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Abstract
Health questionnaires are widely used. A low response rate can lead to biased results and affect
the validity of the study. This thesis investigates what can be done to increase the response rate
and expedite the return of health questionnaires. The main aim of the study is to provide
suggestions on how to improve the response rate to the National Pain Registry’s questionnaire
at Danderyd Specialized Pain Rehab Clinic, although the result is significant in other contexts
where questionnaires are used and a high response rate desired.
Material has been collected through literature search, observations, interviews with patients at
Danderyd Specialized Pain Rehab Clinic and interviews with clinics that have a high response
rate according to the National Pain Registry’s reports. Several factors affecting response rate
was found in the literature studies and interviews. Providing a digitalized alternative, clearly
explaining the aim of the study and why completing the questionnaire is important and making
the participants feel like stakeholders in the study are examples of areas where improvements
can be made.
According to the patient interviews about the National Pain Registries first and second
questionnaire some problems to fill in the questionnaires were due to difficulties in estimating
the pain because of shifting pain intensity, unclear phrasing of the questions or answer and a
feeling of lack of someone to ask. Reasons for not returning the one-year follow-up
questionnaire were that the questionnaire never was received, it got cluttered and therefore
never mailed back or that it was not seen as important nor beneficial to the patient.
Suggestions made to increase response rate and expedite the return of the questionnaires based
on the findings include increased information about the questionnaires and the National Pain
Registry, notifications and reminders to help patients remember and tracking the mailed
questionnaire to make sure it reaches the patient. Changing the front-page layout could make it
more interesting to look at. To clarify questions, the option to complete all questionnaires at the
clinic could be given and a computer alternative. The option to hand back the questionnaire
either by mail, digitally or at the visit along with a scheduled one-year follow-up meeting could
both increase response rate and expedite the return.
Keywords: questionnaire, response rate, National Pain Registry, pain rehabilitation, pain,
chronic pain
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Sammanfattning
Hälsoenkäter används omfattande. En låg svarsfrekvens kan leda till missvisande resultat och
påverka giltigheten av studien. Det här examensarbetet undersöker vad som kan göras för att
öka svarsfrekvensen och påskynda återlämningen av hälsoenkäter. Det huvudsakliga målet med
studien är att ge förslag som kan öka svarsfrekvensen till det Nationella Registret över
Smärtrehabiliterings frågeformulär vid Danderyds Högspecialiserade Smärtmottagning, även
om resultatet är betydelsefullt även i andra sammanhang där frågeformulär används och en hög
svarsfrekvens önskas.
Material har samlats in genom litteraturstudier, observationer, intervjuer med patienter vid
Danderyds Högspecialiserade Smärtmottagning och intervjuer med kliniker som har en hög
svarsfrekvens enligt det Nationella Registret över Smärtrehabiliterings rapporter. Flertalet
faktorer som påverkar svarsfrekvens enligt litteraturstudier och intervjuerna hittades.
Tillhandahålla ett digitalt alternativ, klargöra och förklara målet med studien och varför
formuläret är viktigt att fylla i och att få deltagarna att känna sig som intressenter i studien är
exempel på områden där förbättringar kan ske.
Enligt patientintervjuerna angående nationella smärtrehabiliteringens första och andra
frågeformuläret beror en del av problemen att fylla i formuläret på att smärtan skiftar i intensitet,
oklara formuleringar av frågor och svar och en känsla av brist på någon att fråga. Skäl till att
ett-årsuppföljningsformuläret inte återlämnades var att det aldrig mottogs, att det blev plottrigt
och därför aldrig skickades tillbaka eller att det inte sågs som varken viktigt eller fördelaktigt
att fylla i av patienten.
Förslag på hur svarsfrekvensen kan ökas och återlämning påskyndas av frågeformulären baserat
på upptäckterna inkluderar ökad information om frågeformulären och det Nationella Registret
över Smärtrehabilitering, notifieringar och påminnelser för att hjälpa patienterna att komma
ihåg och spårning av brevet med formuläret för att se till att det når patienten. Ändring av
framsidans utseende skulle kunna göra det intressantare att titta på. För att klargöra frågor skulle
en valmöjlighet att fylla i alla formulären på kliniken kunna ges samt ett datoralternativ. En
valmöjlighet att ge tillbaka formuläret antingen via brev, digitalt eller för hand tillsammans med
ett schemalagt ett-årsuppföljningsmöte kan både öka svarsfrekvensen och påskynda
återlämningen av formuläret.
Nyckelord: frågeformulär, svarsfrekvens, Nationella registret över smärtrehabilitering,
smärtrehabilitering, smärta, kronisk smärta
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1. Introduction
Questionnaires are used to collect information within many fields ranging from sociology,
economics, statistics and demography to medicine (Bradburn & Sudman, 2011; Johnson, 2014).
Health questionnaires can be used to assess individuals as well as populations’ health status and
behaviours. Health related questionnaires often take cognitive, emotional, physical and
behavioural aspects into consideration (Rockwood, 2014). The difficulties with questionnaires
is to construct them so that accurate and true answers are given, avoiding problems related to
question wording, response formation (for example formulating the answer according to how
one wish it would be, rather than how it actually is) and effects based on the context the
questionnaire is filled in (Bradburn & Sudman, 2011; Rockwood, 2014).
Questionnaires are commonly used in healthcare settings and a tendency of declining response
rate has been found. A low response rate can lead to bias and affect the validity of the study
(Cook, Dickinson, & Eccles, 2009). An increasing use of postal questionnaires within several
areas might be part of the explanation to lowered interest in questionnaires and a declining
response rate (McAvoy, Kaner, Lydeard, Springer, & Marwijk, 1996; Smeeth & Fletcher,
2002). Increased exposure to questionnaires along with a considered insignificant effect of
replying on an individual level likely lead to unanswered questions. This affects the scientific
value in a bigger perspective (Smeeth & Fletcher, 2002). A low response rate increases the risk
of nonresponse bias (The National Research Council, 2013) and is a loss of valuable
information, in a healthcare setting, to the clinics, future patients and researchers. The patients’
feedback is crucial to understand how the patients feel about the care given. Without reliable
results and suggested improvements, it is difficult to understand the patient’s view. If no
comments are received, this makes it more difficult to improve the care for future patients
(Danderyd Hospital, 2018).
The health questionnaires investigated at the Highly Specialized Pain Rehab Clinic at Danderyd
hospital are the Swedish National Pain Registry’s (Nationella Registret över
Smärtrehabilitering, NRS) questionnaires. The clinic wants to improve the response rate to the
health questionnaires for the chronic pain patients. The return rate is currently at an all-time
low and the patients feedback crucial to be able to evaluate the results of their rehab program
and ultimately improve it (Clinical Innovation Fellowship, 2017).
The information gained from the health questionnaires is important. It can be used to develop
and ensure the quality of the care, to be able to compare results between different care units in
the country and give participants a possibility to follow up on the care given. It is also important
for further discussions on improvements that can be made within a unit based on comparisons
to the other units (The Swedish National Pain Registry, 2017).
No project has been carried out before at Danderyd Hospital investigating how the response
rate to the questionnaires could be increased. Since the patients suffer from chronic pain,
completion of the questionnaire might take more time and effort than questionnaires within
other fields. This is due to patients experiencing pain while filling in the questionnaire and
mental weariness caused by the pain (Danderyd Hospital, 2018). The complexity of the
condition and large individual differences in the perception of the pain cause a longer
questionnaire to fully understand the condition than in many other healthcare settings
(Ruschewey, et al., 2012). This thesis is a unique opportunity to case study Danderyd Pain
Rehab Clinic and interview their patients in pain to investigate why some pain rehab clinics
have a 100% return, while the return rate of the same questionnaire is decreasing at Danderyd
1

hospital. Hospitals with a low response rate are encouraged by the NRS to carry out work on
how to improve it. The problem with low response rate at Danderyd was acknowledged by
Clinical Innovation Fellowship and the clinic, requesting a master student to investigate this.
This thesis was performed in line with the Clinical Innovation Fellowship goal to improve
healthcare by creating a solution to an identified clinical need.
This thesis is important not only for Danderyd Hospital but for several hospitals that struggle
with a low response rate. Clinics, researchers, patients and their close ones all benefit from a
higher response rate. A higher response rate means that the clinics can evaluate their work and
keep working towards giving the patients the best care possible. This in turn is improving and
making life easier for the patients and their families. There is still a limited knowledge about
chronic pain, the more information that can be gathered from chronic pain patients, the more
research can be carried out on better scientific grounds. Even in other healthcare settings and
other fields, questionnaires are widely used to gain valuable information for research and
quality improvements. This master thesis treats a current issue. All fields benefit from a high
response rate and well-planned procedure for how to expedite the return of questionnaires, this
makes the thesis important in the studied context at Danderyd Specialized Pain Rehab Clinic as
well as in a bigger perspective.

1.1 Aims and objectives
The main objective of the project is to improve the response rate of patients to the NRS
questionnaire, so that the important result data can be obtained. The measurable result of the
project will be a concrete action plan to increase the return of completed one-year follow-up
NRS questionnaires and a suggestion of how to expedite the return of other health
questionnaires. The findings from the interviews with patients in a low response clinic,
Danderyd Specialized Pain Rehab Clinic, will be compared to the findings from literature
studies. The key deliverables are the action plan and a suggestion how to expedite the return of
other health questionnaires. The action plan will include guidance on how return rate could be
increased.
The purpose of this qualitative study is to explore how the response rate could be increased to
the NRS questionnaires at Danderyd Specialized Pain Rehab Clinic and how to expedite the
return of the other health questionnaires. The extent to which the factors found to increase the
response rate for the pain questionnaires agree with earlier factors found to increase response
rate within other areas will be investigated.
The main research question of the thesis is:
I. How can the response rate be increased at Danderyd Specialized Pain Rehab Clinic?
To investigate this question requires answers to the subquestions:
II. How can response rate be increased in other healthcare settings and within other fields?
III. What are other clinics doing differently that have a higher response rate?
IV. What can be considered to expedite the return of the questionnaires?
V. What do the patients think can be improved in the questionnaire routines?
VI. What are the reasons patients do not fill in and return the questionnaire?

1.2 Structure of the degree project
The thesis is structured to give the reader sufficient background information about chronic pain,
pain rehabilitation, the NRS and how response rate is affected. This is followed by a description
of the qualitative method used. The result section contains the results from all interviews
performed with patients and personnel involved in the NRS procedures, the findings are
2

summed up in the last result section in the form of an action plan. The method and results are
both thoroughly discussed in the discussion section and a conclusion is drawn. References and
appendix with the information given to the patient and the interview guide can be found at the
end of the report.

1.3 Delimitations
Notice that whether the following year has a higher return rate of the questionnaires is not within
the time frame of this project, the key deliverables is the action plan and a suggestion how to
expedite the return of other health questionnaires.
The information and consent form were given to patients within the three different groups.
Group one consisting of patients who recently filled in the initial NRS questionnaire, group two
consisting of patients who recently filled out the second NRS questionnaire and group three
consisting of patients who had not sent back their one year follow up questionnaire.
Delimitations were made so that the interviews could take place during February and March
2018 giving enough time to process the results.
The number of patients invited were chosen to give an understanding of different patients’
opinion and assuming that not all patients would like to participate. Approximately five
interviews with patients per group was preferred. Considering that not all invited patients would
like to participate at least ten patients per group was invited. Patients who most recently filled
out the initial respectively the finishing questionnaire were chosen since they would remember
the questionnaire best, also from a practical point of view, distribution of the information and
consent form in connection to their visit to the hospital would be possible. For the one-year
follow up questionnaire, patients who had not returned the questionnaire were considered more
likely to give information about what could be done to increase the response rate, improvements
that could be made and reasons to why patients would not reply.

3
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2. Background
This section includes information about chronic pain, pain rehabilitation, the NRS, effects of
low response rate and factors affecting it.

