion were discussed with my supervisors. 

Once the final indicator groupings were confirmed, redundant candidate indicators were 

eliminated and one indicator was constructed to capture the focus of multiple similar but identical 

items. The specific results pertaining to this section will be discussed later, but the framework 

used to identify the indicators of personal care can be found in Figure 2 of the results section. 
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3.4 Objective 2: Creating a self-administered questionnaire using the indicators to 

assess the quality of personal care for patients 

Using the resulting list of candidate indicators, the questionnaire layout, design and 

organization was addressed, guided by principles from the literature when evident: specifically, 

the wording, literacy level, use of first versus third person wording, organization and layout, 

candidate indicator order, order of ratings of importance and quality, response options, rating 

scale and instructions on how to complete the questionnaire were all carefully considered. Each is 

discussed below. 

3.4.1 Candidate Indicators 

3.4.1.1 Wording 

I tried to avoid using any abbreviations, medical terminology, or words which would be 

unfamiliar to prostate cancer patients, due to the potential for misunderstanding66. Wording which 

judged to be clear and simple to me and my supervisors was selected for each candidate indicator. 

I consulted friends and colleagues in the Cancer Research Institute to ensure the wording of each 

candidate indicator was clear to them. 

3.4.1.2 Literacy Level 

I aimed for a grade 7 literacy level so that word difficulty would not be a barrier to 

questionnaire completion. Wording was tested with the Flesch-Kincaid Grade Level test in 

Microsoft Word. 
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3.4.1.3 First versus Third person 

The relative benefit of wording each indicator in the first or third person was considered. 

Employees and students in the Cancer Research Institute were presented with candidate indicators 

worded both ways and feedback regarding preferences was gathered.  

3.4.2 Layout and Organization 

3.4.2.1 Organization and candidate indicator layout 

I considered the layout of indicators to ensure there would be adequate white space on the 

page. I took into account the size of the paper, size of text, font style and use of lines67 in 

consultation with my supervisors. 

3.4.2.2 Candidate indicator groupings 

As previously described, indicators within each relevant dimension were arranged into 

sections corresponding to steps in the radiotherapy care continuum65. Then, sections were 

grouped together to form modules of the questionnaire, designed to be administered to patients at 

different points during their care.  

3.4.2.3 Candidate indicator order 

I considered the order of the candidate indicators within each section of the questionnaire. 

Indicators were ordered to maintain an appropriate temporal sequence and to keep indicators 

within each dimension together67.  
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3.4.2.4 Order of ratings of importance and quality 

The questionnaire was designed to ask patients to respond to each indicator in two ways. 

Patients were asked to rate the importance of each indicator to them, and to rate the quality of 

care they received with respect to that indicator. I considered the order of importance and quality 

judgments and consulted staff and students within the Cancer Research Institute to gather 

feedback regarding preferences.  

3.4.3 Response Options 

3.4.3.1 Open vs. closed-ended questions 

I also considered the type of response choice (closed vs. open). Closed-ended questions 

often result in higher completion of the questionnaire68 but open-ended questions allow 

participants to respond without limitation.  

3.4.3.2 Rating scale 

I considered several scaling issues for closed-ended questions. The two major issues 

addressed were the use of words versus the use of numbers to represent the scale, and the number 

of response options. The way participants would indicate their response to each indicator on the 

questionnaire was also carefully considered (e.g. circle a number, check a box, etc). 

3.4.4 Instructions 

3.4.4.1 Instructions 

The instruction page for the questionnaire was carefully designed. Wording was intended 

to be clear and simple for patients to understand67.  
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3.5 Objective 3: Obtaining feedback on the content and design of the questionnaire 

3.5.1 Interviews with health care professionals and patients 

3.5.1.1 Overview 

I conducted cognitive interviews61 with selected volunteers to: 1) determine when the 

wording and layout of the questionnaire needed to be revised to improve clarity, 2) determine the 

appropriateness of the indicators selected and, 3) ensure there were not any indicators missing.  

3.5.1.2  Sampling 

Cognitive interviews were conducted with a purposefully chosen sample69 of key 

informants (radiation oncologists, radiation therapists, oncology nurses and prostate cancer 

patients who had previously received curative radiotherapy). 

3.5.1.3 Recruiting strategy 

I identified a convenience sample of experts involved in the treatment of prostate cancer 

patients in consultation with my supervisors. Those identified were sent an email providing him 

or her with background information on the study and an invitation to participate in a cognitive 

interview. The email invitation can be found in Appendix A. 

Patients who had previously been treated for prostate cancer with radiotherapy, identified 

as appropriate key informants by the radiation oncologists involved in the project, were also 

invited to participate in a cognitive interview. Patients were informed about the study by an 

oncology nurse, and if a patient agreed to learn more about the study, I followed up with a phone 

call to provide details about the study and to arrange a time to meet to conduct the interview. 

When this recruitment method was exhausted, I was invited by two radiation oncologists to attend 
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a Genitourinary (GU) follow-up clinic for the purpose of recruiting additional patients to 

complete cognitive interviews. The radiation oncologist informed eligible patients about the study 

and if they agreed to learn more about the study, I met with the patient in a clinic room at the 

cancer centre of Southeastern Ontario, to provide additional information about the study and to 

arrange a convenient time to meet to conduct the interview. 

3.5.1.4 Practice Interviews 

I conducted practice interviews on employees/students in the Cancer Research Institute 

prior to interviewing the targeted group of participants. The purpose of the practice interviews 

was to become familiar with the interviewing techniques. 

3.5.1.5 Data collection 

Interviews were conducted in a private office at the Cancer Centre of Southeastern 

Ontario. Once patients were informed about the study and they provided consent to participate in 

the study, they were presented with the draft questionnaire to complete. Patients were asked to 

rate, for each indicator, their perception of the quality of care they received during their recent 

treatment (using ordinal options: “very poor”, “poor”, “okay”, “good”, or “very good”), and its 

importance to the quality of personal care (using ordinal options: “not important” “somewhat 

important” “important” or “very important”). Interviews with health care professionals included 

only the rating of the importance of each indicator. At the end of each page of the questionnaire, 

each participant was interviewed to determine the appropriateness and clarity of the indicators on 

that page. This follows a retrospective probing model, which is an effective technique to use in 

testing self-administered surveys61. Participants were offered a break between sections of the 
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questionnaire or more frequently as needed. Because the questionnaire was long, the interview 

was split into a series of interviews, arranged so that each one took approximately one hour. 

Pre-scripted verbal probes were primarily used to gather information about the cognitive 

processes used to rate each indicator61. Spontaneous verbal probes were also used during the 

interviews, as the need arose. The script for the cognitive interviews can be found in Appendix B. 

Participants were encouraged to add indicators to the list that they felt were missing. The 

actual ratings of importance and of quality were not analyzed from the results of the cognitive 

interviews, but the act of completing the exercise assisted in identifying ambiguity in the wording 

of each indicator. I took detailed notes during the interviews, for review at a later time. 

 Interviews were conducted in two rounds. Interviews in round one were conducted with a 

group of health care professionals and patients. After this round, significant changes were made 

to the questionnaire to reflect the feedback received. Then, a second round of cognitive interviews 

assisted in identifying further changes to the questionnaire that were required. Interviews in round 

two were conducted with patients only.   

3.5.1.6 Analysis 

The analysis strategy was based on that recommended for cognitive interviews developed 

by Willis60. Notes collected from the cognitive interviews were examined and problem codes 

were assigned to the comments made by participants. Problem codes are formal descriptions of 

the problems identified with the questionnaire. 
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3.5.1.6.1 Assigning problem codes 

There were ten problem codes used for classifying problems with the questionnaire. Each 

one is briefly described below (adapted from Willis60) and include problems with: 

- Clarity - the subject has difficulty understanding the indicator or a portion of the 

questionnaire 

- Appropriateness - the subject believed the indicator could be upsetting 

- Relevance – the subject felt that the indicator addressed an issue that was not relevant to 

radiotherapy for early-stage prostate cancer 

– Recall - the subject has difficulty remembering the answer to the question 

– Patient knowledge - the indicator covered an issue about which patients were not 

sufficiently knowledgeable to respond appropriately 

– Comprehensiveness – the subject felt there was an indicator missing from the 

questionnaire 

– Redundancy - the subject felt an indicator was redundant 

– Response categories – the response options did not match the potential responses to the 

indicator 

– Bias – the subject felt that a respondent would be led to believe a particular response 

option is the “correct” one 

- Other – this category covers issues unrelated to the ones previously described, such as 

logistical issues, difficulties with flow, or any fundamental problems with the 

questionnaire 
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Problem codes were tallied for each section of the questionnaire to assist in identifying when 

changes in the questionnaire were required. Although coding assisted in determining the 

frequency with which problems were identified, examining only the frequency of problem codes 

does not necessarily indicate the seriousness of problems, nor does it confirm the existence of a 

problem60. Discussions with my supervisors helped to confirm when problems with the 

questionnaire did exist.  

3.5.1.6.2 Corrective actions 

In response to problems reported by respondents in completing the questionnaire, there 

are several potential corrective actions to take. Each type of corrective action is briefly described 

below (Adapted from Willis60) and specific examples of each are provided in the results section: 

Change in wording – This action was taken when (a) particular words were unclear or confusing, 

or (b) when the original intent of the indicator was not captured adequately 

Change the response categories – Response options were changed and/or refined when the 

responses provided by subjects did not match the response options available on the questionnaire 

Change the order or organization of indicators – This action was taken when problems with the 

order or organization of indicators were identified  

Delete the indicator – specific comments as well as observable body-language or actions provided 

insight into when an indicator should be deleted to reduce the length and burden of the 

questionnaire  
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3.5.1.6.3 Linking problem codes to corrective actions 

In order to modify the questionnaire, each problem code was reviewed carefully and 

linked to a corrective action as follows: 

Table 1: Linking problem codes to corrective actions 

Problem Code Corrective Action 
Clarity Change in wording  

 
Appropriateness Change in wording  

Delete the indicator 
 

Relevance Change in wording 
Delete the indicator 
 

Recall Change the response categories 
Change the order or organization of indicators 
 

Patient Knowledge Change in wording  
Change the response categories  
 

Comprehensiveness Change in wording 
Delete the indicator 
 

Redundancy Delete the indicator 
 

Response Categories Change the response categories 
 

Bias Change in wording  
Change the response categories 
Change the order or organization of indicators 
 

Other Change the order or organization of indicators 
 

 

The problem codes and corrective actions assisted in identifying when changes to the 

questionnaire were required. After each interview, the questionnaire was revised in an iterative 

way with changes to wording and any new indicators added prior to the next interview. This 

strategy allowed the changes to be reviewed at subsequent interviews, to assist in determining the 
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clearest and most appropriate wording. After round one, significant changes were made to the 

questionnaire and a second round of cognitive interviews commenced. Again, after each 

interview the questionnaire was revised with changes in wording and new indicators added prior 

to the next interview. All changes were reviewed by two team members to ensure there was 

ample justification for making the suggested change. 

The final questionnaire at the end of the cognitive interviews reflected the layout, 

wording and organization determined as clearest in the cognitive interviews. 

3.6 Objective 4: Determining the feasibility of completion and the burden of the 

questionnaire on a group of prostate cancer patients through pilot testing  

Pilot testing of the final version of the draft questionnaire that emerged from the 

cognitive interviews was conducted on prostate cancer patients undergoing radiotherapy for 

early-stage prostate cancer at the Cancer Centre of Southeastern Ontario. 

3.6.1 Sampling 

The patient sample consisted of prostate cancer patients receiving radiotherapy or follow-

up care at the Cancer Centre of Southeastern Ontario at Kingston General Hospital. Only patients 

receiving curative radiotherapy or receiving follow-up care within one year post-radiotherapy for 

early-stage prostate cancer (Stage I and II) were eligible to participate in the pilot testing. Each 

module of the questionnaire was pilot tested on approximately 10 patients. 

I attended one of the weekly rounds of the Genitourinary (GU) disease site group to 

inform the GU radiation oncologists about the study and to request permission to attend Follow-

up and Treatment Review clinics for the purpose of recruiting eligible patients. An email was sent 

to the GU radiation oncologists after the meeting to provide more information about the study 
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(Appendix C). I attended the weekly Treatment Review or Follow-up clinics of those radiation 

oncologists who agreed to participate in the study.  

3.6.2 Data Collection 

When eligible patients arrived for their review or follow-up appointment at the Cancer 

Centre of Southeastern Ontario, the radiation oncologist or nurse informed the patient about the 

study. If a patient agreed to meet, I met with him in the clinic room to provide additional 

information about the study and to obtain written consent if the patient was willing to participate. 

Patients in the first week of radiotherapy were given the first module of the questionnaire, which 

included indicators related to pre-treatment assessment, treatment decision-making and treatment 

planning. Patients in the last week of radiotherapy were given the second module, which included 

indicators related to his experience during treatment and his preparedness for follow-up. Patients 

in the first year of follow-up were given the third module, which included indicators that applied 

generally to all aspects of radiotherapy from the pre-treatment assessment until follow-up.  

 A secondary questionnaire was given to patients to gather information about the ease of 

questionnaire completion and the appropriateness of indicators selected. The specific questions on 

the secondary questionnaire were: “Were any of the items confusing to you?”, “Did any of the 

items bother you in any way?” and “This questionnaire was created to ask about many aspects of 

the care you received. Was it too long?” For each question, patients circled “yes” or “no”, and 

then were asked to explain any “yes” responses on the lines below the question.  

Patients recorded the amount of time it took them to complete each section at the end of 

each section of the questionnaire. The time required to complete the questionnaire and any 

additional difficulties with comprehension were determined through this pilot testing phase. The 

feasibility of administering the questionnaire in a clinic setting was also determined. Patients 
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continued to be encouraged to provide suggestions on additional indicators which should be 

considered for inclusion in later versions of the questionnaire.  

 The patients were provided with an instruction page, the appropriate module of the 

questionnaire, the secondary questionnaire and a self-addressed stamped envelope to facilitate 

return to the Cancer Research Institute.  

3.6.3 Data Analysis 

 To ensure accuracy of data entry, data from completed questionnaires were entered by 

two separate individuals on two password-protected Microsoft access databases. The two 

Microsoft access databases were compared using the PROC COMPARE procedure in SAS 9.270. 

When discrepancies between the two databases were identified, the original paper questionnaire 

was reviewed and errors in the database were corrected accordingly. 

Once the primary database was checked for accuracy and completeness, all data were 

analyzed. Feasibility was assessed by calculating the number of missing responses for each 

module, and calculating the response rate for each module of the questionnaire. The number of 

respondents skipping an indicator or providing an “unable to answer” rating was examined to 

identify particularly problematic indicators. The time it took patients to complete each section of 

the questionnaire was averaged to examine the burden of the questionnaire. The distribution of 

responses to each indicator was examined to determine if the range of response options were used 

by patients. 

Any comments provided by patients on the original questionnaire or on the secondary 

questionnaire were examined to determine if there were any additional issues regarding clarity, 

comprehensiveness or appropriateness. Responses to the secondary questionnaire regarding 

additional issues with burden were also examined. 
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3.7 Ethical Considerations 

We gave consideration to several ethical issues including the vulnerability of cancer 

patients, confidentiality of data and the avoidance of harm to the study subjects.  

3.7.1 Vulnerability of the Population 

Cancer patients are highly dependent on their caregivers, especially during a critical time 

such as cancer treatment. Since these patients are more vulnerable, they may find it difficult to 

say no to participation in a research study. Prior to contacting any patients regarding participation 

in the study, the radiation oncologist in charge of the patient’s care was approached for 

permission. In addition, before I contacted any patients (either by phone or in person), the 

radiation oncologist or the nurse spoke to the patient first and informed him about the study. The 

patient had the opportunity to decline at that point. Patients who expressed interest in 

participating in this study received further information about the study and, if they chose to 

participate, provided informed consent. The consent forms used in this study can be found in 

Appendix D. 

3.7.2 Avoidance of harm 

We carefully considered whether completion of this questionnaire could be harmful to 

patients. In particular, we were concerned about the burden on patients due to anxiety or fatigue. 

We thought that some of the indicators had the potential to cause anxiety, and we were concerned 

that patients might be upset by indicators on our questionnaire if they could not answer them. If 

any patients expressed anxiety or concern about any indicator on the questionnaire, I reported this 

back to my supervisors, and we carefully considered whether or not the radiation oncologist in 

charge of the patient’s care should be informed. 



 

 36

3.7.3 Confidentiality of Data 

Confidentiality of the patients during interviews and pilot testing was assured. 

Participants in this study were informed that the notes from the cognitive interviews would only 

be used to clarify the wording of indicators used in a future questionnaire. Once completed, the 

individual questionnaires were kept in a locked filing cabinet in the Cancer Research Institute and 

were not removed from the site. A study ID number was assigned to each participant and only the 

investigators of this study have the key to link the unique identifiers of each study participant to 

their study ID number.  

This thesis received ethics approval from the Queen’s University Research Ethics Board. 

Revised ethics approval was granted to allow the conduct of a second round of cognitive 

interviews. Both approval letters can be found in Appendix D. 
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Chapter 4 

Results 

4.1 Objective 1: Identifying the dimensions of the quality of personal care and 

indicators relevant to each dimension 

4.1.1 Literature review to identify the dimensions of the quality of personal care and 

candidate indicators of the quality of personal care 

We initially identified 9 dimensions of the quality of personal care taken from relevant 

dimensions of patient satisfaction and dimensions of quality. The dimensions identified from the 

patient satisfaction literature were interpersonal manner37,52,71, communication34,52, 

accessibility/convenience37,52,71, financial support37,52,71, continuity of care37,52,71, availability of 

medical care resources37,71 and physical environment37,71. Many of these dimensions were initially 

identified by John Ware during the development of the Patient Satisfaction Questionnaire 

(PSQ)37, which have since been adopted by other researchers. For our purposes, and to ensure 

there was no confusion with terminology, we renamed “interpersonal manner” as empathy. A 

review of the quality of care literature identified two other dimensions, relevant to the quality of 

personal care, used by the Institute of Medicine. These were patient-centeredness and 

timeliness16. The ‘Patient’s Bill of Rights’72, a document adopted by the American Hospital 

Association, provided additional support for the initial list of dimensions we had identified.  

A comprehensive search of the literature identified 519 candidate indicators related to the 

assessment of the quality of personal care in prostate cancer radiotherapy. These candidate 

indicators consisted of items assembled from surveys used to assess quality of care, items from 
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patient satisfaction surveys and items from patient needs assessments, assembled from 24 

independent publications identified in the literature search. These publications were: 

1. Published needs assessments for prostate cancer patients73-76 and a publication addressing 

information needs of patients with prostate cancer77

2. Published needs assessments for cancer patients: The Cancer Needs Questionnaire78, developed 

for use in an ambulatory cancer setting, and the Supportive Care Needs Survey79

3. Published patient satisfaction questionnaires or publications describing the development and/or 

use of the following patient satisfaction questionnaires:  

- The Patient Satisfaction Questionnaire (PSQ-II) 37

- The Princess Margaret Hospital satisfaction with doctor questionnaire80

- The Ambulatory Oncology Patient Satisfaction Survey81

- A questionnaire designed to measure patient satisfaction with out of hours primary 

care82

- End-Stage Renal Disease: Patient Satisfaction (Adapted from the Kidney Disease 

Quality of Life Instrument) 83

- NHS survey of cancer patients and family members84,85

- NSW Health Cancer Care Survey86

- INPATSAT-32 - an in-patient questionnaire to assess satisfaction with care87

4.  Publications describing the development of cancer care quality indicators88-90, and publications 

describing the development of quality indicators for evaluating the care delivered to prostate 

cancer patients30,31
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5. Publications describing the assessment of quality of care in primary care91, in cancer care92 and 

in breast cancer patients36

4.1.2 Organizing the List of Candidate Indicators 

My co-supervisor reviewed the list of candidate indicators assembled from the literature 

and suggested two additional dimensions which emerged from the indicator list (perceived 

competence of caregivers, and institutional processes) and also suggested that communication 

should be revised to “adequacy of information sharing”.  

The list of dimensions provided a classification system for organizing the list of 

indicators. My primary supervisor and I each assigned each indicator to a dimension of the 

quality of personal care and met to discuss any discrepancies. There were very few discrepancies; 

any discrepancies that did arise were due to misinterpretation of an indicator or they indicated the 

need for a refinement of dimensions. Accordingly, the dimensions were revised in an iterative 

way as indicators were assigned to each dimension and gaps were noted in the list of dimensions. 

Candidate indicators were then re-assigned to dimensions and compared and discussed again. We 

reached consensus on the assignment of dimensions to all 519 candidate indicators after 

discussion. Candidate indicators that were not relevant to prostate cancer patients or indicators 

representing issues that a patient could not be aware of were identified and removed.  

The final list of dimensions of the quality of personal care include; ‘patient centeredness’, 

‘empathy and respectfulness of caregivers’, ‘perceived competence of caregivers’, ‘adequacy of 

information sharing’, ‘accessibility of caregivers’, ‘continuity of care’, ‘comprehensiveness of 

care’, ‘acceptability of the treatment environment’, ‘privacy’ and ‘convenience’. 
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4.1.3 Creating a final list of Unique Indicators 

Indicators within each dimension were sub-grouped and organized into the appropriate 

step in the patient care continuum. This process is similar to an approach taken by Schneider et 

al, in their approach to assess the quality of care in cancer92. Redundant indicators could be more 

readily identified and then eliminated.  