2.1 Chronic pain
Pain is defined by the International Association for the Study of Pain as “An unpleasant sensory
and emotional experience associated with actual or potential tissue damage, or described in
terms of such damage.” (IASP, 2017).
Chronic pain means that the patient is experiencing pain for months or years. Danderyd
Specialized Pain Rehab Clinic uses the definition of chronic pain as pain lasting longer than 3
months (Danderyd Hospital, 2018). Patients with chronic pain have often sought help in the
form of surgeries or different medical treatments, which have had no effect on the patient. The
pain is often stopping them from living a “normal life” and doing what they want to do. The
pain can lead to concentration difficulties, depression and social isolation since participating in
activities can lead to the experience of more pain (Vasudevan, 2015). Chronic pain can also
affect memory and attention negatively (Dick & Rashiq, 2007) The patient can feel
misunderstood by society and family since their pain cannot be treated or discovered through
medical tests. Instead methods are put forward for accepting the pain, gaining control over it
and improving function in everyday life (Vasudevan, 2015). These methods are used by the
hospitals and clinics investigated in this thesis. The rehabilitation at these clinics does not
include any form of surgeries or medications. The focus and goal for their chronic pain patients
is to accept the pain, improve their everyday life and work situation. Many chronic pain patients
are currently unable to work at all, or only able to work part time, given their current pain
situation. This put the chronic pain patients in a vulnerable situation where income support is
often needed (Danderyd Hospital, 2018).
Pain is a problem both globally and nationally. Globally, it is estimated that 20 % of adults
suffer from pain and that 10 % of the world population are newly diagnosed with chronic pain
every year (Goldberg & McGee, 2011). In Sweden, pain is one of the most common reasons to
seek help from health care. About 20% of the Swedish population have problems with long
term pain that is affecting their everyday life. This costs the Swedish society billions of Swedish
crowns per year (The Uppsala University Hospital, 2014).
There are no objective diagnostic tools for pain diagnosis and verbal communication with the
patient is used when diagnosing, this along with limited knowledge about chronic pain makes
it hard to diagnose and add to the risk of misdiagnosis. In the future, there is a hope that pain
induced changes in neurons and neuronal assemblies in the brain can be visualized and used for
diagnosis. The hope is set to new diagnostic devices or medical tools such as functional
Magnetic Resonance Imaging (fMRI), Magnetic Resonance Imaging (MRI), Spectroscopy,
Electroencephalography (EEG) and Magnetoencephalography (MEG) for measurements of the
brain (Saab, 2013). Measurements that could be done are for example variations in gray matter
density, biochemical changes, extracellular field- and action potentials, and
extracellular/intracellular voltage or current. Variations in gray matter density between chronic
pain patients and healthy individuals have been shown with the help of fMRI, although further
studies need to be performed to exclude a casual relation (Rodriguez-Raecke, Niemeier, Ihle,
Ruether, & May, 2009).
Several studies have shown that the cerebellum is involved and have a functional role in pain
and motor control of nociceptive reflexes. It is also suggested that emotive and cognitive
5

responses to pain are coupled to the cerebellum (Moulton, et al., 2011). There are theories that
the cerebellum and certain other parts of the brain including thalamus, primary somatosensory
cortex, anterior cingulate cortex, prefrontal cortex and insula are linked to pain by showing an
increased blood-oxygen-level-dependency (Moulton, et al., 2011). Despite this, the anatomical
knowledge of chronic pain is still considered weak and more research is warranted (Doleys,
2010). The complexity of chronic pain, involving psychological and emotional factors and
advanced brain functions, in combination with lack of diagnostic tools and non-efficient
pharmaceuticals for the condition, leave room for new therapeutic interventions (Saab, 2013).

2.2 Pain rehabilitation
Pain rehabilitation is conducted with the aim to reduce the pain and improve the quality of life.
Chronic pain can cause movement limitations, problems with sleeping and depression. To deal
with this, Acceptance and Commitment-based Therapies (ACT) are among the most commonly
used methods (Mousavi, Mujembari, Abhariam, & Pashang, 2018). Participating in daily
activities has been shown to have a positive impact on patients both socially and emotionally
(McCracken & Velleman, 2010). By focusing on cognitive thoughts and emotions associated
with the pain combined with a behavioural approach, the quality of life for the patient can be
improved (Mousavi, Mujembari, Abhariam, & Pashang, 2018).
The clinical practices for preventing, assessing and treating chronic pain varies (The Institute
of Medicine, 2011). Pharmacotherapy is commonly used for patients to manage chronic pain,
although chronic pain is a biopsychosocial condition and not only a biological phenomenon.
There is a risk of misuse and addiction to medicine, non-pharmacological treatments are
therefore recommended, for example education, physical and occupational therapies. Nonpharmacological treatments are often underutilized (Stanos, et al., 2016; Starkey & Gallo,
2017). Some patients can benefit from interventional pain procedures such as neuromodulation
or surgery, while this is not helping others (Stanos, et al., 2016). Non-invasive interventions
could be thermal interventions, electrical stimulations, topical analgesics (that mask the pain)
and exercise (Starkey & Gallo, 2017). Cognitive behaviour therapy (CBT) can be used to
change the view on the pain (Williams, Eccleston, & Morley, 2012).
A common method for rehabilitation is multimodal rehabilitation (MMR), consisting of CBT
combined with psychological interventions and physical training. MMR has shown to be a
successful treatment option for patients with complex pain problems (Hållstam, 2016; Gerdle,
Molander, Stenberg, Stålnacke, & Enthoven, 2016; Starkey & Gallo, 2017). MMR is team
based and consists of healthcare professionals working in teams with the patient (SBU, 2010).
Danderyd Specialized Pain Rehab Clinic is one clinic providing pain rehabilitation in
multimodal teams to referred patients. There are four teams situated in Danderyd that consists
of doctors, nurses, physiotherapists, psychologists and social workers. About 70 % of the
patients are referred from primary care. There is one more team situated at Karolinska
University Hospital in Huddinge, connected to Danderyd Specialized Pain Rehab Clinic, with
the same team constitution except for the addition of an interpreter, since the program at
Huddinge is adapted for patients in need of an interpreter (DS, 2016).
To be eligible for the rehabilitation program the patient must fulfil inclusion criteria such as
having prolonged non-malignant musculoskeletal/non-malignant pain, be at risk of developing
prolonged pain, already have completed the medical investigation for diagnosis, the pain and
its consequences must have a significant impact on the daily life of the person, rehabilitation
measures have been taken in primary care, and the person must be motivated to participate. Part
of the exclusion criteria is if the patient has an addiction, somatic or psychiatric illness that
6

prevent rehabilitation or social barriers that prevent participating in the rehabilitation program
(Danderyd Hospital, 2018).

2.3 The National Pain Registry
The NRS has developed three different questionnaires to be filled out before, after and one year
after the pain rehabilitation program. If a patient does not respond to the one year follow up
questionnaire, there is a shorter questionnaire that can be filled out by one of the team members
calling the patients and asking the questions on the phone. It is preferable that the questionnaire
is filled out by hand of the patient. The data is collected by the clinic, manually transferred by
one of the staff members from the patient’s questionnaire to a computer and subsequently
electronically transmitted to the NRS. Data from different pain rehab clinics and compilations
of results from the pain rehab program can be found in the NRS reports (Löfgren & Jansson,
2018).
In the questionnaires, measures are made of the patients’ needs and problems. The
measurements can help to improve the conditions for rehabilitation and the evaluation of the
treatment and thereby improve healthcare. The NRS provides knowledge about healthcare
processes and the health of patients over time. The numerical values and comparison measures
are important for the structure and guidance systems used in the developmental work (The
Swedish National Pain Registry, 2017).

2.4 Response rate for clinics according to NRS report
The table below contains the response rates for three different pain rehab clinics in Stockholm;
Aleris, Stockholm Spine Center and Danderyd Specialized Pain Rehab Clinic according to the
NRS reports from 2015, 2016 and 2017 (NRS, 2015a; NRS, 2016a; NRS, 2017).
Table 1. Response rate Aleris, Stockholm Spine Center and Danderyd.

Clinic:

Year of report:

Aleris Smärt&
Stresscenter

2015

Response rate:
Initial
questionnaire
96 %

2016

98 %

90 %

95 %

2017

97 %

94 %

100 %

2015

99 %

91 %

79 %

2016

99 %

87 %

86 %

2017

100 %

100 %

99 %

2015

98 %

84 %

58 %

2016

99 %

85 %

57 %

2017

93 %

80 %

53 %

Stockholm
Spine Center

Danderyd
Specialized
Pain Rehab
Clinic

Response rate:
Questionnaire at
the end of rehab
100 %

Response rate:
One-year
follow-up
100 %
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While Aleris and Stockholm Spine Center has maintained a high response rate for the past three
years, the response rate for Danderyd has been decreasing.
Below are curves describing the response rate for the initial questionnaire, questionnaire filled
in by the end of the rehabilitation and the one-year follow up questionnaire during the past five
years for Danderyd Specialized Pain Rehab Clinic. The statistics are taken from the NRS report
for respective year (NRS, 2013a; NRS, 2014a; NRS, 2015a; NRS, 2016a; NRS, 2017).

RESPONSE RATE DANDERYD
Initial
100

PERCENT [%]

90

99%
90%

End of rehab
100%
92%

One-year follow-up
98%

99%

84%

85%

58%

57%

93%

80
70

80%

69%
58%

60

53%

50
40
2013

2014

2015

2016

2017

YEAR

Figure 1. Response rate Danderyd Specialized Pain Rehab Clinic.

2.5 Effects of low response rate
Low response rate is a problem within several fields, that could potentially lead to biased results
and decrease reliability (Fincham, 2008).
Danderyd Specialized Pain Rehab Clinic have had what the NRS classifies as an unsatisfying
response rate for the past three years. For the year 2017, the NRS was classifying a response
rate of 30 – 55% as unsatisfying and encouraged the clinics in this span to keep working for
improvements. Danderyd had in the latest 2017 NRS report a response rate of 53 % (NRS,
2017). The 2016 and 2015 NRS report was classifying 30 – 59 % as unsatisfying response rate,
where Danderyd had a response rate of 57 % (NRS, 2016a) and 58 % (NRS, 2015a). The clinics
with a low response rate, are considered unsatisfying since the reliability to draw conclusions
from the results is decreasing.

2.6 How to increase response rate to questionnaires
There are several factors affecting response rate. The factors pointed out to increase response
rate by Boynton (2004) (Boynton P. M., 2004) are listed below and strengthened with additional
studies that support the factors given in the table.
Table 2. Factors increasing response rate according to Boynton (2004) with support.
Factor
References
1. The questionnaire has a clear design and (Puleo, Zapka, White, Mouchawar, &
simple layout.
Somkin, 2002; Ng Chirk, 2006).
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2. The questionnaire is carefully piloted and (Puleo, Zapka, White, Mouchawar, &
tested. The questions should be understood Somkin, 2002; Stone, 1993; Kelley, Clark,
by the respondents in the same way.
Brown, & Sitzia, 2003; Wilson, 2013)
3. The participants attention is kept by the (McColl, et al., 2001; Willis, 2005; Ng Chirk,
way the questions are phrased. The questions 2006; Gehlbach, 2015).
should be short and not double-barrelled.
Negative phrases and words are harder to
process for the respondent.
4. The purpose and focus of the questionnaire (Edwards, Roberts, Clarke, DiGuiseppi, &
is clear and concise.
Pratap, 2002; Oppenheim, 1992).
5. The questionnaire is interesting to look at.