The list of dimensions within each step in the care continuum was compared to ensure 

comprehensiveness in the indicator list. New indicators were constructed as needed to fill gaps in 

the indicator list by modifying existing indicators within the relevant dimensions in the other 

steps of the care continuum. All indicators were reviewed by the team. 

This process resulted in a final list of 176 unique indicators of the quality of personal 

care. Eighty-four of these applied to all steps in the continuum of care. The remaining 92 

indicators were sub-grouped by the step in the care continuum to which they applied. 

 Figure 2 is a flow chart outlining this process. 
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216 items important to all steps in the 
care continuum

84 indicators

Initial List: 519 items from existing sources

Figure 2: A flow chart showing the process of identifying candidate indicators of personal 

care 

Final List: 176 indicators
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Table 2 includes the final list of dimensions, along with their components and sample indicators. 

10 indicators

303 items important to individual  
steps in the care continuum

  



Table 2: Dimensions, components and sample indicators of the quality of personal care 

Dimension Components 
 

Sample Indicators 

Consideration of patient’s preferences The doctor involved me in the treatment decision 
Friends/family members invited to be 
involved in care 

My family members were able to be involved in my treatment decision 
Patient-centeredness 

Individualized to patients needs My radiation oncologist, nurses and radiation therapists considered my 
individual needs when planning for my radiotherapy treatment 

Trustworthiness I really felt that I could trust my radiation oncologist to look after me properly 
Empathy I felt understood by my doctor 
Respect Radiation therapists treated me with respect 
Openness I felt that I could ask my radiation oncologist any questions that I had 
Friendliness My radiation oncologist had a pleasant manner 

Empathy and 
Respectfulness of 
Caregivers 

Politeness My radiation oncologist treated me politely 
Thorough My radiation oncologist did a thorough physical examination before 

recommending radiotherapy 
Experienced My doctors were experienced in dealing with cancer 
Knowledgeable about prostate cancer The doctor explained to me what prostate cancer was and how it might affect 

my health 
Knowledgeable about the patient’s 
particular case 

I felt that my radiation oncologist had read the notes from the referring doctor 
and was aware of the results of my tests before my consultation 

Perceived competence of 
caregivers 

Careful My radiation oncologist carefully considered all my other medical conditions 
before recommending radiotherapy 

Informedness of patient I knew that radiotherapy may cause temporary fatigue Adequacy of 
Information Sharing  Communication skills of caregivers; 

including both written and oral 
communication 

My radiation oncologist clearly explained things to me 
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Available when needed If I had questions in between visits, I could usually get them answered by 
someone at the clinic without difficulty 

Devotes enough time to patients I had enough time with the doctor to get the necessary information about 
treatment options 

Waiting for an appointment I didn’t have to wait too long to see a radiation oncologist for the first time 
after I was referred to the cancer centre 

Accessibility of 
caregivers 

Waiting at an appointment When I came to the clinic to see the radiation oncologist for the first time, I 
didn’t have to wait too long in the waiting room 

Same caregiver over time I usually saw the same radiation therapist each time I went for treatment 
Communication and coordination 
among caregivers 
 

My family physician was kept informed about my cancer care 
Continuity of care  

Adequate role definition among 
caregivers 

I knew who to turn to when I had questions about my cancer care 

Supportive care The centre staff gave me all the help I needed to deal with my fears and 
anxieties about the diagnosis 

Psychological care I was told that there were supportive care services available if I needed help in 
dealing with the diagnosis 

Dietary  I was given advice about how I should modify my diet to avoid bowel upset 
during treatment 

Social worker support I was told that I could get additional help if I needed it to help me explain the 
diagnosis to my family and/or employer 

Comprehensiveness of 
Care  

Financial support I was offered information on financial assistance to cover costs associated 
with my care 

Comfort The furniture in the waiting room was comfortable 
Cleanliness The cancer centre appeared to be clean and well looked after 

Acceptability of 
Treatment Environment 

Quiet The waiting area and treatment rooms were not too noisy 
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Space There was enough space in the waiting room that I could have a private 
conversation with my companion 

Privacy 

Confidentiality I felt that I could trust my radiation oncologist with confidential information 
Convenient hours of operation My appointments were usually scheduled for a time that was convenient to 

me 
Transportation I knew that transportation to/from the cancer centre was available if I needed 

it 
Appropriate signage I could understand directions and signs at the cancer centre 

Convenience 

Parking I could usually find somewhere convenient to park 
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4.2 Objective 2: Creating a self-administered questionnaire using the indicators to 

assess the quality of personal care for patients 

4.2.1 Candidate Indicators 

4.2.1.1 Wording 

Examples of the specific wording of each candidate indicator can be found in the drafts 

of the questionnaire found in Appendix E. Indicators were constructed to ensure clarity and 

consistency in wording. Indicators were reviewed and revised several times in an attempt to 

improve the wording of each indicator. Indicators were presented as positive statements, as 

opposed to a question or a neutral statement. 

4.2.1.2 Literacy Level 

The questionnaire used for the first round of cognitive interviews was tested with Flesch-

Kincaid Grade Level and it was deemed to be at a grade 9 reading level. Although we aimed for a 

grade 7 reading level for this questionnaire, by including some medical terms associated with 

radiotherapy, this likely increased the grade level but should be reflective of words that patients 

are familiar with. 

4.2.1.3 First versus third person 

Employees and students within the Cancer Research Institute were presented with 

indicators written in first person and third person wording and first person wording was preferred. 

For this reason, and because individual patients will be reporting on their personal experience, we 

decided to word all statements in the first person.  
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4.2.2 Layout and organization 

4.2.2.1 Organization and Candidate indicator layout 

The questionnaire was designed so that there was ample white space on the page. The 

response options were written on the top row on each page, and lines were placed between each 

group of three indicators to make it more visually appealing. The questionnaire was printed on 

8.5 x 14” paper and a font size of 12 or larger was used for most of the writing on the 

questionnaire. 

4.2.2.2 Candidate indicator groupings 

The candidate indicators were arranged in sections, corresponding to time points in the 

radiotherapy care continuum. A final section of the questionnaire included indicators that applied 

generally to all steps in the care continuum. For pilot testing, the questionnaire was packaged into 

three modules, to be administered at different points during treatment. This method of organizing 

the indicators reduced the length of the questionnaire administered at any one point in time and 

also ensured that patients were asked about their care at relevant time points.   

4.2.2.3 Candidate indicator order 

The order of candidate indicators within each section followed a temporal sequence. 

Where possible, indicators belonging to the same dimension remained together, but more 

importantly, indicators remained ordered in the correct temporal sequence of events that occur 

during care delivery. 

4.2.2.4 Order of ratings of importance and quality 

The order of ratings were initially arranged so that patients would comment on their 

perceived quality of care prior to responding to the importance of each indicator. 
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4.2.2.5 Other 

Demographic information was collected at the end of the questionnaire, as recommended 

in the literature67. Patients were asked about their health status, age, education level and marital 

status as these have been shown to relate to issues of patient satisfaction33,34 and therefore, may be 

related to some extent, to how patients report their quality of care. 

 

4.2.3 Response Options 

4.2.3.1 Open versus closed-ended questions 

Mainly closed-ended questions were used in this questionnaire to facilitate questionnaire 

completion, but one open-ended question was included at the end of each section to allow patients 

to provide additional comments66,67. 

4.2.3.2 Rating scale 

The first draft of the questionnaire used a 5-point Likert scale, using words to indicate the 

level of agreement with each positive statement. Quality is a continuum, therefore offering five 

possible choices better recognizes the continuum than a dichotomous response choice, but 

additional choices are not expected to provide additional clarity37. Tests of reliability have shown 

to increase with the use of a Likert-style scale up to 5-points, but not beyond93. Check boxes were 

provided for participants to mark their responses. 
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4.2.4 Instructions 

4.2.4.1 Instructions  

 The wording of instructions was selected for clarity and ease of comprehension. 

Employees and students within the Cancer Research Institute along with friends and family 

members were asked to comment on several versions of the instructions. This assisted in 

determining the clearest wording possible.  

 

4.3 Objective 3: Obtaining feedback on the content and design of the questionnaire 

The first round of cognitive interviews was conducted with health care professionals and 

patients. After patients expressed significant difficulty in completing the questionnaire, cognitive 

interviews in round one were stopped, and the questionnaire was redesigned. In the second round, 

interviews were conducted with patients only. Changes were made to the questionnaire between 

interviews to reflect suggestions for improving clarity or suggestions of new indicators. 

4.3.1 Interviews with health care professionals and patients – Cognitive Interviews Round 1 

4.3.1.1 Participant recruitment  

Emails were sent to selected health care professionals and interviews were conducted 

with two oncology nurses, one radiation therapist and one radiation oncologist.  

Four patients were successfully recruited for the cognitive interviews in Round 1, 

however two patients did not return for a sufficient number of interviews to complete the full 

questionnaire. The two patients who did complete the questionnaire provided demographic 
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information indicating they were aged between 60 and 69. One patient indicated he had a high 

school diploma, the other indicated he had a college certificate or diploma. 

4.3.1.2 Data Collection 

One page of the questionnaire used for the first round of cognitive interviews can be 

found in Appendix E. 

All patients were asked to complete the self-administered questionnaire independently, 

and then were interviewed about the indicators after each page was completed. The full 

questionnaire was read aloud to one patient upon his request, but at the end of each page, the 

interview was conducted as usual. Detailed notes were recorded during interviews, and problem 

codes were assigned to the comments after the interviews. The results are summarized Table 3. 



Interviewee          Clarity Appropriateness Relevance Recall Patient
Knowledge 

Comprehensiveness Redundant Response
Category 

Bias Other

Oncology 
Nurse #1 

22        1 1 6 2  

Oncology 
Nurse #2 

8          1 1 1 1 1 1

RTT          40 1 2 1 2 1 1 
Radiation 
Oncologist* 

40          1 3 3 1 3

Subtotal 
Health care 
professionals 

110          1 5 1 11 5 5 3 4

Patient #1* 2       1  2 
Patient #2* 8       2  2 
Patient #3          13 2 1 2 2 1 1 
Patient #4 5  3  3 1 1 8   
Subtotal 
Patients 

28          5 1 5 3 1 12 1 4

Total 138          1 10 1 6 14 6 17 4 8
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Table 3: For each cognitive interview in round 1, problem codes assigned to comments  

*Interviews were stopped before the full questionnaire was completed.
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Patients also provided the following comments during the interview: 

- Patient 1, in response to an indicator in section 1 of the questionnaire, “Hmm… I think my 

radiation oncologist told me about this… No, he must have told me about this, he was a really 

good doctor. I’ll just check ‘strongly agree’” 

- Patient 3, in response to a question about the length of the questionnaire, “There are a lot of 

details, but they are all good aspects of care to look at. No, this questionnaire isn’t too long; I 

could spend hours on something like this. It’s very important” 

- Patient 4, “Some of these things aren’t important to me at all, but I think they might be 

important to other people. Maybe I should check “somewhat important” because it might be 

important to someone else.” 