(Keeter, Kennamer, Ellis, & Green, 2001; Ng
Chirk, 2006).
6. In the case postal questionnaires are used, (Edwards, Roberts, Clarke, DiGuiseppi, &
a stamped return envelope should be Pratap, 2002; Wakabayashi, Hayashi, Nagai,
included.
Sakamoto, & Iwasaki, 2012).
7. Participants are given incentives or prizes (Halpern, Übel, & Berlin, 2002; Robb,
for participating.
Gatting, & Wardle, 2017; Hanson, et al.,
2015).
8. If suitable, the questionnaire is delivered (Shannon & Bradshaw, 2002; Weimiao &
electronically.
Zheng, 2010; Couper, 2000).
9. A personalized invitation and notification (Edwards, Roberts, Clarke, DiGuiseppi, &
about the study is sent out beforehand.
Pratap, 2002; Sharp, Cochrana, Cotton, Gray,
& Gallaghe, 2006).
10. A researcher is in place to answer (Boynton P. M., 2005).
questions and collect the questionnaires.
11. The aim of the study and why completing (Oppenheim, 1992; Sapsford, 1999; Wilson,
it is important is clearly explained.
2013).
12. The participants feel that they are (McColl, et al., 2001; Hanson, et al., 2015).
stakeholders in the study.
How to fill in the questionnaire depends on the patient’s preferences. An increasing response
rate was shown in a study where the patient was given a choice to fill out the questionnaire
either on a computer or with paper and pen. The use of computers has increased and many
patients may prefer to fill it out on a computer. On the other hand, someone not used to
computers may prefer paper and pen. Offering two different choices satisfy both these patient
groups (Boynton P. M., 2004).
How to administer the questionnaire depends on cost and suitableness. Scientific and ethical
considerations should be taken so that the participants get enough support during and after
completion of the questionnaire. The reasons and motivation for participants to fill out the
questionnaire can be a feeling of helping others, interest in the subject or unconscious motives
such as pleasing their doctor. These reasons could be a problem by producing biased results
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from the questionnaire (Boynton P. M., 2004). When using postal questionnaires, it is important
that the envelope is clearly and easily distinguished from that of commercial organizations.
Risks with postal questionnaires are missing or incomplete responses (Smeeth & Fletcher,
2002).
In a study from 2015, electronic prompts were shown to increase response rate and shorten the
responding time (Clark, et al., 2015). McColl et al. also believe that the use of pre-notifications
are applicable in most fields and have found them recommended by experts (McColl, et al.,
2001). Gentle and persuasive reminders are also considered effective (Wilson, 2013). Other
studies have contradicted this, showing no effect of increased response rate or shortened
responding time when using electronic prompts and reminders in a healthcare setting (Man, et
al., 2011). Studies of pre-text notifications and reminders delivered by email has showed no
increase in response rate (Star, McPherson, Forrest, & Cotton, 2015; Hammink, Giesen, &
Wensing, 2010). Earlier studies on whether provision of a pen would increase response rate or
not are also contradictive (Clark, Khan, & Gupta, 2001; Sharp, Cochrana, Cotton, Gray, &
Gallaghe, 2006).
According to the book “Design and use of questionnaires – a review of best practice
applicable to surveys of Health Service staff and patients” (McColl, et al., 2001) none of the
two methods, self-completion or interviewer administration were found to be better than the
other. The order of the questions should be from more general to specific. The questionnaire
should, furthermore, have a clear design to reduce interpreting errors. A well-designed layout
can help in awakening interest and help throughout the process of completing the
questionnaire. There should be consistency in the questionnaires visuals, such as the colour.
Several factors are considered to affect if the patient respond or not, both means and will to
complete it. The benefits must overdo the perceived cost of responding (McColl, et al., 2001).
The factor of “Saliency”, meaning how relevant, important and interesting the questionnaire is
perceived, is important for a high response rate within a healthcare setting, while the length of
the questionnaire does not matter as much. It is very positive if the patient can see a personal
gain or usefulness in completing the questionnaire. Anonymity does not seem to effect
response rate (McColl, et al., 2001).
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3. Method
A qualitative method including interviews and observations was chosen to explore
patients’ personal experiences, opinions and views on the NRS questionnaires.

3.1 Literature study
A literature study was conducted regarding earlier studies of how to increase response rate to
questionnaires both in a healthcare setting and in other fields. The NRS, chronic pain, pain
rehabilitation and existing solutions on how to increase response rate and expedite return of
questionnaires was also researched. The literature study was executed with the KTH Primo
database and Google using search words connected to each topic, for example “increase
response rate”, “factors response rate” and “best practice questionnaires”. The literature study
was concentrated on the most recent studies. Preferably within the past ten years.
A literature study was also performed on how to construct semi-structured qualitative interview
questions and how to write an interview guide. By comparing the results from the literature
study with the interview study, suggestions could be made on how to increase the response rate
and how to expedite the return of the other NRS questionnaires.

3.2 Meetings & observations
Introduction by the Clinical Innovation Fellows and to the management and co-workers at
Danderyd Specialized Pain Rehab Clinic was scheduled in January 2018. Making sure
necessary contacts were made and information about the clinic was provided. Meetings with
personnel responsible for distributing and handling the NRS questionnaires included
observations and explanations of the questionnaire procedures. This was scheduled to give an
understanding of the procedures at Danderyd Specialized Pain Rehab Clinic and provided
necessary background information. The questionnaires in the exact form as distributed to the
patients were given to the researcher. A meeting with personal at Karolinska University
Hospital in Huddinge took place, combined with observations of patients filling out the
finishing questionnaire with the help of their interpreter.

3.3 Preparations before the interviews
Preparations before the interviews included writing and distributing information and consent
forms. Since the first contact with the patient had to be taken by the hospitals personnel, nurses
from all teams and the secretary group were informed of the study. They were asked to pass on
the information and consent forms to the patients. Interview guides were constructed for
individual interviews, with patients from the three different patient groups, and personnel
involved in the questionnaire procedures from other clinics. Contact with the other clinics was
made through calling the reception of the clinic, shortly explaining the study and asking for
contact information to one of the clinics’ NRS questionnaire procedure responsible. The clinics
contacted were those situated in Stockholm with a top ranking in response rate according to the
NRS annual report. Semi structured interviews were used to give the patients a possibility to
describe their experience and views on the NRS questionnaires. Open ended questions were
chosen to be able to catch the patients ideas and opinions without steering them into any answer.
The interview questions were based on advice from “Qualitative Methodology for International
Public Health” (Dahlgren, Emmelin, & Winkvist, 2004) and “Kvalitativa intervjuer” (Trost,
2010), with feedback from both supervisors.

11

3.4 Analysis of interviews
A thematic analysis was made according to the six steps described by Braun and Clarke
(Braun & Clarke, 2006). In the first step, the patient interviews were recorded and transcribed
de-identified onto a computer. To be familiarized with all details, the transcribed word
document was carefully re-read several times. The second step consisted of structuring the
data. The data was divided into three groups based on which one of the three questionnaires
the interview concerned. The answers within the group were compiled according to the four
themes in the interview guide, to find similarities and differences. Within these four themes
additional themes were searched for and notes made of interesting aspects and patterns. In
step three, the themes and subthemes were further organized using mind-maps. Step four
consisted of reviewing the themes, putting together those that merged into one another and
dividing others into separate ones. Step five included highlighting the essence and writing a
detailed analysis describing the collected data. In the last step, the quotes were added to
demonstrate and provide examples, and the analytic narrative of the results was finalized.
The interviews with pain rehab clinics were analyzed in a similar way, following the steps of
transcribing the interviews onto a computer, re-reading, structuring, sorting the themes and
looking for patterns. The main difference in the analysis of the interviews with the pain rehab
clinics compared to the patient interviews, were that the results were presented separately (per
clinic) and later compared to each other.

3.5 Ethical considerations
Information about the study and how the results were to be used was given to the interviewee
both in written form by paper or email, and orally, at the beginning of the phone call. In the
case neither a paper could be given out nor a functioning email address was provided, the same
information was given orally at the beginning of the phone call. To better be able to evaluate
the results, the interviewee was asked for allowance to record the phone call. If the interviewee
was not comfortable with this, the phone call was not recorded. Patients were assured the phone
call would only be re-listened to by the researcher. Recorded phone calls were stored in a
password protected map and deleted after processing the results.
Before participation in the study, the chosen patients to be interviewed about the initial and
round off questionnaire were given oral and written information about the study. The first
contact with the patient about the study was made via the hospital. Nurses from the four teams
were informed and given information and consent forms by the researcher to provide chosen
patients with. The patients were then asked to sign the consent form if they wanted to
participate. The form could be passed on to the researcher for further contact ones the first
contact by the hospital had been made and the patient had agreed to participate and give out his
or her phone number.
For the one-year follow-up questionnaire group, the hospital’s secretary group was informed of
the study by the researcher in written form, and asked to make a first contact with the patients.
Since these patients would have no further visits to the hospitals, they were contacted by phone.
Verbal information was given by one of the secretaries, and in the case a functioning email
address was provided, written information was sent out by the researcher to the patients who
had agreed to participate. When telephone contact was made by the researcher, the patient was
once again informed about the study. The information given by the researcher included aim of
the study, how the results were to be handled, that they were granted anonymity and that
participation was voluntary with no effects on the patients or their rehabilitation. Data from the
interviews were stored de-identified to ensure the anonymity and confidentiality of the
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participants.
Considerations were taken to what time and place suited the patient best for the interview. The
interviews were carried out as phone interviews considering the personnel’s opinion that
patients were often tired and emotionally exhausted after a visit to the clinic and would prefer
to do the interviews at another time than after the visit. Phone interviews made it possible for
the patient to pick a time that was suitable for them, when they would have the energy to reply
to the questions.
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4. Results
4.1 Interviews
The interview guide was created by the researcher based on guidelines for qualitative interviews
and with four main themes identified as the routines of the questionnaire, the layout of the
questionnaire, feelings connected to filling out the questionnaire and how important the
questionnaire was, seen from the patient’s perspective. (See Appendix A2 for the patient
interview guides.)
The interviews at Danderyd Specialized Pain Rehab Clinic were adapted to the three groups,
one for each questionnaire. The patients from each group were asked based on the nurses’
opinion of suitability, for the initial group depending on when their first visit was planned and
for the second questionnaire those patients ending the rehabilitation program in February –
March were chosen. For the first and second questionnaire, 15 patients per group was invited,
six patients per group wanted to participate. For the third questionnaire, nine patients were
called by the clinic, although only three could be reached. These three patients choose to
participate.
Two interviews were carried out at Karolinska University Hospital in Huddinge. Since the
patients at Huddinge need an interpreter, the option of carrying out the interviews in
combination with their visit to the clinic was preferred than trying to organize a trilateral phone
interview. This also made sure that the questionnaire was fresh in mind since they had just filled
it out.
Three interviews were made with the NRS responsible at Huddinge hospital, Aleris and
Stockholm Spine Center. The time for the interview were set up through email. Two other
clinics were reached out to, where it was not possible to perform the interviews.
The interview guide covered questions of the clinics’ routines for all three questionnaires, what
was done when patients did not respond, if one or several staff at the clinic was responsible for
transferring the results to NRS, if any studies had been performed at the clinic on how to
increase response rate, which factors that were considered to contribute to a high response rate,
and what information and feedback that was given to the patients. (See Appendix A3 for the
interview guide.)

4.2 The questionnaire routines at different clinics
In this section, the results from the interviews with NRS responsible personnel at Danderyd
Specialized Pain Rehab Clinic, Karolinska University Hospital Huddinge, Aleris Pain and
Stress Center and Stockholm Spine Center are presented.
Danderyd Specialized Pain Rehab Clinic
Before participating in the rehabilitation program, the patients fill out the initial questionnaire.
This paper is distributed via mail and the patient is asked to bring it to the first meeting at the
clinic. The questionnaire is expected to be completed by the patient. If it is not, help is given by
the personnel to explain and fill in the remaining questions.
The second NRS questionnaire is filled out at the end of the rehabilitation program. This is done
at the clinic during one of the last days of the program. There is always someone there from the
team to help and explain the questions.
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The last NRS questionnaire with the one-year follow up is distributed by mail to the patient. If
there is no response for about one-two months, one of the nurses calls the patient to remind.
The patient can then choose to agree to fill out a shorter questionnaire via telephone, ask for a
new questionnaire to be sent out or turn down the questionnaire. After this call no further
attempts are made and it is up to the patient to fill out the questionnaire or not (Löfgren &
Jansson, 2018).
Karolinska University Hospital Huddinge
The teams at Danderyd and the one at Huddinge all belong to Danderyd Specialized Pain Rehab
Clinic and the results are reported together to the NRS. The initial questionnaire is distributed
the same way as at Danderyd hospital with the difference that the questionnaire is most often
completed at the clinic. A substantial amount of time at the first meeting is spent filling out the
questionnaire together with the nurse and the interpreter. If there is not enough time to finish
the questionnaire another meeting is booked to fill out the rest.
The procedures of the second NRS questionnaire is alike the ones at the Danderyd. The
questionnaire is filled out during one of the last days of the program with one of the team
members present, and in this case with the interpreter beside the patient.
The last NRS questionnaire can be distributed per mail to the patient if help with translation can
be given by the patient’s family or relatives. If not, and more commonly, the one-year follow
up questionnaire is filled in during a booked meeting one year afterwards at the clinic. The
questionnaire is completed with a team member and an interpreter present.
The impression from personnel at Huddinge pain rehab is that they have a high response rate
because of the booked meetings with an interpreter by the patient’s side, providing no reason
not to fill out the questionnaire. The questions are read out to the patients via a team member
and interpreter, and misunderstanding of the questions could be avoided through attendant
questions. Interviews performed with two patients at the clinic in Huddinge showed high
satisfaction of the questionnaire procedures, with no wishes to change anything in the
procedures. The patients’ knowledge about how the results from the questionnaire are going to
be used and about NRS were limited, although the patients were motivated and considered the
questionnaire very important since a meeting had been booked at the clinic to complete it
(Patients at Huddinge, 2018).
The main difference between the questionnaire procedures at Karolinska University Hospital
Huddinge and the procedures at Danderyd Specialized Pain Rehab Clinic is the presence of an
interpreter and the time available at the clinic to fill in the questionnaires. At Huddinge, all three
questionnaires can be completed with a team member and interpreter present, while this is not
the case at Danderyd where only the second questionnaire is completed at the clinic.
Main differences in the routines around the NRS questionnaires between Huddinge and
Danderyd Pain Rehab Clinic locations:
- All three questionnaires are completed at the clinic.
- Patients have an interpreter by their side and team member reading the questions out loud
who can answer any questions.
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Aleris Pain- & Stress Center
Already at the first meeting with the nurse, the patient is informed that there will be two more
questionnaires to fill out. The patient is informed about the questionnaires, the purpose of them
and the importance to fill them in.
The questionnaire that is to be filled in at the end of the rehab program is scheduled in sometime
during the last two weeks. One person is assigned to hand out the questionnaire. The
questionnaire is given to the patient and brought home to be filled in. At the next visit it is
handed in to the reception desk. A note is made whether the questionnaire is returned or not. If
not, the patients rehab team is notified to remind the patient to fill out the questionnaire during
the last weeks visits. If the patient keeps forgetting to hand in the questionnaire, a stamped
envelope is given to the patient to return it in. If the patient has dyslexia or is unsure of how to
fill out the questionnaire, a meeting can be booked and help given. One week after finished
rehabilitation a meeting with the doctor is scheduled, which is another chance to hand in the
questionnaire, although it is preferable to have it handed in before, so that the results can be
discussed by the doctor.
For the one-year follow up questionnaires, the routines have changed slightly. The
questionnaires are sent out by mail. The patient can choose to send it back to the clinic by mail
or bring it to the one-year follow-up meeting. What has changed is the constitution of the group
with which the one-year follow-up meeting is booked. Earlier the patients were called to the
meeting depending on when they started their rehabilitation. This meant that the patients did
not necessarily meet patients and staff they knew from their rehabilitation group. One
physiotherapist and one psychologist would host the meetings. The attendance could be poor
and differ from five to twenty persons. Wishes were put forward from the patients that they
would rather see the familiar faces of personnel on their team or patients from their
rehabilitation group that they knew from before. This lead to a change in the way the groups
for the one-year follow up meeting were organized with a higher attendance, patient satisfaction
and response rate as results. The questionnaire is often handed in at the meeting. If the one-year
follow-up questionnaire is not sent back or returned at the one-year follow up meeting, one
phone call is made to remind the patient.
The one-year follow up meeting is considered a great way for the clinic to get feedback on the
rehabilitation. Feedback to the patient on the questionnaire can be given when asked for,
although more feedback is given on the first two questionnaires towards the parts that the efforts
are focused on. The amount of feedback given to the patient on the questionnaire can differ
between teams. The patients seem to appreciate being shown what has changed and within
which areas. This could also be a good opportunity for discussion of why certain numbers have
increased or decreased a lot.
The clinics high response rate is believed to be due to thorough information about the
questionnaires. The first questionnaire is compulsory and must be filled out before participating
in the program. For the second questionnaire, one person is responsible for handing the patients
the questionnaire and the patient is given a set date when the meeting is and when it must have
been completed. The registration and control of who has not sent in the questionnaire makes it
possible to inform the patients’ team and for team members to push the patient to fill in the
questionnaire, and remind them during the last visits to the clinic. Information is given to the
patients about NRS and explanations given to why it is important to fill it in (Aleris, 2018).
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Main differences in the routines around the NRS questionnaires between Aleris Pain- &
Stress Center and Danderyd Pain Rehab Clinic:
- Informing about all three questionnaires at the first meeting.
- Offering a possibility to complete the questionnaires at the clinic.
- One person in the staff is responsible for distributing the questionnaires.
- Set deadline to fill in the questionnaire.
- Keeping track of who has not completed the questionnaire when it is getting closer to the
deadline.
- Thorough information about NRS and how the results are used.
- Offering a one-year follow up meeting with the other patients from the same rehab
groups and personnel from their rehab team.
Stockholm Spine Center
At Stockholm Spine Center all three questionnaires can be filled out at home and brought to the
clinic. The first questionnaire is mailed to the patient and brought to the first meeting with the
nurse. If it is not finished, it can be completed at the clinic. At the first meeting in the clinic, the
nurse is informing the patient about the necessity of filling in all three questionnaires, and he/she
gives information about NRS and what the results are used for. The second questionnaire is
given out sometime during the last two weeks of the rehab program and returned on the last
visit, at the latest. The one-year follow-up questionnaire is sent home to the patient including a
stamped return envelope. If the one-year follow up questionnaire is not returned, it is filled in
at the one-year follow up visit. If the one-year follow-up meeting is not attended, and the
questionnaire not returned within a month, one phone call is made to remind the patient.
Earlier changes were made to make it easier for patients to fill out the questionnaire. Three
computers were set up at the clinic where patients could fill out the questionnaire. The results
entered went straight in to the patients’ medical record and a file was sent to the NRS. It was
considered a smooth process by the personnel since the results could be referred to by the doctor
directly without the need to transcribe. The problem was that NRS did not accept the file, which
lead to double administrative work transferring the results to the registry. When a new platform
is in place at the registry this could be a good solution according to Stockholm Spine Center.
A computerized solution is likely to be implemented in the future according to NRS registry
holders. Investigations are made on a web-based access through the 1177 website, although it
is not clear when this will be done. The implementation date depends on Uppsala Clinical
Research Center (UCR) who is responsible for the web development.
Paper and pen are the currently used methods, meaning the high response rates at Stockholm
Spine Center is not due to any computer option. One of the factors leading to a high response
rate is considered double checking that the patients have filled out the questionnaire. This is
done by NRS responsible staff member at the clinic, who informs the rehab team members of
the patient to remind the patient during the visits. If the questionnaire is not completed, the
patient is offered to complete the questionnaire at the clinic with the ability to ask questions to
a member of the staff.
Something that could be improved according to the clinic is the feedback to the patients on their
questionnaire answers. The main reason for not being able to give more feedback to the patient
is that the first two questionnaires are brought by the patient to the clinic. Thereby the result is
not inscribed when they come to their visit. If the patients send in the one-year follow up
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questionnaire in advance of the one year follow up meeting, feedback can be given. A faster
transfer of the results from the questionnaires in the future, opens up possibilities for more
feedback to the patients (SSC, 2018).
Main differences in the routines around the NRS questionnaires between Stockholm
Spine Center and Danderyd Pain Rehab Clinic:
- Informing about all three questionnaires at the first meeting.
- The questionnaire at the end of rehab is handed out some week before finishing the
program with a higher possibility to follow up and make sure it is returned by the end.
- One person is responsible for double checking that the questionnaires are completed
and if not, to inform the rehab team so that the patient can be reminded.
- Offering a possibility to complete the questionnaires at the clinic.
- Thorough information about NRS, and how the results are used.
- Offering a one-year follow up meeting.

4.3 Results from patient interviews
This section presents the results from the semi-structured qualitative interviews according to
the three different groups.
Initial questionnaire
Interviews were done with six patients about the initial questionnaire, four female and two male
aged 32-58 years old. Reasons for not completing the questionnaire right away were linked to
waiting for a calm day without disturbances and having enough time and energy to fill it in.
“I looked through it first and then filled it in on a
day when I had the time, desire and energy to
do it.”
The questionnaire was preferred by all interviewed patients to be filled out at home, even though
two patients left some questions unanswered to be clarified by the personnel at their first visit.
The routine could be improved according to some patients by being given the option to fill out
the questionnaire on a computer, while others were happy to complete it with paper and pen or
either way. All interviewed patients except one felt that they were informed about the purpose
of the questionnaire. In the case the purpose was not considered fully explained by staff, it was
still assumed to be understood by oneself.
The information about the questionnaire and how to fill it in was enough for all but two patients
who were expressing difficulties to fill in some of the questions due to lack of information on
how to interpret the question or the answer and lack of someone to ask. One of the patients
would have preferred a “not applicable alternative”, for example the question “Are you waiting
for the pain to wear off?” was considered not applicable for a patient experiencing the same
pain at all times. Another patient thought that the questionnaire had a too large part related to
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mental health.
“A large part was related to mental health even
though I did not associate it with that.”
One patient was suggesting an online questionnaire where there would be links one could click
on to get more information to make sure that the question was not misread. Two patients
considered the questions vague and had asked for clarifications, while the other four patients
found all questions understandable. Other difficulties in completing the questionnaire was due
to the severity of the pain shifting from day to day, thereby making the answers to the
questionnaire different depending on what day it is filled out.
“The pain is so different from day to day. It is
hard to put a number on the scale.”

A suggestion of having two different scales, one for a good day and one for a bad day was
suggested.
“There could be a splitting between a good and
a bad day.”
The fluctuations in pain between different days and weeks was believed to affect which day the
questionnaire was filled in and it was thought that marking one alternative would make the
caregiver think this was always the case. The scaling questions were also considered difficult
by another patient because of the shifting between different gradings.

“It is difficult when they jump between different
gradings.”
Even if the front page of the questionnaire left no deeper impressions on any of the interviewees,
the layout gave the impression of a formal, serious questionnaire. Several patients expressed
feelings of their pain finally being taken seriously and a hope of getting the help they had been
looking for.
“I was given the impression that my pain was
finally taken seriously.”

Some of the questions were experienced as being asked several times from different
perspectives making patients wonder whether these were trick questions to see if they would
remember what they had previously replied or part of the questionnaire set up.
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The patients’ first impression of the questionnaire was that it was thoroughgoing, “thick”, “lots
of questions” and a feeling of “this will take a long time to answer” were common comments.
The amount of text on each page was experienced to impact the concentration and a wish for
one question at a time as a computer alternative was put forward. This was said to make it easier
to keep focus and not get overwhelmed by how thick a bunch of papers it is.
“The biggest improvement one can make
would be to make the questionnaire
digitalized.”
To fill in the questionnaire could be associated with anxiety and an unpleasant feeling of having
to investigate one’s own pain, there was also the fear of being misunderstood or answering
incorrectly. While some patients just think of it as something to complete and be done with
without further thoughts.
“It could be that I answer differently to similar
questions. I don’t know if it [the questionnaire]
gives a true picture of my condition.”

All interviewed patients stated that they were motivated to fill out the questionnaire, the only
suggestions made to further increase motivation was monetary incentives and more information
about the reasons why the questionnaire should be filled in and how it is used as a tool for
further investigation. No reasons were found not to fill in the questionnaire. Reasons for not
completing the questionnaire right away were not linked to motivation but rather wanting to fill
in the questionnaire closer to the first meeting making it as current as possible, or wanting to
save the questionnaire for a time and place when it could get all focus without any disturbances.
“I filled it [the questionnaire] in the evening
before…I wanted to make it as up-to-date as
possible.”
All patients felt that the questionnaire was important to them. Deeper reflections might not have
been made at the point the questionnaire was filled in on how important it was and a
feeling of “This is something I must do that is important for the clinic” seemed reoccurring.
Reflections that were made during the first meeting at the clinic and the interview were deeper
and circling upon the importance for the clinic to be able to understand them and their
background and the importance of it as providing an overview for their rehabilitation.
“The feeling of how important it [the
questionnaire] was grew stronger throughout
the conversation at the first meeting.”
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The questionnaire could be personally beneficial by providing a way to see the problems from
different perspectives and for the patient to evaluate their pain and see within which areas
developments could be made.
” It will be fun to see in what form the results
are presented. Where do I think wrong? In
what areas can I develop?”