In almost all areas, health care professionals reported more problems with the 

questionnaire than patients. However, since patients provided ratings of quality as well as ratings 

of importance, they more readily identified problems with the response categories and knowledge 

required to answer the questionnaire than did health care professionals. One problem with recall 

was reported by a patient, but since patients who were eligible for interviews could have received 

treatment several years ago we did not judge it to be a major concern. However, as several other 

problems that were judged to be major were reported, cognitive interviews were stopped and the 

questionnaire was redesigned. 

Corrective actions were taken to modify the questionnaire as follows: 

Major changes:  

Change in wording –The wording of each indicator was changed from first person to third person. 

Patients had difficulty rating indicators worded in the first person, especially if it described a 

positive aspect of care which was not an accurate reflection of their personal experience. 

Change the response categories – The scale was changed from an agreement scale (“strongly 

disagree” to “strongly agree”) to a rating scale of quality (“very poor” to “very good”). This 
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change was done to match the wording of the indicators since an agreement scale did not fit with 

the third person wording of each indicator. 

Change the order or organization of indicators – The order of the ratings of importance and 

quality were switched, so patients were asked to provide ratings of importance of each indicator 

prior to ratings of quality. This change was made because several patients were confused about 

what the rating of importance was for when it was requested after the ratings of quality. For 

example, patient 4 said, “you want me to tell you how important it is that I checked “disagree” for 

that statement?” All indicators in section 5, “Follow-up”, were moved to the treatment section 

(Section 4) or to the general section of indicators. Indicators within each section which asked 

patients to provide specific information about their waiting times were moved to the end of each 

section. 

Minor Changes: 

Change in wording - Several indicators were re-worded for clarity. Indicators were also worded 

more strongly positive as it appeared that mildly worded statements were eliciting high levels of 

agreement56. 

Delete the indicator – Several problematic questions were removed. 

One page of the questionnaire used in the second round of cognitive interviews can be found 

in Appendix E. This questionnaire reflected the major and minor changes addressed in the first 

round of cognitive interviews. 

4.3.2 Obtaining feedback from patients – Cognitive Interviews Round 2 

For the second round of cognitive interviews, six patients were recruited to participate in 

cognitive interviews. One patient did not show up at the scheduled time, and a second patient had 

difficulty with transportation and cancelled the scheduled interview. Therefore in the second 
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round, interviews were conducted with 4 patients. One patient did not complete the full 

questionnaire because he was unable to volunteer additional time to meet for an interview. 

Patients who completed interviews in round two varied in age. One patient was 50-59, one was 

60-69 and one was 70 or older. One participant had less than a high school education and two had 

high school diplomas.  

Table 4 shows the number of comments received from patients corresponding to each 

problem code. Table 5 shows the number of comments which resulted in actionable changes to 

the questionnaire: 



Interviewee          Clarity Appropriateness Relevance Recall Patient
Knowledge 

Comprehensiveness Redundant Response
Category 

Bias Other

Patient #5* 2          
Patient #6 2     4  1  5 
Patient #7 7   1  2 1 2  3 
Patient #8 10 1 1  1 1 2 3 1 3 
Total 21          1 1 1 1 7 3 6 1 11

Interviewee          Clarity Appropriateness Relevance Recall Patient
Knowledge 

Comprehensiveness Redundant Response
Category 

Bias Other

Patient #5           
Patient #6 1     2    4 
Patient #7 1      1 1  1 
Patient #8 4       1  1 
Total 6          2 1 2 6

Table 5: For each cognitive interview in round 2, problem codes assigned to comments which resulted in changes to the questionnaire  
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Table 4: For each cognitive interview in round 2, problem codes assigned to comments  

*this patient did not complete all interviews 
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All the comments from patients were reviewed with one of my supervisors following 

each interview. After the first few cognitive interviews, the following corrective actions were 

taken in response to comments from patients: 

Change the order or organization of indicators – Indicators in Module 3 were reorganized so 

questions about one health care professional group were arranged together. Indicators which 

covered issues of patient satisfaction were moved to a final section and ratings of importance 

were removed for this section since rating the importance of an issue of patient satisfaction did 

not seem logical. 

Delete the indicator – As the wording of the indicators was changed to improve the clarity, 

indicators which were previously thought to be unique, emerged as redundant. Redundant 

indicators in Section 1 (pre-treatment assessment), Section 2 (treatment decision-making) and the 

final section (general indicators) were identified and eliminated. 

Patients also provided the following comments during the interviews: 

- Patient 5 - after two pages he stopped reading the indicators and said, “I’m just going to put 

“very good” for everything. That’s what my care was!” 

- Patient 6 - commented that he didn’t know if a “social worker was available to provide advice” 

and then he checked “unable to answer”. When he was asked why he checked unable to answer 

instead of “very poor” for this indicator he said, “If I had asked about it, maybe they would have 

told me about it, and my care could have been very good!” 

- Patient 7 - “I don’t think this is important at all, but someone else might. I think I’ll check 

“important”, just in case”. 

- “We didn’t discuss if prostate cancer could be transmitted sexually, but I already knew 

it couldn’t. I’ll check “unable to answer” since we didn’t talk about it”. 
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- “Wow, it seems like my health care providers really care about me. Why else would 

they want to know all these things?” 

- Patient 8 - “you know, I could just put my hand over everything [the indicators and the 

importance rating column] and just check ‘very good’ for everything” 

- After he read an indicator he said, “well, this didn’t really happen when I met with the 

radiation oncologist. So, I can’t really comment on it. It probably wasn’t important 

though” (he checked “not important” and “unable to answer”) 

- “I don’t remember if my radiation oncologist did this. He must have told me though 

because everything else with my care was very good. I’ll just check ‘very good’” 

- “I assume they were good at treating me. However, if they’d said, ‘lay on this bed of 

nails’ I would have done it. They are the experts and I would do anything they wanted me 

to”. 

- “Things are important if I was told them. I don’t remember being told this. I’ll check 

“very good” though because I don’t have to be concerned about my care; my radiation 

oncologist is on top of it” 

- “I didn’t have encouragement to bring a friend with me, but I didn’t care because I 

didn’t want to bring one anyway. I don’t think this is important but I’m going to skip this 

question because it might be very important to other people” 

Patients often skipped the importance rating if they checked “unable to answer” for the 

quality rating. If prompted, they would return and fill in the importance column. 

I reviewed all the comments from patients with one of my supervisors and appropriate 

changes were made to the questionnaire after discussion. The second round of cognitive 

interviews identified a few additional clarity issues, which resulted in minor wording changes to 

the questionnaire. Two indicators were added, and an additional question was added to particular 
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indicators that were judged as not applicable by some patients. The question added to these 

indicators was, “if this question does not apply to you, please check here”. Furthermore, several 

indicators were deleted, to address redundancies that had not previously been identified in order 

to reduce the burden of the questionnaire. Additional comments received by patients related to 

personal preferences in wording; the suggested changes were judged to be not very compelling. 

Thus, it was decided that any further judgments related to clarity, comprehensiveness, 

appropriateness and burden would be made based on the pilot testing results. 

 

4.4 Objective 4: Determining the feasibility of completion and the burden of the 

questionnaire on a group of prostate cancer patients through pilot testing 

4.4.1 Patient recruitment  

All five GU radiation oncologists at the Cancer Centre of Southeastern Ontario agreed to 

participate in this study. I attended twelve treatment review clinics and five follow-up clinics at 

the Cancer Centre of Southeastern Ontario to recruit patients.  During each clinic, eligible patients 

were informed about the study by the radiation oncologists. One eligible patient was excluded at 

the request of the radiation oncologist and another eligible patient was excluded because the 

radiation oncologist forgot to mention the study to him. Two patients who were informed about 

the study decided not to participate: one due to a lack of time to meet and learn more about the 

study; the other refused consent as it involved a writing exercise. 

4.4.2 Data Collection  

Patients were provided with an instruction page, the appropriate module of the 

questionnaire, the secondary questionnaire and a self-addressed stamped envelope to facilitate 
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return to the Cancer Research Institute. The instructions, one page of the questionnaire and the 

secondary questionnaire can all be found in Appendix F. A copy of the questionnaire is available 

upon request. Module 1 consisted of 62 indicators organized into three sections, pre-treatment 

assessment, treatment-decision making and treatment planning. Patients were asked to provide 

specific information (i.e., the number of weeks they waited for an appointment with the radiation 

oncologist and the number of minutes they waited in the waiting room at the first appointment) 

for two of these indicators. Patients were asked to provide ratings of quality and importance for 

the other 50 indicators. Module 2 consisted of 21 indicators related to treatment and patients were 

asked to provide ratings of quality and importance for 19 of these. Patients provided information 

about number of weeks they waited for radiotherapy and the number of minutes they waited for 

daily radiotherapy in the responses to the other two indicators. Module 3 consisted of 64 

indicators, plus another 8 indicators addressing issues of patient satisfaction. These indicators 

applied generally to all steps in the patient care continuum. Patients were asked to provide ratings 

of quality and importance for the 64 indicators, and only ratings of quality for the 8 satisfaction 

specific indicators. 

The number of patients provided with each module of the questionnaire and the response 

rate is presented in the Table 6. 

Table 6: Response rate for each module of the questionnaire 

Module Number of patients 
provided with a 
questionnaire 

Number of patients who 
returned the 
questionnaire 

Response Rate (%) 

1 12 11 92 
2 14 11 79 
3 12 10 83 
 

The overall response rate for the questionnaire was 84%. The response times ranged from 3-48 

working days. 
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Eight patients who completed Module 1 of the questionnaire were provided with the 

Module 2 when they were at the end of treatment. Seven of these patients (88%) returned Module 

2.  

4.4.3 Patient Characteristics  

The characteristics of each patient who returned the questionnaire is provided in the table 

below.  

Table 7: Characteristics of patients who participated in pilot testing 

Characteristic Number of patients 
Age (n = 25)  

<50  
50-59 3 
60-69 14 

>70 8 
Education Level* (n = 24)  

Less than a high school diploma 2 
High school diploma 10 

College certificate or diploma 6 
University degree 3 

Post graduate degree 3 
Marital Status* (n = 24)  

Single  
Separated/Widowed/Divorced 6 

Married/living common-law 18 
Health Status (n = 25)  

Poor  
Fair 7 

Good 16 
Excellent 2 

*1 patient who completed module 2 did not complete this section 

 

The median age of patients who completed this questionnaire was between 60 and 69 

years. The highest percentage of patients had a high school diploma, were married or living 

common-law and rated their health as “good”. 
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The average time it took patients to complete each module is presented in Table 8. 