Even if not all patients knew exactly how the results were to be used, it was assumed to be for
a good and important purpose. The knowledge about the NRS stretched from not knowing
anything (or little) to one patient who recalled being informed about it by one of the nurses.
Questionnaire at the end of the rehab program
Interviews were carried out with six patients, five female and one male, aged 36 – 58 years old.
The first impression ranged from feelings of “Do I have to do this again? There are so many
questions” to “This is important to see what has changed”. The routines were considered good,
the option to start filling in the questionnaire at home was appreciated as well as the opportunity
to fill it out in the clinic with a possibility to ask questions. One patient expressed stress over
having to complete the questionnaire in an hour because of another session afterwards and
would have wanted more time. This patient regretted afterwards not having started to fill it in
at home.
Difficulties in answering the questions were affiliated to the phrasing of questions, questions
that merge into one another and where to put a mark on the scaling axis. Estimating the health
status on a scale stretching to “Worst imaginable state” is subjective and depends on what the
patient compares to. Imagining people who suffered in a war, the patient’s pain would be put
somewhere else on the scale than if compared to someone who has not been exposed to severe
trauma.
“There are always those who have been
through worse.”

Clarification of some of the questions that could be misinterpreted and a computer alternative
were put forward to make the filling in process easier.
“I don’t mind filling in the questionnaire, it is
more a question of if I filled it in correctly.”
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It was considered confusing that the series in which the answer should be given was changing.
For example, in one question the answer should be given from “1. Most often” to “4. Not at
all”, and in another question from “1. Not at all” to “4. Most often”.
“It would be easier if one could answer in the
same series.”

The environment at the clinic was highly regarded, the patients felt comfortable and were happy
to fill out the questionnaire at the same time as the rest of their rehabilitation group.
“It was a big room with many options, different
chairs, different cushions etc.”

“I didn’t mind that we filled it in at the same
time, we have come close to each other in the
rehab group.”
All patients seemed happy to fill in the questionnaire at the clinic, even if some patients wanted
to start at home. The possibility to ask clarifying questions at the clinic was appreciated.

“It is good to fill it in in peace and quiet at home
too, but then one is alone if questions pop up.”

One suggestion was made to split the questionnaire into two parts, where one part could be
filled out at home and another one at the clinic where it would be handed in.
”If it [the questionnaire] would be sent home by
mail or even email, no one is pushing you to do
it.”

Comments about the layout are divided, while some consider it “boring”, “nagging”, “fuzzy”
and with “too many questions” others think it is “Very good, simple and clear”.
None of the patients thought this questionnaire was harder than the first one to fill in.
Emotionally the first questionnaire caused stronger reactions having to think through the pain,
the whole life situation and realizing how bad it was, while the second questionnaire was
emotionally easier after having gone through the pain rehabilitation and processing the pain.
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“It was easier to fill out after have gone through
education about the pain.”

Four out of six patients knew little or nothing about how the results were to be used.
“It would be interesting to know more about
how the results from the questionnaire are
going to be used.”
The questionnaire was seen as important even if NRS was unknown or merely recognized as
having been mentioned to the patients. When asked questions about the importance of the
questionnaire, several patients thought of the importance of knowing what had changed since
they started rehabilitation. The following statement was made:

“I was imagining the first questionnaire to be
more important, but then they explained that
we will talk about and compare both. That
made it feel important.”

The questionnaire is believed to be beneficial to the clinic and therefore beneficial to the patient
in the aspects of informing the clinic about one’s condition, seeing the difference before and
after the rehab and by making the patient reflect over the condition.

“It is beneficial to me when I meet my
physician and can see the difference before
and after the rehab program.”

One patient explained that it felt a little burdensome to fill in a similar questionnaire again in a
year, but also showed excitement about what could have changed in a year.

“It will be very exciting to see what has
changed in a year, if there is any comparative
meeting afterwards, but I don’t know if there
is.”
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One-year follow-up questionnaire
Contact could be made with three patients, two female and one male, aged 27 – 44 years old.
Several attempts were made to reach out to additional.
Two out of the three patients remembered previously being informed about the one-year followup questionnaire. The patients reported different reasons for not responding. One saying the
one-year follow-up questionnaire was never received. This patient had the motivation to
complete the questionnaire, considered it as important as the other two questionnaires and could
see no reason not to complete it if it would have been received.

“I never got the one-year follow-up
questionnaire.”

Another patient found the questionnaire to be “too much” and something that was “put on top
of everything else”. The questionnaire was neither seen as important nor beneficial to the
patient. Feelings of being exhausted and not having the energy to complete it alone in
combination with a feeling of being abandoned by the clinic was also contributing to the
decision.
“I felt like I had nothing to do with the clinic
anymore. Filling out the questionnaire would
not help me.”
The first two questionnaires were considered more important since the patient had a sense of
belonging to the pain rehab clinic at Danderyd and it was done during the rehabilitation. Since
the last questionnaire was not considered to help the patient it felt more important to focus on
work, everyday life, continue to work on the pain rehabilitation alone and fight to get continued
help in the form of for example physiotherapy. A feeling of being overwhelmed by other musts
and trying “to survive every day” did not make the questionnaire a top priority.
“It must be planned, scheduled, otherwise I will
never get it done.”
The patient stated that a shorter questionnaire that could be filled in on a computer would be
more motivating along with continued help and follow-up on the pain rehabilitation.
The third patient did complete the questionnaire; however, it was never mailed back.
Difficulties in defining the answer to one of the given alternatives and side notes ended up
making the paper cluttered and never returned. The questionnaire was considered important,
equally important to the other two questionnaires. It was completed although never sent back
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because of too many side notes.
“I wrote too much on the paper, it got cluttered
so I never mailed it back.”
When contacted by the clinic about not-replying, a request for a new questionnaire was put
forward by the patient. This questionnaire was never received.
Difficulties in estimating the scaling questions and the absence of someone to ask was expressed
to made it hard to fill in. A computer-based questionnaire was suggested to solve the problem
of a cluttered questionnaire and by providing information links so that questions could be
clarified. It was also suggested that if filled in by paper and pen, bringing the questionnaire to
the clinic would offer the possibility to discuss the answers where side notes had been made.
NRS and the questionnaire results
Most patients throughout all interviews expressed a limited knowledge about how the results
will be used and what the NRS, is. The following statement was made:

“[About NRS] I don’t know what that is.”

If the patients are given information about NRS and how the results are used by Danderyd
Specialized Pain Rehab Clinic, they seem to forget.
“I don’t know, but I hope the results will help
other people too.”
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4.4 How response rate can be increased in a healthcare setting and other fields
The agreement between factors increasing response rate within all fields where questionnaires
are used (table 2) and findings according to the patient interviews are presented below in table
3. How well the factors agree is given in the form “Agree”, “Partly agree” or “Do not agree”.
Table 3. Comparison of how well factors found in earlier studies and this study agree.
Factor found in earlier studies:

Patients views:

Agreement:

1. The questionnaire has a clear
design and simple layout (Puleo,
Zapka, White, Mouchawar, &
Somkin, 2002; Ng Chirk, 2006).

Mixed views on the
questionnaire, some
patients consider it clear
and simply, while others
think this could be
improved. It was
considered a serious,
formal questionnaire.

Agree with patient
wishes. Partly agree with
how the NRS
questionnaire is
perceived.

2. The questionnaire is carefully
piloted and tested. The questions
should be understood by the
respondents in the same way
(Puleo, Zapka, White, Mouchawar,
& Somkin, 2002; Stone, 1993;
Kelley, Clark, Brown, & Sitzia,
2003; Wilson, 2013).

Not all patients
understood the questions
and the risk of
misinterpretation is put
forward by the patients.

Agree with patient
wishes. Do not agree
with how the NRS
questionnaire is
perceived.

3. The participants attention is kept
by the way the questions are
phrased. The questions should be
short and not double-barrelled.
Negative phrases and words are
harder to process for the respondent
(McColl, et al., 2001; Willis, 2005;
Ng Chirk, 2006; Gehlbach, 2015).

Common complaints
were about the phrasing
of the questions and
changing answering
series.

Agree with patient
wishes. Do not agree
with how the NRS
questionnaire is
perceived.

4. The purpose and focus of the
questionnaire is clear and concise
(Edwards, Roberts, Clarke,
DiGuiseppi, & Pratap, 2002;
Oppenheim, 1992; McColl, et al.,
2001).

While some patients
agree, others found some
of the questions nonapplicable.

Agree with patient
wishes. Partly agree with
how the NRS
questionnaire is
perceived.

5. The questionnaire is interesting
to look at (Keeter, Kennamer, Ellis,
& Green, 2001; Ng Chirk, 2006).

Most patients considered
the questionnaire “long”,
“nagging” and “fuzzy”
while others liked it. It
was considered a serious
questionnaire.

Agree with patient
wishes. Partly agree with
how the NRS
questionnaire is
perceived.
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6. In the case postal questionnaires
are used, a stamped return envelope
should be included (Edwards,
Roberts, Clarke, DiGuiseppi, &
Pratap, 2002; Wakabayashi,
Hayashi, Nagai, Sakamoto, &
Iwasaki, 2012).

This is done at Danderyd
Pain Rehab and the other
investigated clinics
where postal
questionnaires are used,
although several patients
would have preferred a
digital option.

Agree. It is applied at the
clinic, although a
computer option often
would be preferred.

7. Participants are given incentives
or prizes for participating (Halpern,
Übel, & Berlin, 2002; Robb,
Gatting, & Wardle, 2017; Hanson,
et al., 2015).

Monetary incentives or
prizes was suggested by
one patient out of fifteen
interviewed.

Partly agree with patient
wishes. It is not applied
at the clinic.

8. If suitable, the questionnaire is
delivered electronically (Shannon
& Bradshaw, 2002; Weimiao &
Zheng, 2010).

A digital alternative was
requested by several
patients.

Agree with patient
wishes. This alternative
is not currently provided.

9. A personalized invitation and
notification about the study is sent
out beforehand (Edwards, Roberts,
Clarke, DiGuiseppi, & Pratap,
2002; Sharp, Cochrana, Cotton,
Gray, & Gallaghe, 2006).

This is done by the clinic Agree.
for the first
questionnaire. Patients
recall being informed and
asked to complete the
questionnaire.

10. A researcher is in place to
answer questions and collect the
questionnaires (Boynton P. M.,
2005).

To answer the
Agree.
questionnaire at the clinic
with a team member
present was appreciated
by the patients.

11. The aim of the study and why
completing it is important is clearly
explained (Oppenheim, 1992;
Sapsford, 1999; Wilson, 2013).

Most patients are unsure
how the results will be
used and wish to be
informed more about
this, a few remember
being informed.

Agree with patient
wishes. Do not agree
with how current NRS
questionnaire routines
are perceived.

12. The participants feel that they
are stakeholders in the study
(McColl, et al., 2001; Hanson, et
al., 2015).

Divided answers.
Believed by some to be
beneficial for themselves
and/or the clinic, by some
not. Considered
important factor by the
patients when they fill in
the questionnaire, that it
is beneficial to do so.

Agree with patient
wishes. Do partly agree
with how current NRS
questionnaire routines
are perceived.
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Several factors partly agree or do not agree with how the current NRS questionnaire is
perceived. Reasons to why the questionnaire is badly perceived seems to be inability to
communicate the importance and beneficence of the questionnaire. The questionnaire is, by
most patients, not perceived to have a design that is clear and easily understood.