Module 3 was the longest to complete, but on average, it took patients less than 30 minutes to 

complete any one module of the questionnaire. 

Table 8: Mean completion time and range for each Module of the questionnaire 

Module N Mean Min Max 
1 11* 25 min 14 min 60 min 
2 11 12 min 6 min 20 min 
3 8** 29 min 10 min 60 min 
*1 patient did not enter the time it took to complete this module 

**2 patients did not enter the time it took to complete this module 

4.4.4 Missing Responses 

There were a few respondents who did not provide ratings for all indicators within a 

module of the questionnaire, skipping the ratings of importance, the ratings of quality or both. 

Figure 3 shows the distribution of missing responses for the 32 participants who completed the 

questionnaire. There were 11 patients who completed Module 1 (Study ID 1 to 11), 11 patients 

who completed Module 2 (Study ID 12 to 22) and 10 patients who completed Module 3 (Study 

ID 23 to 32). Note that there were no missing responses for Module 2. For patients who did not 

respond to all indicators, the range of missing responses was 1 to 14.  



 

 61

Figure 3: The number of indicators for which a complete response was not provided 
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The figure above shows the number of indicators for which a complete response was not provided 

for each of the 32 patients who completed the pilot. 

Although a few patients did not provide a rating for one of more indicators, the majority 

of indicators were not skipped. Figure 3 also shows that if patients skipped an indicator, they 

often skipped more than one indicator. 

All of the patients provided a rating of importance for over 80% of the indicators, and 

29/32 patients rated over 90% of the indicators for the module they completed. For ratings of 

quality, all patients rated almost 70% of the indicators on the questionnaire and 29/32 patients 

rated almost 90% of the indicators for the module they completed. Patients who skipped the 

indicator, or patients who provided an “unable to answer” response for a rating of quality were 

deemed to have not provided a useable rating. Indicators skipped by more than one person or 
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rated “unable to answer” by more than one person will be reviewed as this may indicate a 

potentially problematic indicator.  

A couple of respondents commented in the box at the end of the questionnaire that 

“unable to answer” was used when the indicator represented an issue that was not discussed with 

the radiation oncologist, therefore the patients didn’t want to comment on that aspect of quality. 

For Section 1 (pre-treatment assessment) and Section 2 (treatment decision-making) within 

Module 1, patients commented that many of the topics were discussed with other health care 

professionals therefore they were not addressed with the radiation oncologist again at the first 

consultation. 

4.4.5 Responses to open-ended questions 

Thirteen patients provided comments in response to the open-ended question at the end of 

each section. Most comments were positive, and provided detailed descriptions of the high 

quality of care they received with respect to specific aspects of their treatment experience. All of 

these comments reflected responses they had provided regarding the rating of the particular 

indicators. One patient suggested the questionnaire should include space for patients to write their 

names. A few comments described aspects of care which were not positive, but were also not 

explicitly assessed in the questionnaire. These comments were: 

- Health care professionals should have a proper discussion of appropriate vitamin 

supplements with the patient 

- The radiation oncologist should explain to the patient in the weekly review appointments 

what is seen in the weekly CT scan 

- Patients requiring full bladders prior to daily treatment should be kept much better 

informed of pending delays to their scheduled treatment times 
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4.4.6 Response Options Used 

4.4.6.1 Ratings of Importance 

  Patients used a range of response options when rating the importance of each indicator: 

- 24% of patients used all 4 response options  

- 76% used at least 3 response options 

- 100% used at least 2 response options.  

Note that there were not any patients who used only 1 response option when rating the 

importance of the indicators on the questionnaire. Thirty two percent of patients used the “not 

important” response option as well as the “very important” response option, indicating 32% of 

patients used the full range of response options.  

4.4.6.2 Ratings of Quality 

Patients also used a range of response options when providing ratings of quality: 

- 12% of patients used all 5 response options  

- 44% used at least 4 response options 

- 72% used at least 3 response options  

- 96% used at least 2 response options.  

There was 1 patient who used 1 response option when rating the quality of his care with respect to 

the indicators on the questionnaire. The response option that was least likely to be used by 

patients was “very poor”, but this response option was used by 8% of patients.  
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4.4.7 Responses to the Secondary Questionnaire 

Additional measures of feasibility and burden, from the secondary questionnaire are 

presented in Table 9. 

Table 9: Number of respondents providing answers to each question in the secondary 

questionnaire 

Question* Yes No 
Did you find any items confusing? 5 27 
Did any of the items bother you in any way? 1 31 
Was the questionnaire too long? 0 32 
*1 person did not fill out the questionnaire 

 

The results of the secondary questionnaire indicate that the patients did not feel that the 

questionnaire was too long, and the majority of patients did not find indicators confusing or 

bothersome.  

Although five patients indicated in the secondary questionnaire that they found indicators 

to be confusing, their comments describing their responses on the secondary questionnaire did not 

always support this claim. One patient commented about the flexibility in appointment times, but 

this comment was unclear as it did not refer to any indicator found within the module he 

completed. This comment may indicate this patient’s preference for adding an indicator about 

flexibility in scheduling appointments. Two other patients provided comments in the secondary 

questionnaire about aspects of the quality of their care, which may be better captured in the 

“additional comments” area at the end of the section. Although the secondary questionnaire was 

designed to solicit responses about “confusing items” and “items that bothered you”, on the 

questionnaire, most of the responses provided were not related to specific indicators on the 

questionnaire. This indicates the need to improve the clarity of the questions on the secondary 
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questionnaire, if it will be used again. Of the five people who found indicators confusing, two of 

them completed Module 1 and three completed Module 2. 

The person who answered yes to “did any of the items bother you in any way” provided 

the following comment: “Fail to see the relevance of education level and marital status”. He did 

not complete the demographic information indicating his education level and marital status. 

However, he did complete all other parts of the questionnaire and the other demographic 

information we requested. 
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Chapter 5  

Discussion 

5.1 Summary of main findings 

The goal of this project was to develop a survey instrument to assess the quality of 

personal care received by early-stage prostate cancer patients undergoing radiotherapy. By 

building on the literature with feedback from health care professionals and patients, a list of 

indicators for each step in the continuum of care for these patients was generated. Then, a self-

administered questionnaire was constructed using the unique indicators. Cognitive interviews 

were conducted with individual health care professionals and individual patients to determine 

when the wording or structure of the questionnaire was confusing or misleading, and therefore 

needed to be revised, and changes were made accordingly. New indicators suggested by patients 

and by health care professionals were incorporated into the questionnaire. Finally, the self-

administered questionnaire was pilot tested on 32 patients receiving radiotherapy at the Cancer 

Centre of Southeastern Ontario. The results suggest that this questionnaire can be completed by a 

majority of patients without causing distress and that most patients are willing to complete it.  

This questionnaire allows patients to rate the quality of aspects of their care and the 

importance of each. The results suggest that patients’ exhibit variation in opinion regarding the 

quality of their care and that the questionnaire is effective at detecting the variation. 
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5.2 Putting our results in context 

In this project, we focused on developing indicators for the quality of personal care. We 

defined personal care as the care delivered by health care providers and health care institutions, 

beyond the technical care delivered. Other cancer researchers who have studied “supportive care” 

have defined it as “…the provision of the necessary services as defined by those living with or 

affected by cancer to meet their physical, social, emotional, informational, psychological, 

spiritual, and practical needs during the prediagnostic, diagnostic, treatment and follow-up phases 

of cancer care, encompassing issues of survivorship, palliation and bereavement”94. One might 

argue that “personal care” and “supportive care” are synonymous, hence describe the same 

concept. Certainly there is some overlap between our conceptualization of “personal care” and 

what other researchers have called “supportive care”, but neither definition entirely encompasses 

the other. Supportive care refers primarily to services provided and includes spiritual aspects of 

care that personal care does not, whereas personal care includes aspects of the physical 

environment within a cancer centre that supportive care does not address. Additionally, the 

providers of supportive care include community access centers, churches/synagogues, 

family/friends, employers, cancer societies, funeral homes, libraries and pharmacies as well as 

health care providers and cancer centers94. This clearly extends beyond personal care, which 

focuses exclusively on the care provided by health care providers and health care institutions. 

Providing high quality personal care may include providing referrals to outside resources (e.g. 

local support groups), but an evaluation of the quality of personal care does not include an 

evaluation of the care provided by these other groups. 

The questionnaire we developed was designed to assess the quality of personal care from 

the patient’s perspective. In some situations, the only way we could assess quality from the 
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patient’s perspective was to include indicators assessing patient satisfaction. Patient satisfaction 

questionnaires often produce results showing high undifferentiated levels of satisfaction34. 

Questionnaires including a single, global measure of satisfaction and scales with general 

questions often produce this ceiling effect26,34. When scores are highly skewed, it is difficult for 

the scale to distinguish different degrees of ‘satisfaction’; therefore, it makes it difficult to 

identify areas needing improvement. The results of our pilot testing suggest that using the 

assessment tool developed here would produce differentiated levels of satisfaction. The 

variability noted in the pilot study likely results from the benefit of including indicators 

representing a range of dimensions of care, as well as indicators addressing specific issues. Since 

some of the indicators do represent issues of patient satisfaction, variation in ratings of quality 

from patients could be due to differences in the quality of care they received, or they could be due 

to poor perceptions of care, based on the expectations they had prior to treatment33. Achieving 

high ratings of quality in the areas assessed by patient satisfaction may be limited by the ability of 

health care providers and the health care institution to meet patient expectations. 

The results also indicate there is variation in the opinions of patients regarding the 

importance of the indicators and that patients were using the full scale when rating the importance 

of items. In the future, when this questionnaire is used to assess quality of care in a larger patient 

population, it will be important to target interventions to improve quality on aspects of care where 

the quality is rated low, but also on aspects of care which are important to patients. Since patients 

provide both ratings of quality and importance on this questionnaire, the ratings of importance 

provided by patients can be used as a threshold for examining the quality of a targeted (or 

priority) group of indicators.  