5. Action plan with recommendations for a way forward
This section contains guidance for Danderyd Specialized Pain Rehab Clinic on how return rate
could be increased for the one-year follow-up questionnaire. It also includes suggestions on
how to expedite the return of the two other NRS questionnaires. The suggestions are based on
results from the interviews and literature studies.
5.1 Regarding all three questionnaires
Increased information about the questionnaires & NRS

The patient interviews within all three groups have shown that knowledge about how the results
are used and about NRS are low. A difference between the clinics with high response rate and
Danderyd is how much information is given to the patients about NRS and the questionnaire.
While all clinics give verbal information to the patient about the questionnaires, Aleris and
Stockholm Spine Center seem to have more thorough information about NRS and point out the
necessity of the questionnaires already at the first meeting. Well informed patients were
considered one of the main factors contributing to high response rate.
A suggestion is to inform the patient at the first meeting that there will be three questionnaires
and point out the importance of completing all three. Group meetings where all participants are
informed about NRS and get a clear explanation of how the results can be beneficial to the
patients, the clinic and future patients could be set up. There could be a contract the patient
signs that he or she agrees to fill in all three questionnaires. Since many patients struggle with
memory loss, getting information both verbally and for example through an information video
might make it easier to remember and understand by also providing a visual input. Information
lectures on NRS, how the results are going to be used and why it is so important to fill out the
questionnaire can increase patient’s motivation.
Notifications and reminders

Having a person responsible for close follow-up on who has completed the questionnaire and
who has not in combination with notifications to the rehab team and reminders given to the
patient, seems to have a positive effect on response rate to the questionnaires at Aleris and
Stockholm Spine Center.
Option to fill out questionnaire on a computer

A future way to complete the questionnaire is likely on computers, even if support for the NRS
questionnaires to do this is not available today. A computerized system would likely speed up
return rate and thereby increase possibilities of personalized feedback by providing the
information faster to the rehab team. A computer option might also solve the problem with
unfinished questionnaires and time spent completing the questionnaire during the first meeting
by not being able to move on to the next question until the first one is finished. There could also
be clickable explanation links to questions that run the risk of being misinterpreted. This could
save time for the rehab teams by having to spend less time explaining and provide a possibility
for the patient to get explanations right away while filling out the questionnaire.
Most of the non-responders to the one-year follow-up this year are in their 20s or 30s,
generations growing up with computers, where a computer option could be more tempting than
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manually completing the questionnaire. Some patients prefer to complete the questionnaire by
paper and pen. To satisfy both groups a computer option could be given, although it should not
be the only option. This is supported by both literature studies and requested in the patient
interviews.
Changing the frontpage layout

The front page of the questionnaire is not leaving any deeper impression on the patients, if any
at all. If the front page could be changed, so that it is more interesting to look at, highlighting
why the study is important and keeping the purpose clear and concise, this could increase
response rate according to literature studies (Keeter, Kennamer, Ellis, & Green, 2001; Ng Chirk,
2006).
5.2 Regarding the one-year follow-up questionnaire
Adding a one-year follow-up meeting

The two interviewed clinics with higher response rate (Aleris and Stockholm Spine Center)
have the one year follow up meeting, while Danderyd does not. The meeting poses another
chance to fill out the questionnaire, complete it at the clinic if it is not possible at home and ask
clarifying questions to the personnel. It is another chance to bring the questionnaire if the patient
has not returned it by mail or a possibility for the patient to get some feedback on the
questionnaire if it was sent in beforehand. It could speed up the return rate by offering feedback
to the patients who mail in the questionnaire beforehand. The personal gain of completing the
questionnaire in the form of increased feedback and a follow-up meeting could make the
patients feel like stakeholders in the study, which is supported according to literature studies
(McColl, et al., 2001; Hanson, et al., 2015). The idea of a one-year follow-up meeting was
suggested to one of the patients who did not complete the questionnaire and it received a very
positive response. The patient considered that a one-year follow-up meeting with feedback
could make it worth completing the last questionnaire.
Tracking the mailed questionnaire

There are possibilities to track mail. For example, if the questionnaire is sent by registered mail
and personal delivery. This would infer a higher cost, although making sure that the
questionnaire is delivered as planned to the patients and not get lost on the way there. It seems
to be the case according to two of the patients that their questionnaire was never received.
Giving the option to return by mail or at the visit

Providing the option to hand in the questionnaire by mail or at a visit increases occasions where
it can be return and is thereby likely expediting return and increasing response rate.
5.3 Regarding the questionnaire at the end of rehab
Making sure the time is sufficient

Patients were happy with the option to start filling out the questionnaire at home beforehand if
they wanted to. Continuing to offer this possibility can expedite the return of the second
questionnaire. Still it needs to be assured that patients who prefer to fill out the questionnaire at
the clinic, not have their next activity booked too closely in time. They should be given
sufficient time to complete the questionnaire without stress. Stockholm Spine Center hands out
the end of rehab questionnaire one or two weeks before finishing the program with a higher
possibility to follow up and make sure it is returned by the end. It has been shown in the
interviews that the time for completing the questionnaire is very individual and can range from
twenty minutes to five hours. Thereby individual solutions permitting the patient to start filling
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it out beforehand could be offered.
5.4 Regarding the initial questionnaire
Being able to ask questions and complete the questionnaire at the clinic

Patients who struggle to complete the initial questionnaire by themselves could be offered a
visit to the clinic with the possibility to ask questions to a member of the staff and complete it
during a booked meeting. This is a possibility at Aleris and Stockholm Spine Center.
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6. Discussion and Conclusion
6.1 How to increase response rate at Danderyd Specialized Pain Rehab Clinic
The main aim of the study, to find out how response rate can be increased at Danderyd
Specialized Pain Rehab Clinic, can be achieved by increasing the information about NRS to the
patients and explaining why completing the questionnaire is so important. Increasing the
personal beneficence and feedback on the questionnaire could also improve motivation to
complete it. The suggestions made in the action plan (see section 5) would increase response
rate and expedite return by increasing awareness and interest in the questionnaire, providing
several options for the return of the questionnaire and a more personal contact for asking
questions related to the questionnaire.
Several factors listed in table 2 (section 2.6) are linked to questionnaire design (factors 1-5),
already used by the clinic (factor 6) or depending on economy (factor 7-10). Some factors listed
to increase response rate might not be possible to change for Danderyd Specialized Pain Rehab
Clinic. Major changes when it comes to the questionnaire, for example layout and phrasing of
the questions, must be done by NRS responsible. Monetary incentives and prizes for
participating can only be given when the budget allows. In a hospital setting it is unlikely that
money can be put aside for this purpose. Monetary incentives can also lead to problems and
does not necessarily increase the response rate (Koetsenruijter, van Lieshout, & Wensing,
2015).
Factors where clarifications and improvements could be made by the clinic are mainly “factors
8-12”. The clinic could focus on ways to make sure the patients are well aware of the aim of
the questionnaire, and why completing it is important, have a member of the staff present to
answer questions and collect the questionnaire (if possible also for the one-year follow-up
questionnaire) and making the participants feel that they are stakeholders in the questionnaire
study.
When comparing the findings of the literature study with the findings of the interviews,
improvements were wished for by the patients, for example when it comes to the factor
concerning a clear design and simple layout (factor 1). A clearer questionnaire was desired by
many patients who did not consider current questionnaire easy to understand. How clarity and
simplicity is achieved can be difficult, since individuals experience this differently. While some
patients found it easily understandable, others would have wanted answers in the same series,
clarifications whether the grading questions were for a good or bad day, and they were uncertain
of whether their answer would be misinterpreted. The scaling questions as they look right now,
might not be optimal. Further investigations on objective measuring tools of for example
variations in gray matter density (see section 2.1) could make diagnosis faster. The changes in
pain perception could possibly be measured better in the future with such medical devices than
with a questionnaire. If the measures could be done more often or for longer duration, it would
give a better idea of how the pain is varying. The method that is considered the best available
today is to let the patient estimate and describe the pain. However, if the patients are unsure
how to answer the scaling question in the questionnaire, they might rather not answer at all than
provide an answer that can be “wrong”. The patients’ answers are in line with earlier studies
that the questionnaire should be clear and simple to make it easier to fill out. Whether this is
already achieved, or not, there are different opinions about. One important point that emerged
throughout the interviews was the feeling that the NRS questionnaire was a formal
questionnaire and they felt like their pain had finally been taken seriously. While striving for a
clear and simple questionnaire, it must still be kept in mind to maintain the patients, feelings of
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being taken seriously, and provide all the information needed for the caregivers.
“Factor 2” according to table 3 (section 4.4) says that the questionnaire is carefully piloted and
tested, and the questions understood the same way by all respondents. It is unclear how this has
been done in the case of the NRS questionnaire. The layout and phrasing of the questionnaire
might need a new piloting and testing to make sure the questions are not misunderstood, since
it gives rise to questions among the patients and uncertainties. The configuration of the
questionnaire might not be optimal for chronic pain patients since the degree of pain fluctuate
over time. Questionnaires for varying conditions, such as pain, could offer more than one
answer, letting the patients describe what their pain is like on good and bad day and how much
it is varying. Changing the questionnaire, so that the answers follow the same series and leaving
room for comments might, furthermore, make it easier for patients to explain their answers.
However, it needs to be considered, that while leaving room for patients to add extra comments,
the time to transfer the results will increase. “Factor 2” (section 4.4) agree with the patients’
wishes for a questionnaire that cannot be misinterpreted. Right now, that risk seems to exist
with the NRS questionnaires. Providing a paper or link to the website with further explanations
of the frequently asked questions, could be one way to try to make sure that the questions are
understood the same way by all patients. Ideally, this would not be needed since different clinics
explanations could affect the answers.
When it comes to “factor 3” table 3 (section 4.4), that the participants attention is kept by the
way the questions are phrased, it is interesting that the same questionnaire is distributed by the
other clinics, for example Aleris and Stockholm Spine Center. This could mean that either these
clinics higher response rate have nothing to do with the phrasing of the questions, that the
specific patient group at Danderyd find it more difficult to understand the questions or that the
patients at Danderyd are less interested in the questionnaire. If the phrasing of a question leaves
a patient unsure what to reply, this increases the risk of false answers and can decrease response
rate due to a fear of the answer being misinterpreted. In all questionnaires, optimally the
questions and answers would not be possible to misinterpret. Something the two clinics with
higher response rate (Aleris and Stockholm Spine Center) do to avoid this, is offering a
possibility to complete the questionnaire at the clinic. Having someone in place to ask questions,
and that is collecting the questionnaire, is wanted according to literature studies (Boynton P.
M., 2005) and interviews. Since response rate is higher for the initial questionnaire than the
other two, it could also mean that the participants attention is kept by phrasing of the questions
the first time it is filled out, although not while being asked very similar questions twice again.
According to the patient interviews, very few patients see the purpose and focus of the
questionnaire as clear and concise (factor 4). During the interviews, it has been shown that some
patients find the focus to be too much on mental health, while how the results are used, and
what the NRS is, seems unclear to the patients. The patients first impression is rather the
opposite to concise, comments about the thickness and large amount of questions were
common. While some patients request a shorter questionnaire, others are fine with filling in the
approximately 20 pages if all information is needed for their future care. This could differ from
other settings, that a larger questionnaire is acceptable, to make sure everything about the
condition is known. If the purpose of the questionnaire, and how it will help the patients if they
fill it out is clearly stated, a longer questionnaire seems acceptable to the patients. While the
patients either know, or have drawn their own conclusions about the purpose of the
questionnaire, not many patients know how the results are used and wish to know more about
this. This means that (factor 11 & 12) would be appreciated according to the patient interviews,
agreeing with earlier studies (Oppenheim, 1992; Wilson, 2013; McColl, et al., 2001; Hanson,
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et al., 2015).
A stamped return envelope is included (factor 6) when Danderyd Pain Rehab sends out the 3rd
questionnaire, which is also recommended in previous studies (Edwards, Roberts, Clarke,
DiGuiseppi, & Pratap, 2002; Wakabayashi, Hayashi, Nagai, Sakamoto, & Iwasaki, 2012).
According to the patient interviews, the return of the questionnaire would in most cases
preferably be done digitally or personally to the staff. Even if the questionnaire was completed,
mailing it backstopped one of the patients, saying it would have been returned if a digital
alternative would have been provided (see results, section 4.2). The suggestions of a computer
alternative are thereby supported both by literature studies (Shannon & Bradshaw, 2002;
Weimiao & Zheng, 2010) and interviews performed in this master thesis. The limited number
of patients interviewed makes it hard to draw any conclusions when it comes to age, although
it was noticed that patients in their 20s and 30s were more positive towards a computer option.
Incentives in the form of money or discounts were suggested by one patient to increase
motivation to complete the questionnaire. This is in line with previous studies (Halpern, Übel,
& Berlin, 2002; Robb, Gatting, & Wardle, 2017; Hanson, et al., 2015), although it was only
suggested by one out of the 15 patients interviewed at Danderyd. It is noticeable that this was
not suggested by more patients. There seems to be no expectancy that it would even be possible
to get monetary incentives. To make patients more motivated to fill in the questionnaire seems
to be a question of making them get more out of filling in the questionnaire instead. Increased
feedback from the questionnaire is requested and could make the patients feel like stakeholders
in the study. Commonly suggested to increase motivation, and thereby response rate, was
knowledge about how the information will help the patient and why it would be important and
beneficial for the patient to complete the questionnaire. All patients, even the one suggesting
monetary incentives, believe this might not be applicable in a healthcare setting, where the
money needs to go into the care, and the budget does not allow this, which makes this “factor
7” only partly agree with earlier studies. This could be a factor that differs in a healthcare setting
compared to other fields.
Thorough information has been shown important, according to literature studies (Oppenheim,
1992; Wilson, 2013), patient and clinic interviews. To receive a high response rate, it seems to
be of outmost importance to clearly inform the receiver of the questionnaire why completing it
is so important. If the participant does not understand what the questionnaire is good for and it
is neither personally important nor beneficial, it is understandable that time will not be put into
completing it. The best and clearest way to provide information can be debated. While people
tend to remember differently, both verbal and visual information might be given with the facts.
Preferably also leaving an emotional feeling of how important it is and that it needs to be done.
Since some chronic pain patients struggle with memory loss, this adds an extra dimension to
the possibility of forgetting the questionnaire, why it is important and what it is used for. A
video clip would be one way of making sure all patients get the same information. This would
provide visual information as well and hopefully leave the patient with a feeling of wanting to
complete the questionnaire.
The first questionnaire is sent out together with the invitation to the first meeting and is therefore
personalized. The patient is informed that there will be an occasion at the clinic to fill in the 2nd
questionnaire at the end of rehabilitation. When it comes to the third questionnaire, the
invitation and notification is not personalized at all. It is mentioned to the patient at the end of
rehabilitation at Danderyd that there will be a one-year follow-up questionnaire. Later the oneyear follow-up questionnaire is sent home to the patient, just asking the patient to complete it,
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although not providing any further personal invitation, notification or feedback. The face to
face verbal information seems to leave a deeper impression than the written, although both is
appreciated.
When it comes to the first and last questionnaire, the patients are experiencing a lack of someone
to ask about unclarities. This is experienced even though a telephone number is given at the
front page of the questionnaire that the patient can call to ask questions. The patients seemed
not to have notice this option or it might be a too big step to pick up the phone and dial a person
that is unknown to the patient. No complaints were made about filling in the second
questionnaire at the clinic. That a team member was present to answer questions and collect the
questionnaires was appreciated. This also agrees with previous studies (Boynton P. M., 2005)
(See factor 10 table 3). Still some patients were happy to fill in the first questionnaire at home.
Then it can be done at a time wanted by the patient in peace and quiet. Since the first
questionnaire often caused stronger emotional reactions than the second, it was considered good
to fill in privately. The patients’ different opinions make it hard to tell if it would be better to
fill in the first questionnaire at the clinic or not. While a home care setting often provides a safe
environment without need to hide feelings, the clinics personal might better help the patients
feeling down when reflecting on their pain. Since the patients start their rehab at slightly
different times, it is unlikely that it is possible to fill in the questionnaire one by one with the
help of a team member. This would require too much time from the personnel and the patient
might feel time pressure if it would be filled in this way. The best solution might be that the
patient fills in as much as possible by themselves at home and then bring it to the clinic along
with any questions. Collection of the questionnaires by the team member undoubtedly
straighten out question marks and make sure the questionnaire is handed in.
One factor that was shown important according to the literature studies (Oppenheim, 1992;
Sapsford, 1999; Wilson, 2013), patient interviews and interviews with the clinic is how well
the patient is informed about the aim of the study and why completing it is important (factor 11
table 3). When comparing the interviewed clinics with each other, well informed patients seems
to be one of the key factors to increase response rate. Aleris and Stockholm Spine Center give
thorough information about the questionnaire, how the results are used and NRS. This can
increase patient motivation by making it feel more important for the patient to complete the
questionnaire when the reasons behind it are well understood. Since the pain can affect memory,
it is possible that the patients get informed of both NRS and how the results are to be used, but
forget. Maybe as previously suggested, a video, or more extensive verbal information could be
a key.
Informing the patients better can also help making them feel that they are stakeholders in the
study. Not many people would spend hours filling in a questionnaire without any gain or
beneficence seen from completing it. A one-year follow-up meeting could add value for the
patient by giving them feedback on their pain rehabilitation, what developments has been made
since their last visit and what they should keep working on. A one-year follow-up meeting
would neither make them feel abandoned by the clinic at the end of the rehab. The return of the
one-year follow-up questionnaire could be expedited by the possibility of feedback if the
questionnaire is sent back earlier by mail. This might speed up the return process.
Difficulties with questionnaires are getting honest and accurate answers. If the patient
misunderstands the questions, wrong answers are received. Depending on personality and view
on the pain condition, the patient might also knowingly or unknowingly provide an answer that
is better or worse than the actual condition. The patient might not want to think about how bad
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it is, compare it to someone who has been through worse and underestimate the pain. The other
way around, a worse answer could be filled in, for example to make sure the pain is taken
seriously and admittance to the program is granted. Not fulfilling the criteria, means no
admittance to the program. This could be something in the back of the head for some patients.
There are several questions regarding family situation and how they act related to the pain. For
patients living alone, these questions are not applicable and difficult to answer without a nonapplicable alternative.
It is understandable that what the patients care about is getting help to handle their pain and
how they could be rehabilitated. It was also explained in one of the interviews that the patient
felt like he/she would not get anything out of filling in the questionnaire. Rather than spending
time on completing the questionnaire, the time would need to be spent on trying to get continued
rehab help and making everyday life work. With limited knowledge on why the questionnaire
should be filled in, no personal beneficence seen from it and a worry that if responded to, the
results might not accurately show the condition anyway, there is no mystery why the
approximately 20 pages long questionnaires are not completed. There can be numerous reasons
not to fill out a questionnaire. If the pain rehabilitation is successful, the patient might work
more, not have the time to fill out the questionnaire or not want to think more about the pain. If
the pain rehabilitation is not as successful for the patient, filling in the questionnaire might
trigger depressing thoughts and be a reminder that it did not help.
To help the patient and make it easier to fill out the questionnaire maybe there should be
guidelines on how to approximate the average pain or an option to choose if the questionnaire
is filled in on what is thought of as a good or bad day since the pain is varying. While waiting
for the computer option, maybe the clinics could make clarifications of the most commonly
asked questions on their websites.