Acquiescence response set (ARS), the tendency to agree with statements of opinion, is a 

potential bias of concern in patient satisfaction questionnaires that may also be a problem in this 
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questionnaire34. ARS is often overcome by designing a questionnaire using both positively and 

negatively worded statements95, but since this questionnaire was designed to be completed by 

older individuals, for reasons of clarity, we chose to word all statements in this questionnaire 

positively. The results from pilot testing indicate there is ample variability in ratings of quality 

and importance, which suggests ARS is not a problem. Multi-item questionnaires such as the one 

used in this study often prevent the problem of bias due to ARS; however, individuals with a 

lower education level tend to exhibit ARS bias more than others95. Therefore, future 

administrations of this questionnaire should examine factors which are associated with positive 

ratings of quality and importance, and if education level is deemed to be associated with higher 

ratings of quality and importance, this may indicate ARS bias. The comments provided from 

participants in the cognitive interviews did indicate some tendency for ARS bias, so this will need 

to be examined and monitored to determine if this effect exists. 

It has been reported in the literature that the order of items in a questionnaire can have an 

effect on the ratings, such that ratings in earlier portions of a questionnaire may affect subsequent 

ratings96,97. In the pilot testing phase, it was not possible to examine the potential for order effects. 

In future administrations of this questionnaire, the order of indicators within each section should 

be carefully examined to determine if alternate orders are possible and multiple versions of the 

questionnaire should be considered.  

In the pilot testing phase, the feasibility of administering the questionnaire and the burden 

on patients were examined. Response burden concerns the level of demand placed on the 

respondent necessary to complete the questionnaire98. Burden is related to the following factors: 

length of the questionnaire, the time period over which recall is required, the sensitivity of the 

questionnaire topic, the complexity of data and the frequency of response required66. When 

patients are experiencing a high level of burden, this will often result in incomplete data, poor 
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data quality, low response rates or reduced participation in future studies66. The investigators of 

this study were concerned about the level of burden that respondents would feel participating in 

this study, particularly due to the length of the questionnaire and the sensitivity of some of the 

questions in the questionnaire about side effects. The pilot results suggest that patients were not 

experiencing undue stress in completing this questionnaire or experiencing high levels of burden. 

The issue of incomplete data in this study does not seem to be related to burden in general, but  

may be related to specific indicators that may not have been experienced by respondents. The 

response rate to this questionnaire was high, with an average response rate of over 80%. In 

addition, only two people refused to participate in this study, so recruitment rates were high as 

well. Unfortunately the reasons for non-response are not known. Although it is possible that it is 

due to potential burden, the response rate is very reasonable (if not high) compared to what has 

been typical of surveys of this patient population73,75,77. Additionally, the fact that 88% of patients 

completed and returned a second module of the questionnaire indicated that burden does not seem 

to be a major problem.  

The response time for Module 1 ranged from 3-48 working days. Patients received 

Module 1 at the start of treatment, and were asked to rate the importance and quality of indicators 

related to pre-treatment assessment, treatment decision-making and treatment planning. For the 

one patient who returned the questionnaire 48 working days later, the questionnaire was likely 

filled out after he had completed his 7 weeks of radiotherapy. Since this patient was now finished 

treatment, his opinions about the importance of each indicator and quality of care he received 

prior to treatment may have shifted based on his experiences during treatment. In future, we will 

need to consider appropriate cut-off times for data collection for each module of the 

questionnaire. 



 

 71

5.3 Implications of this work 

This questionnaire assesses the quality of personal care for patients undergoing 

radiotherapy for early-stage prostate cancer. Since we did not find any instruments like this 

available in the literature, we believe that this questionnaire makes a unique contribution to the 

existing body of questionnaires available to assess quality of care. Currently there is a study 

underway to assess the quality of technical care delivered to this patient population1. In future, 

when our questionnaire is used to assess the quality of personal care, the results of both studies 

can be combined in order to determine the quality of care delivered to this patient population. 

5.4 Strengths and Weaknesses 

This project had several strengths. The dimensions were primarily identified through a 

“bottom-up” approach. We used a comprehensive strategy to identify the dimensions of the 

quality of personal care beginning with a literature review and then revised the dimensions based 

on a review of the candidate indicators of personal care. The completeness of the list of indicators 

was ensured through conversations and interviews conducted with health care professionals and 

patients. Patients were involved in this study early on to ensure that the views reflected in this 

questionnaire would not just be those of health care professionals and researchers. Conducting 

cognitive interviews also provided great insight into the best wording to use for each indicator, 

and patients provided suggestions to make the questionnaire easier for other patients to complete. 

All of these efforts ensured the content validity of the indicators on the questionnaire and the face 

validity of the questionnaire itself. 

This questionnaire asks patients to report the quality of their care, as well as indicate the 

importance of each aspect of their care. We believe this is an additional strength of this 
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questionnaire. Both of these pieces of information are needed in order to correctly identify areas 

which should be targeted for quality improvement.  

Finally, this questionnaire was pilot tested on a group of patients who appear 

demographically to be typical of prostate cancer patients receiving radiotherapy, based on age and 

level of education. This conclusion is further supported by the high recruitment rate and high 

response rate for this study. Since this questionnaire appears to be feasible to administer and of a 

reasonable burden in this population, we can likely expect similar results in a larger patient 

population.  

There are a few limitations of this study. Although we intended to create a 

comprehensive list of indicators of the quality of personal care, we may have overlooked some. 

Participants in the cognitive interviews were encouraged to add additional indicators, but after 

examining a long list of items, participants may have been overwhelmed and therefore had 

difficulty providing new ideas. Only patients and health care professionals recruited through the 

Cancer Centre of Southeastern Ontario participated in this project; therefore potentially we could 

be missing issues which are important to patients and health care professionals in other centers. 

However since the demographic information of patients seems reflective of prostate cancer 

patients in general, this is not likely. Additionally, health care professionals at other institutions 

are likely to be similar to health care professionals in Kingston due to similar training. 

Another potential limitation of this study is that we may not have reached saturation in 

the cognitive interviews. Patients were still providing comments on the questionnaire when the 

interviews stopped, but we felt the comments reflected minor issues with the questionnaire, 

mainly related to wording preference. The major issues with the questionnaire with respect to 

response options, inappropriate questions, etc, all seemed to have been resolved. Additionally, we 

felt the pilot testing would reveal any additional problems with the questionnaire. With the 
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exception of a few items that some patients chose to skip, patients did not seem to have difficulty 

completing the questionnaire. The results of the pilot testing do suggest there are a few minor 

revisions to make, but this can be done quickly and efficiently through a discussion among team 

members. 

One final limitation of this study is that since this is a pilot study, the results from this 

study, although encouraging, cannot be used to make conclusions about the properties of the 

questionnaire or conclusions about the collective views of prostate cancer patients undergoing 

radiotherapy. Generalizing the results from this study is not appropriate as a larger study needs to 

be undertaken to explore these issues further. We have not determined how quality will be 

assessed using the results of this study. Based on initial results, we do not believe it is sufficient 

to combine the indicators of quality into one summary measure, but additional work will need to 

be done to determine the best method to report on the quality of care. 

In conclusion, the results of the pilot testing suggest that the questionnaire is feasible to 

administer, the burden on patients is reasonable and the range of responses received indicate that 

the scale is useable. This questionnaire also seems to be able to detect variation in attitude, both 

of importance and of quality. The results from this study will be used to make minor 

modifications to the questionnaire in preparation for widespread use in a larger patient 

population. 

5.5 Next Steps 

The results of pilot testing suggest a few additional changes need to be made to the 

questionnaire. The majority of indicators for which a complete response was not provided were 

from Module 1. This indicates that some items within this module may be too difficult for 

patients to complete. Perhaps additional clarification is required, or it may be that indicators 
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within Module 1 cover aspects of care that reflect services not expected by patients receiving 

radiotherapy, or aspects of care that are related to events which occurred a long time ago. For 

early-stage prostate cancer patients, active surveillance is a viable treatment option. If patients 

wait prior to beginning active treatment, there may be an extended period between time of the 

diagnosis and treatment. If so, patients may have difficulty recalling events captured within 

Section 1 of Module 1 that relate to the time of diagnosis and may choose to skip these questions 

instead of rating the importance or quality. For Section 2 (treatment decision-making), one patient 

indicated on the secondary questionnaire that he had received information about treatment options 

from a urologist, prior to meeting with the radiation oncologist, and since he already had the 

information, it was not provided again. Therefore, those indicators were skipped or rated “unable 

to answer”. Comments from patients and observations from the cognitive interviews also 

supported the idea that “unable to answer” was used when patients did not experience a particular 

aspect of care (e.g. the patient did not have the need to contact a social worker to discuss issues 

arising the diagnosis) or if an aspect of care was not provided to the patient and it was deemed to 

be unimportant (e.g. someone on the health care team explains that prostate cancer is not 

infectious and that it cannot be transmitted to anyone else). Additionally, a patient may select 

“unable to answer” if he did not receive a particular aspect of care, because he may not have 

considered the importance of it before completing the questionnaire and therefore may not feel 

prepared to rate the quality of it. Other reasons for why participants skipped items were not 

provided, but it could be due to misunderstanding or confusion about the meaning of the 

indicator, missing the line by accident, or reluctance to rate the care as anything other than “very 

good”.  

The number of skipped responses and “unable to answer” responses will be addressed 

before the questionnaire is used in a full study. Indicators which were skipped or checked as 
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“unable to answer” by more than one person suggest they are likely in need of improvement. The 

results suggest that some of these indicators may be difficult for patients to evaluate the 

importance of unless they had experienced them during treatment. Other indicators may be 

difficult to rate the quality of using the scale provided as they are “yes/no” questions. We will 

take one of the following actions to resolve remaining issues with the indicators: delete the 

indicator, modify the wording of the indicator, or modify the response options (e.g. add a “does 

not apply” option). In addition, I will review the comments provided by patients at the end of 

each section with my supervisors and if it appears as though an indicator is missing, one will be 

added to the appropriate module of the questionnaire. 

5.6 Future Plans 

The goal of health services research is to describe the current health care system, examine 

problems in service delivery and determine how to improve the services which are provided to 

patients7. Health services researchers at Queen’s University have developed a framework for 

health services research, which is outlined in Figure 4. 
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measurements of aspects of the patient’s well-being that we hypothesize will be affected by the 

quality of personal care. We expect the quality of personal care will be directly related to quality 

of life during treatment and patient satisfaction after treatment, and inversely related to patient 

anxiety during treatment and decision regret following treatment, as measured by standardized 

instruments administered concurrently with our questionnaire. 2)a) To describe the quality of 

personal care provided by radiotherapy centres in Ontario, b) to identify aspects of personal care 

that are most important to patients, and c) to identify aspects of quality that most require 

improvement. We hypothesize that patients will share common views about the aspects of quality 

that are most important to them. We also hypothesize that we will be able to identify those 

aspects of care that seem most deficient from the patients’ perspective, which would become 

targets for interventions designed to improve quality of care and subsequently optimize outcomes.  

The long term goals of our research group are to use this instrument to evaluate the quality of 

personal care across the 37 cancer centers in Canada and to identify the characteristics of centers 

which lead to the provision of high quality care. We also envisage that the instrument we have 

developed in the context of prostate cancer will provide a model that could be readily adapted to 

measure the quality of personal care delivered to patients receiving radiotherapy in other contexts, 

and perhaps also other types of cancer treatment. 
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Appendix A 

Email invitation sent to health care professionals 

Dear Dr./Mr./Ms. (insert name of health care professional), 

  
I am a master's student at Queen's University working under the direction of Drs. 
Mackillop, Feldman-Stewart and Brundage. I would value your participation in a study 
focused on creating a questionnaire to measure the quality of personal care for patients 
undergoing radiotherapy for early-stage prostate cancer. As you know, personal care 
involves the components of care, beyond the technical quality of care delivered. It 
includes, for example, doctor-patient communication and accessibility of caregivers.  
  
We are currently validating the draft questionnaire using expert opinion and therefore we 
need your help. I would like to interview you to obtain feedback regarding the draft 
questionnaire. During the interview, I will present the questionnaire to you to complete 
and I will ask some questions regarding its content. I would like to discuss the complete 
questionnaire with you, but knowing how valuable your time is, I hope we can start with 
the first half of the questionnaire which will take approximately one hour. 
 
Ultimately, this questionnaire will be used to evaluate the quality of care delivered to 
patients as they are undergoing radiotherapy. However, before this questionnaire is given 
to patients we want to ensure that every part of the questionnaire is clear, the items on the 
questionnaire and the response options make sense, and that we didn’t miss any issues 
that you would consider important. As a health care professional, your feedback is very 
valuable. 
  
If you are interested in participating in the interview, I would be happy to meet you at the 
Cancer Centre at your earliest convenience. If you would like more information about the 
study, please don't hesitate to contact me at (613) xxx-xxxx or by email at 
kimberley.foley@queensu.ca
  
Sincerely, 
  
Kim Foley 
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Appendix B 

Script used for the cognitive interviews 

Issue Targeted 
section 

Verbal Probes 

Comprehension Instructions Were these instructions clear to you? Did you feel that you 
understood what you were asked to do? 
 

Comprehension Key words Were there any words which were difficult to understand? 
How would you suggest that we re-word this statement? 
 

Format Questionnaire Were the response options clear? 
 

Format  Were there any responses that you wanted to provide, but 
couldn’t? 
 

Comprehensiveness Questionnaire Were there any items that we forgot to include in this 
questionnaire? 
 

Response burden Questionnaire Was it tiring to answer this questionnaire? 
 

Appropriateness of 
Items 

Questionnaire Were there any items which were upsetting to you? 

 

Examples of spontaneous probes: 

 

I notice you hesitated before responding to that question. Is there something that is confusing to 

you? 
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Appendix C 

Email invitation sent to the radiation oncologists 

Dear Dr. (insert name of radiation oncologist), 

  
It was nice to meet you at the GU rounds today. As you know, I have been working with 
Dr. Mackillop, Dr. Brundage and Dr. Feldman-Stewart on creating a questionnaire to 
assess the quality of personal care received by patients undergoing radiotherapy for 
prostate cancer. We have obtained feedback on a draft version of our questionnaire from 
health care professionals and patients, and we believe the questionnaire is now ready 
for pilot testing. This will assist us in making further refinements to the questionnaire in 
terms of clarity, organization and length. 
  
With your permission, I'd like to attend your review clinics to invite early-stage prostate 
cancer patients currently receiving radiotherapy to complete the questionnaire. The 
questionnaire will be administered in three modules, so eligible patients will be in the 
first week of treatment, the last week of treatment or at the beginning of follow up. If a 
patient in your clinic is interested in learning more about my study, I will provide 
information about the study, ask for consent, and give him the appropriate module of the 
questionnaire to complete at home and return by mail. 
  
I would be pleased to meet with you if you'd like more information. Please don't hesitate 
to contact me if you have any questions or concerns. I can be reached by email at 
kimberley.foley@queensu.ca or by phone at 613 xxx-xxxx. 
  
I look forward to hearing from you. 
  
Thank you, 
  
Kim 
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Appendix D 

Consent forms and ethics approval letters 
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Information sheet for health care professionals participating in cognitive interviews 
 
Dear Dr./Mr./Ms. (insert name of health care professional),  
 
Thank you for your interest in the project entitled “Defining and Evaluating the Quality 
of Personal Care in Prostate Cancer External Beam Radiotherapy”. This study is 
conducted by Kim Foley under the supervision of Dr. William Mackillop, Dr. Deb 
Feldman-Stewart and Dr. Michael Brundage at Queen’s University. 
 
This purpose of this project is to create a questionnaire to measure the quality of personal 
care for patients undergoing radiotherapy for early-stage prostate cancer. Personal care 
involves the components of care, beyond the technical quality of care delivered. This 
includes, for example, doctor-patient communication and accessibility of caregivers.  
 
You are invited to participate in an interview where Kim Foley, the student investigator 
will present the drafted questionnaire to you, and ask some questions regarding its 
content. Three sessions will be scheduled to complete this task and each session will take 
approximately one hour of your time.  
 
We want to ensure that: 

a) every part of the questionnaire is clear to you 
b) you understand the items on the questionnaire and the response options 
c) we didn’t miss any issues that you would consider important 

As a health care professional, your feedback is very valuable. 
 
All information obtained during the course of this study is strictly confidential. Data will 
be stored in locked files and will be available only to principal investigators of this study. 
You will not be identified in any publications or reports. 
 
This study is being supported by the Canadian Institutes of Health Research (CIHR). 
Additionally, this study has been approved by the Queen’s University Health Sciences 
and Affiliated Teaching Hospitals Research Ethics Board. 
 
If you would like further information about the study, please contact Dr. William 
Mackillop at 613 533-6000 x79551. If you have questions regarding ethical issues in this 
study, please contact Dr. Albert Clark at 613 533-6081. 
 
Sincerely, 
 
 
Kim Foley     Date 
 
Master of Science Candidate, Department of Community Health and Epidemiology, 
Queen’s University 
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Consent form for patients participating in cognitive interviews 
 
Defining and Evaluating Quality Indicators of Personal Care in Prostate Cancer 
External Beam Radiotherapy 
 
Background Information: 
 
You are being invited to participate in a research study directed by a student investigator 
Kim Foley under the direction of Dr. Mackillop, Dr. Feldman-Stewart and Dr. Brundage 
at Queen’s University. The purpose of this study is to find out what aspects of personal 
care are most important to patients undergoing radiotherapy for prostate cancer. The 
student investigator, Kim Foley, will read through this consent form with you and answer 
any questions you may have. This study has been reviewed for ethical compliance by the 
Queen’s University Health Sciences and Affiliated Teaching Hospitals Research Ethics 
Board. 
 
You have been selected for this study since you are a patient who recently had 
radiotherapy treatment for prostate cancer at the Cancer Centre of Southeastern Ontario at 
Kingston General Hospital. 
 
Description of participation in the study: As a volunteer in this study, you will be asked 
to complete a questionnaire rating the quality of personal care you received during your 
radiotherapy treatment. You will also be asked to rate the importance of a list of potential 
indicators of care, and participate in an interview run by the student investigator, K. 
Foley. In the interview, you will be asked about issues related to the questionnaire, such 
as: the clarity of the items, the appropriateness of the items and if any items are missing. 
Completion of the questionnaire and participation in the interview will occur together, 
and three separate sessions will be scheduled. Each interview will take approximately one 
hour, in a private office at the Cancer Centre of Southeastern Ontario at Kingston General 
Hospital, at a time that is convenient for you. 
 
Risks: There are not any anticipated risks due to participation in this study. You can skip 
any questions that you would prefer not to answer. If you find any of these questions 
confusing, we will arrange for you to meet with your doctor soon to ask him/her to 
explain it to you. 
 
Benefits: You will not benefit directly from this study, but results from the study will 
assist in developing a questionnaire to measure the quality of personal care delivered to 
patients receiving radiotherapy for prostate cancer. This will help to identify areas to 
target for quality improvement in the future, which will likely benefit future patients. 
 
Confidentiality: All information obtained during the course of this study is strictly 
confidential and your anonymity will be protected at all times. You will not be identified 
by name in any documents or publications related to this study. All data collected (e.g. 
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written notes, etc)  will be stored in a locked filing cabinet in the Cancer Research 
Institute and will be available only to the investigators of this study. 
 
Freedom to withdraw or participate: Your participation in this study is voluntary. You 
may withdraw from this study at any time and your withdrawal will not affect your 
medical care. 
 
Expenses: Any expenses incurred due to participation in this study (e.g. parking, travel) 
will be reimbursed. Please provide K. Foley, the student investigator, with the description 
of any costs associated with participation in the study. 
 
Subject Statement and Signature Section: I have read and understand the consent form for 
this study. I have had the purposes, procedures and technical language of this study 
explained to me. I have been given sufficient time to consider the above information and 
to seek advice if I chose to do so. I have had the opportunity to ask questions which have 
been answered to my satisfaction. I am voluntarily signing this form. I will receive a copy 
of this consent form for my information. 
 
If at any time I have further questions, I can contact: 
 
Dr. William Mackillop, Principal Investigator at 613 533-6000 x79551 
Or 
Dr. Catherine de Metz, Head, Division of Radiation Oncology at 613 544-2631 
 
If I have questions regarding my rights as a research subject I can contact Dr. Albert 
Clark, Chair, Queen’s University Health Sciences and Affiliated Teaching Hospitals 
Research Ethics Board at 613 533-6081. 
 
By signing this consent form, I am indicating that I agree to participate in this study 
 
______________________    _______________ 
Name        Date 
 
Statement of Investigator: 
 
I, or one of my colleagues, have carefully explained to the subject the nature of the above 
research study. I certify that, to the best of my knowledge, the subject understands clearly 
the nature of the study and demands, benefits, and risks involved to participants in this 
study. 
 
 
____________________________________  ____________________ 
Kim Foley, Student Investigator      Date 
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Consent form for patients participating in pilot testing 
 
Defining and Evaluating Quality Indicators of Personal Care in Prostate Cancer 
Radiotherapy 
 
Background Information: 
 
You are being invited to participate in a research study directed by a student investigator 
Kim Foley under the direction of Dr. Mackillop, Dr. Feldman-Stewart and Dr. Brundage 
at Queen’s University. The purpose of this study is to find out what aspects of personal 
care are most important to patients undergoing radiotherapy for prostate cancer. The 
student investigator, Kim Foley, will read through this consent form with you and answer 
any questions you may have. This study has been reviewed for ethical compliance by the 
Queen’s University Health Sciences and Affiliated Teaching Hospitals Research Ethics 
Board. 
 