6.2 How to increase response rate within healthcare settings and other fields
In a healthcare setting, the response to patient questionnaire is expected to help the patient
and/or the caregiver. Within other fields, a questionnaire could have completely different goals,
for example improving the environment at the workplace, investigating what a person thinks
about the landlord, or for example how the broadband at home is working. The focus in
healthcare is the patient, thereby it seems expected that the results from the questionnaire also
should have the focus of beneficence for the patient by providing a picture of the patient’s
condition and be of use for future care. Contrary to other settings where a personal beneficence
can be seen in the form of discounts or environmental changes, a health questionnaire often
affects the medical aspects and well-being of the person, not only the surroundings.
By comparing the factors in table 2 with the results from the patient interviews (see table 3),
the factors increasing response rate in other fields agree with the findings of this study. This
strengthens the theory that the factors could increase response rate in a healthcare setting as
well as in other fields where questionnaires are used. Even if the goal of the questionnaire differs
between different fields, all questionnaires have in common that the target group should be
motivated to fill it in and that a high response rate is desirable. This leads to common factors.
Something that is interesting and differs between the fields is that questionnaire length does not
matter as much in healthcare than it does in other fields (McColl, et al., 2001). This was
something that showed throughout the interviews as well. Even if the questionnaire was
considered long, several patients expressed understanding that the questionnaire might have to
be long to get all the necessary information. Within other fields, a shorter questionnaire might
have been more frequently suggested and preferred. Another difference is that in other fields
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than healthcare, anonymity is often maintained in questionnaires making it one factor that could
affect response rate. Health questionnaires could to some extent be handled anonymously, even
if they might not be when first returned. This factor of anonymity has, according to earlier
studies, been found not to affect response rate (McColl, et al., 2001). This makes response rate
for questionnaires, independent of field, more similar.
The suggestions given in this report could be applied to other settings as well. Respondent
behaviour and methodological messages are not considered specific for healthcare, rather the
same for all disciplines (McColl, et al., 2001). For all studies, more information about the
questionnaire and how the results are used will likely increase patient participation and response
rate through increased motivation. Notifications and reminders could also increase and expedite
return, agreeing with this study and the study of for example McColl et al (McColl, et al., 2001).
Providing a computer option to fill out the questionnaire would affect respondent behaviour and
is not specific for the healthcare field, instead it is already implemented in several other fields,
providing an efficient way for return. Making the front-page layout interesting to look at (factor
5) clearly depends on who is the receiver of the questionnaire. In the case of the patients at
Danderyd, it need to be assured, that a professional awe-inspiring look is maintained making
sure that the patients feel that they are being taken seriously. Even in other fields an interesting
front page layout need to provide a serious first impression.
A one-year follow-up meeting would not be applicable in all healthcare settings or other fields.
A result that can be taken away from this study however, is the described importance of getting
feedback and follow-up on the results. The reason to fill out the questionnaire is often to change
or improve something. Then follow-up on the results and what will be changed afterwards
would be interesting even in the case that the questionnaire is about street lighting in the parks
or the number of bicycle paths. It is always of interest to know what the results from the
questionnaire led to.
Tracking the mailed questionnaire is something that is independent of what the questionnaires
questions are about. This could avoid lost questionnaires when postal questionnaires are used.
For example, schools, other hospitals and companies asking their employees could easily
provide the option to hand in the questionnaire personally. In other settings were no return visit
to the same place is scheduled it is of course hard to provide this option. Where the respondent
to the questionnaire lives far away, the possibility to ask questions and complete the
questionnaire in place (for example at a clinic) is neither possible. What can be looked into
further then is the possibility to make the respondent feel comfortable getting in contact with
whoever can help them, through phone, email or some other way.
The twelve factors pointed out to increase response rate (see section 4.4) all agree with the
results from the interviews. Thereby these factors could be applicable to several pain rehab
clinics and within healthcare where questionnaires are used, increasing response rate. The
agreement also strengthens the applicability within other fields, since the factors are not specific
for healthcare. Some advice is quite broad since questionnaires are used within many different
fields, for example a clear design and simple layout can be interpreted differently by different
persons. That the questionnaire is interesting to look at is another factor that different persons
can have different opinions about. It seems to be wishful for all questionnaires that the answers
have effect both for the individual and a larger group or setting. Health questionnaires are often
filled in by patients that are about to go through or have gone through treatment, the questions
can give rise to strong emotions and be emotionally tougher than within other fields. It can also
have greater affect for the individual, for example, how the treatment should be set up and for
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understanding the condition, thereby putting more pressure on correct answers that catch all the
nuances of the condition. The patient can also feel pressured to fill in the questionnaire or give
certain answers to get continued help.