You have been selected for this study since you are a patient who is planning to have 
radiotherapy treatment for prostate cancer at the Cancer Centre of Southeastern Ontario at 
Kingston General Hospital. 
 
Description of participation in the study: As a volunteer in this study, you will be asked 
to complete a questionnaire rating the quality of personal care you received during your 
radiotherapy treatment. You will also be asked about the importance of a list of potential 
indicators of care. The complete questionnaire will be split into three sections, which you 
will answer at three points in time. Near the beginning of your radiotherapy treatment, 
you will be given a questionnaire which asks about the care you have received up until 
the start of your treatment. At the end of your treatment, you will be given a 
questionnaire asking about your treatment experience. At the beginning of follow up care, 
you will be given a questionnaire which asks about your preparedness for the follow up 
period as well as general questions about the care you received from diagnosis until the 
end of treatment. You may complete the questionnaire on site, or complete the 
questionnaire at home and return it in a self-addressed stamped envelope to the Cancer 
Research Institute.  
 
Risks: There are not any anticipated risks due to participation in this study. You can skip 
any questions that you would prefer not to answer. If you find any of these questions 
confusing, we will arrange for you to meet with your own doctor soon to ask him/her to 
explain it to you. 
 
Benefits: You will not benefit directly from this study, but results from the study will 
assist in developing a questionnaire to measure the quality of personal care delivered to 
patients receiving radiotherapy for prostate cancer. This will help to identify areas to 
target for quality improvement in the future, which will likely benefit future patients. 
 



 

 93

Confidentiality: All information obtained during the course of this study is strictly 
confidential and your anonymity will be protected at all times. You will not be identified 
by name in any documents or publications related to this study. All data collected on the 
questionnaires will be stored in a locked filing cabinet in the Cancer Research Institute 
and will be available only to the investigators of this study. 
 
Freedom to withdraw or participate: Your participation in this study is voluntary. You 
may withdraw from this study at any time and your withdrawal will not affect your 
medical care. 
 
Subject Statement and Signature Section: I have read and understand the consent form for 
this study. I have had the purposes, procedures and technical language of this study 
explained to me. I have been given sufficient time to consider the above information and 
to seek advice if I chose to do so. I have had the opportunity to ask questions which have 
been answered to my satisfaction. I am voluntarily signing this form. I will receive a copy 
of this consent form for my information. 
 
If at any time I have further questions, I can contact: 
 
Dr. William Mackillop, Principal Investigator at 613 533-6000 x79551 
Or 
Dr. Catherine de Metz, Head, Division of Radiation Oncology at 613 544-2631 
 
If I have questions regarding my rights as a research subject I can contact Dr. Albert 
Clark, Chair, Queen’s University Health Sciences and Affiliated Teaching Hospitals 
Research Ethics Board at 613 533-6081. 
 
By signing this consent form, I am indicating that I agree to participate in this study 
 
______________________    _______________ 
 
Statement of Investigator: 
 
I, or one of my colleagues, have carefully explained to the subject the nature of the above 
research study. I certify that, to the best of my knowledge, the subject understands clearly 
the nature of the study and demands, benefits, and risks involved to participants in this 
study. 
 
 
_____________________________________  ____________________ 
Kim Foley, Student Investigator     Date 
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-*** — ' UNIVERSITY
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l • Icmmelt Wing, 3rd Fkmr
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Kingston. Ontario KTL js6
Tel 613533-6081
Fax 613 |ij}-Hk)(i

w w w .q nwnsu.ca / tirs

August 2, 2010

Dr. W. Mackillop
Deparlment of Community Health and Epidemiology
Queen's University

Re: "Defining and evaluating quality indicators of personal care in prostate
cancer external beam radiotherapy" EPID-304-1U

Dear Ms. Foley,

I am writing to acknowledge receipt of your email dated Friday, July 23. 2010
which requested approval for the following amendment:

• Request to conduct interviews with an additional 4 patients prior to pilot testing

1 have reviewed this request and hereby give my approval. This amendment will be
reported to the Health Sciences Research Ethics Board.

Yours sincerely.

Albert Clark, Ph.D.
Chair
Research Ethics Board

AFC/kr

c.c.: Ms. Kim Foley, Community Health and Epidemiology

think Research
think Queen's
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Appendix E 

Sample pages of the draft questionnaires used for round 1 and round 2 

of the cognitive interviews 



Sample page of the Questionnaire used for Cognitive Interviews: ROUND I

Hot* d» you Tcel about your radiotherapy treatment experience?

We are interested in how you fee! about the care you received during your radiotherapy treatment. Each statement helow describes a component of good care. Please indicate how
accurately each statement reflects your experience by checking the appropriate box under 'My Treatment Experience'. If there is a question that asks you for specific information,
please write thai information in on the line provided instead of checking a box under 'My Treatment Experience".

We also want to know how important you think it is to ask other patients about each component. For each statement below please check the appropriate box under 'How Important
is this?'

The components of care are organized in sections relating to each step of your care experience. The step in care is identified by the title of each section. At the end. there will be a
section of items that apply generally al all steps in your care.

Section 3: After you had decided to have radiotherapy, but before your treatment started

Statement My treatment eipengpce^ _How i

i.

2.

3.

4.

I knew that I needed to complete the course of my treatment without
taking a break (of longer than a few days) in order to maximize the
effectiveness of radiotherapy

I was given enough information about the treatment process

I was given enough information about the success rate of radiotherapy

Before starting my treatment, 1 knew that radiotherapy treatment
involved the use of high energy rays directed at the prostate from
outside the body

Strongrv
Disagree

U

a
a

u

Disagree

D

D

n

u

Neither aerec
nor disagree

D

D

D

p

Ajnwr

u

n

n

D

Strongly
agree

1 1

D

D

U

N0t at all
Important

D

n

n

n

Somewhat
Important

n

a

a

a

Important

D

n

n

n

Very
Important

D

D

a

u

Essential

U

n

D

U



Sample page of the Questionnaire used for Cognitive Interviews: ROUND 2

Please check your watch before you start.
We will ask you at the end of this section how long it took you to complete it.

For each characteristic below

Characteristics of good care

• The patient is given enough information about the success rate of
radiotherapy

• Someone on the healthcare team explains that radiotherapy treatment
involves the use of high energy rays directed at the prostate from outside
the body

• Someone on the healthcare team explains that radiotherapy treatment can
only be delivered at a few specialized treatment centers

• The patient is given enough information about the possible side effects of
radiotherapy treatment

• Someone on the healthcare learn explains that radiotherapy treatment
might permanently affect sexual functioning

• Someone on the healthcare team explains that radiotherapy treatment
might permanently affect bowel function

— + Check one box here then

~ -̂̂ ~
How important is (his to von?

Not Somewhat Important Very
Important Important Important

n a a a

n a a n

n a n n

a n n a

a n n a

a a a n

Check one box here

~^^~
How good was your care in this regard?

Very Poor Okay Good Very Unable
Poor Good 10 answer

n n a D n

a n a a a

a D a a n

n a a a n

a a a a a

a D a n a

n

n

a

n

a

a
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Appendix F 

Materials used for pilot testing of the questionnaire 
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 INSTRUCTION
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We would like to know about the quality of care you received during your recent 
treatment so we can try to improve the care provided to patients like you in the 
future. In this questionnaire, we will ask you to consider a list of characteristics of 
good care. We want to know how important each characteristic is to you, and how 
good you feel your care was in this regard.  
  
This is the first time that we have used this questionnaire. We will be asking you if 
you think we left anything out or if you have any other comments about the 
questionnaire. We will use this information to try to improve the questionnaire to 
make it easier for other patients to complete. We also want to know how long it 
takes you to complete this questionnaire, so we will ask you to record the time it 
took at the end of each section. 
 
The radiation oncologists, nurses and radiation therapists at the cancer centre 
involved in your care are aware of this study and are in support of it. However, 
your personal views about your care will be kept completely confidential and will 
not be shared with your caregivers. The researchers will be reporting back to the 
health care providers about the general results of this study but individual patients 
will not be identified.  
 
If you are unsure how to complete this questionnaire, please contact Kim Foley by 
calling 613 xxx-xxxx. 
 
If completing this questionnaire raises any new questions you have about prostate 
cancer or its treatment, please contact your radiation oncologist so that he/she can 
give you any additional information you may need. 
 
When you are finished, please return the questionnaire in the pre-addressed, 
stamped envelope to the Cancer Research Institute. 
 
Thank you! 



Sample page of the Questionnaire used for Pilot Testing: MODULE 1

Please check your watch before you start.
We will ask you at the end of this section how long it took you to complete it.

For each characteristic below -- > Check one box here then

^ ^
How important is this to you?

Characteristics of good care Not Somewhat Important Very
Important Important Important

• The patient is given enough information about the chance of curing his
cancer with radiation treatment |~|

• The patient is given enough information about the possible side effects of
radiation treatment |~j

• Someone on the healthcare team explains that radiation treatment
involves the use of high energy rays directed at the prostate from outside Q
the body

• Someone on the healthcare team explains that radiation treatment can
only be delivered at a few specialized treatment centers Q]

• Someone on the healthcare team explains that radiation treatment often
causes temporary fatigue [~|

• Someone on the healthcare team explains that radiation treatment often
causes bowel symptoms during treatment | |

D D D

D D D

D D D

D D D

D D D

D D D

Check one box here

^ ^
How good was your care in this regard?

Very Poor Okay Good Very Unable
Poor Good to answer

D D D D D

D D D D D

D D D D D

D D D D D

D D D D D

D D D D D

D

D

D

P

D

D
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Secondary Questionnaire 

 

Your thoughts and opinions about this questionnaire are very important to us. Please provide us 
with your comments about the questionnaire you just completed by answering the questions 
below: 
 
1. Were any of the items confusing to you? 
 
Please circle one:  YES  NO 
 
If yes, which item(s) were confusing to you? Why? 
______________________________________________________________________________ 
______________________________________________________________________________ 
______________________________________________________________________________
______________________________________________________________________________
______________________________________________________________________________
______________________________________________________________________________ 
 
2. Did any of the items bother you in any way? 
  
Please circle one: YES  NO 
 
If yes, which item(s) bothered you? Why? 
______________________________________________________________________________ 
______________________________________________________________________________ 
______________________________________________________________________________
______________________________________________________________________________
______________________________________________________________________________
______________________________________________________________________________ 
 
3. This questionnaire was created to ask about many aspects of the care you received. Was it too 
long?  
 
Please circle one: YES  NO 
 
If yes, which item(s) do you think we should remove from the questionnaire? 
______________________________________________________________________________ 
______________________________________________________________________________ 
______________________________________________________________________________
______________________________________________________________________________
______________________________________________________________________________
______________________________________________________________________________ 
 
Thank you for your feedback. Your comments will help us make the questionnaire easier for 
other patients to complete.
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