6.3 What other clinics are doing differently that have a higher response rate
The target group for a questionnaire often consist of people with very different backgrounds.
Academical knowledge vary, the person could have reading and writing disabilities or
concentration difficulties. To work out a questionnaire therefore requires extensive piloting and
testing. In the case of chronic pain patients, their condition might force them to change position
often, interrupt their concentration and prolong the time it takes to fill out the questionnaire.
Since the pain is shifting in both intensity and affected area of the body, for example neck pain
can make it a struggle for the patient to look at and fill in the questionnaire. Since it is the same
questionnaires used by Aleris, Stockholm Spine Center and Danderyd, the differences between
the clinics in response rate could be due to different patient groups or other factors. According
to the National Pain Registries reports, described in the result section, the education level for
Danderyds patients are quite high. Higher education could mean that the patient is busy with
work and thereby have less time to fill out the questionnaire. The positive aspect is that the
patient might be more used to the academic language that is used in the questionnaire. The high
number of patients admitted to Danderyd Pain Rehab Clinic might leave less time to control
that the questionnaire is received and filled in, while smaller clinics have a more personal
response.
In a patient survey study investigating the relations between methods used when distributing a
survey and response rate, it was found that the return of surveys was higher if delivered by
overnight mail and close to the time of study close-out. The patients who responded were
generally older, lived with others and had a high school education (Graham, et al., 2002). A
comparison of the age and education levels between Danderyd and other hospitals has not been
shown to differ a lot. There can neither be any major changes in the timing for distributing the
questionnaire since they should be given at start, end and one year after rehabilitation.
One factor that can be discussed whether it affects response rate or not is the referral. While it
is possible to get accepted to the program through private referral for Aleris and Stockholm
Spine Center, it is not for Danderyd (Aleris, 2018; SSC, 2018; Danderyd Hospital, 2018). The
patients getting accepted through private referrals might be more motivated and accustomed to
paper work, increasing the likeliness they complete all three questionnaires. Although this does
not necessarily mean that a patient referred from primary care would be less motivated or less
used to paper work.
When comparing the results of the interviewed clinics questionnaire routines, the main
difference between them seems to be the one year follow up meeting at the clinic. The two
interviewed clinics with higher response rate (Stockholm Spine Center and Aleris) have the one
year follow up meeting, while Danderyd does not. The meeting poses another chance to fill out
the questionnaire for those who have not, another chance to bring the questionnaire if the patient
has not returned it by mail or a possibility for the patient to get some feedback on the
questionnaire if it was sent in beforehand. Another difference is how much information is given
to the patients about NRS and the questionnaire. While all clinics give verbal information to the
patient about the questionnaire, Aleris and Stockholm Spine Center tell them about NRS and
point out the necessity of the questionnaire already from start. Well informed patients were
considered one of the main factors contributing to high response rate.
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When comparing the patient groups at the different clinics according to the National Pain
Registries reports, Danderyd Pain Rehab Clinic does not stand out compared to the other clinics
regarding average age and proportion of women/men. The education level is higher than
average in some of the reports. In the 2016 report, Danderyd had the highest number of
university educated patients (38%) (NRS, 2016b) and in the report from 2013, second highest
when it comes to the number of high school or university educated patients (NRS, 2013b). In
the reports from 2014-2015 it is kept at average level or slightly higher compared to the other
clinics (NRS, 2014b; NRS, 2015b). A British study in a healthcare setting showed that teaching
hospitals in the capital were more likely to get low response rates. Their low response patients
were often younger from deprived areas, if the questionnaire was returned it took longer time.
Reasons for the variations in hospital response rate were in that study found to be chance and
mainly patient case mix differences (Saunders, Elliott, Lyratzopoulos, & Abel, 2016). Danderyd
have one team working with young adult patients, even if the middle age at Danderyd and other
patient characteristics do not shoot out compared to the other clinics it could be that they have
both younger and older patients than the other clinics. All interviewed clinics in this study were
situated in the Stockholm capital, thereby the location should not affect.
The number of patients registered with a first visit to the clinic at Danderyd Pain Rehab Clinic
is shifting. In the 2016 NRS report the number of patients admitted to the clinic were 338
patients, compared to 2015 when this number was 268 patients and 2014 when this number was
298 (NRS, 2016b; NRS, 2015b; NRS, 2014b). Previous years, 2013 and 2012, the number was
closer to 230 patients (NRS, 2013b; NRS, 2012). In all reports for the past five years Danderyd
Pain Rehab Clinic is among the five clinics with the highest number of patients. The numbers
are shifting from year to year, although Aleris, Stockholm Spine Center and Danderyd all have
several hundred patients per year, approximately 200 – 500. Aleris generally have fewer
patients, while Stockholm Spine Center has a high number of patients like Danderyd (NRS,
2012; NRS, 2013b; NRS, 2014b; NRS, 2015b; NRS, 2016b). A higher number of patients
means that the administration must work efficiently. The response rate is affected if
questionnaires are not delivered as planned or too late.
High response rate has been concluded to be due to efficient hospital administration and high
response hospitals have had higher positive experience scores (Saunders, Elliott,
Lyratzopoulos, & Abel, 2016). The response rate has also shown in other studies to be strongly
related to patient loyalty. Low-response hospitals were shown to have lower advocacy ratings
when compared to higher-response rate hospitals. Hospitals with higher response rate had better
patient experiences compared to hospitals with lower response rate (Hayes, 2012). Chronic pain
rehabilitation is difficult, even with a lot of efforts made, not all patients are happy or better
after their treatment. According to the NRS reports the patients do not seem to improve much
more in top response clinics than others. In this study it means that a positive experience score
do not seem to explain why Danderyd has a lower response rate than the other Stockholm
clinics, Aleris and Stockholm Spine Center. One explanation that can be discussed is whether
patients with self-referral might have a higher patient loyalty towards that hospital, than other
patients referred away from their usual or “home hospitals”.

6.4 What the patients think can be improved in the questionnaire routines and
thereby considered to expedite the return of the questionnaires
From the patients’ perspective improvements could be made when it comes to options to fill in
the questionnaire. A computerized alternative would make it easier in several ways, the
questionnaire could be filled in whenever the patient had access to a computer or mobile,
without having to bring the papers. The return would be done fast with just a click and the
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results would thereby be available to the clinics personnel faster. This was considered by several
interviewed patients to make the routines easier and expediting the return.
It is difficult to see from the results whether the questionnaires would rather be filled in at the
clinic or at home. The answers are divided. Thereby it is hard to say the routines would be
improved by for example filling in the first questionnaire at the clinic or the second
questionnaire at home. What can be improved according to the patients is the routines for the
third questionnaire, where some sort of feedback or meeting about it seems to be missed.
Making sure the patient feels welcome to ask questions is something patients seem to value
high. The phone number provided on the questionnaire to ask questions has only been used
once for the past years according to NRS responsible at Danderyd. If patients are scared to call
a person that is unknown to them and ask questions about how to fill in the questionnaire, maybe
a presentation of the employees or the most commonly asked questions on the website of the
clinic would help. Being able to ask questions right away and hand in the questionnaire right
away at the clinic can be considered to expedite the return.
When filling out the questionnaire at the clinic, the patients were happy with all routines, they
were comfortable and got support. The only suggested improvement by one of the patients was
to increase the time to fill out the questionnaire. Calculations of time span to complete the
questionnaire is difficult since this differ between individuals. What could be done might be to
not put any sessions afterwards and allowing the patients to stay for as long as they feel like
they need to. Offering the possibility for the patients to start filling in the second questionnaire
beforehand were also considered helpful and can expedite the process of completing the
questionnaire at the clinic.

6.5 Discussion of the reasons patients do not fill in and return the questionnaire
The reasons for not completing the questionnaire differed between all three patients. It would
have been preferable to interview more than three patients about this to find more reasons or
see if there were any reappearing reasons. The difficulties to contact more patients for the
interviews might also reflect the difficulties the clinic experiences when trying to reach out to
patients for the one-year follow-up questionnaire. Reasons could be numerous for not replying,
for example being too busy with family life. When reaching out to patients for interviews about
the first and second questionnaire, the interviews would sometimes have to be rescheduled due
to kids and family situations. This is likely a distraction for the one-year follow-up questionnaire
as well, which is not scheduled at the clinic.
The patients could, as explained by one of them, already be struggling to make everyday life
work. When dealing with continued pain, insurances and trying to get more rehab help
elsewhere, the questionnaire is understandably not a top priority. It can be discussed whether
this patient would have the time to come for a one-year follow-up meeting. If the meeting would
include feedback, the patient was very interested in this option. By increasing interest in the
questionnaire and by scheduling the fill in process it could be more likely the questionnaire is
filled out.
The problem with the cluttered questionnaire could be solved by the computer option, but it
might also be solved by the one-year follow-up meeting if the answers can be discussed and a
new questionnaire distributed right away. Having a long chain of events such as mailing the
questionnaire to the patient, asking them to fill it in, for them to have the time to do it, do it
correctly without asking any questions and mail it back contains several steps. This can be
compared to getting the questionnaire in the hand, fill it in with personnel available and hand it
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right back in. Not receiving the postal questionnaire could be due to practical reasons such as
address and phone number changes. This would be avoided by handing over the questionnaire
personally or tracking it to make sure it reaches the receiver.
Several patients mentioned during the interviews that they were struggling with their memory.
This could be one aspect of not filling in or completing the questionnaire as well, that it is
simply forgotten. It could also be a subconscious feeling of not wanting to think back on the
rehabilitation or not wanting to think more about the pain.

6.6 Discussion of how filling in the questionnaire would benefit the patient
A great benefit for the patient if the questionnaire is filled in, would be the feedback. Making
the feedback part of the rehabilitation process can help the patient see what has been improved
and what has not. Better feedback loops within the healthcare system can be a good way to help
push the patient in the right direction for their future. Instead of leaving the patient with a feeling
of being abandoned, he or she can be left with a feeling that they are still cared for. While
patients with for example cardiac trouble get regular check-ups at the hospital, it does not seem
fair that chronic pain patients would not get any future feedback. When comparing the
healthcare sector to other sectors, there seems to be a lack of feedback loops in general. While
feedback loops within aviation and construction work effectively, learning from mistakes,
implementing changes and adapting new technology takes longer time within healthcare. The
healthcare system has been argued to have “accidental and weird feedback loops” (Tallinn,
2015). Instead of leaving all medical decisions to the doctor, better feedback loops could also
help the patients to make informed decisions.
The questionnaire can be a great way to see how the pain and the everyday situation has
changed. Even without feedback on the last questionnaire, it can be beneficial to the patient. If
the earlier questionnaires are remembered, the patients can draw their own conclusions.
Importantly, the results from the questionnaire are also used for further research on chronic
pain, comparisons and studies on how to improve the clinics rehabilitation. The feedback loop
is therefore important for the patients, future patients, researchers and clinics to be able to
provide the best possible care and help.

6.7 Discussion of thesis method
A qualitative method was chosen since detailed data from qualitative interviews can give
broader and deeper explanations for the patients’ reactions and actions connected to the
questionnaires. Instead of steering the answer to one of a few alternatives, this made it
possible for the patient to explain their view and opinions about the questionnaire.
The consent forms made sure that the patients were informed in written form as well as verbally
before the phone interview started. In the case of the interviews for the one-year follow-up,
where there was no functioning email address provided, the information could only be given
verbally. The same information given in the information and consent form was then given to
the patient verbally over the phone, making sure all patients were aware that the interview was
completely voluntary and with no effects on their pain rehabilitation. The main advantage of
phone interviews over interviews face to face at the clinic was considered the possibility for the
patient to choose a suitable time and place for the interview. Since the patients are often both
emotionally and physically tired after their visits to the clinic, phone interviews were considered
advantageous since the patient could pick a time when he or she is well rested and would like
to answer the interview questions, yielding more gradate answers. This was also considered
time efficient since there would be no need for the patient to travel to the clinic just to do the
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interview. The negative aspects of phone interviews are the inability to see peoples’ reactions
and gestures. Another is the risk of interrupting or disturbing them when making a first contact
to ask for a suitable time to carry out the interview. The first contact was kept short in case of
disturbance, while more information was given at the time of the interview.
Reasons for not being able to reach more than three persons for interviews about the one-year
follow-up might have been that the patients felt a bad conscious for not completing the
questionnaire even if expected too. Patients that the hospital did not manage to come in contact
with could not be contacted by the researcher since approval to pass on the phone number is
necessary. Patients who have finished their pain rehabilitation might not have responded due to
other reasons, for example being too busy with work, family, taking care of children etcetera.
Other reasons could be that they do not want to think back on their pain and the rehabilitation.
While the pain rehab is very helpful for some patients, not all have the same results. Some
patients might just want to move on and forget about it. Even patients with huge benefits from
the pain rehab might not want to think through their pain and the questionnaire again.
Patients still participating in the program with visits to the clinic were easier to get in contact
with for the interviews. A personal invitation through one the nurses at the patients visit likely
makes the patient more prone to do the interview than trying to be reached through a phone call
from the hospital one year after finished rehabilitation. A different method to reach the patients
would not have been possible from the researcher’s side since the first contact had to be made
by the hospital.

6.8 Interviewer effect
Since all interviews were performed by the researcher, this could have affected the data through
the interviewer effect. Even with efforts made to formulate neutral questions without any
expected answers there might have been an influence effect. The interviewee was informed that
the study was made at the Royal Institute of Technology in cooperation with Danderyd Hospital
and was about the questionnaires. For example, on questions about how important the
questionnaire was perceived, the interviewee might have given a more positive answer because
the interview was about the questionnaire. Even if anonymity was granted and it was pointed
out that the interest was to know how the patient had perceived the questionnaire and that there
were no wrong answers, the patients know that they are expected to complete the questionnaire
and might have answered that it was more important than had been though or reflected upon
when the questionnaire was completed.
The interviews were performed in Swedish with Swedish patients. Translation of the quotes
and results were done as exactly as possible and to the best knowledge of the interviewer.
Interviews in English would have been preferred for exact wording of the quotes.

6.9 Future changes and investigations
The key to motivate the patients seems to be emphasize on the importance of the questionnaire
and why it needs to be done. Emphasizing not only the importance for NRS and others in pain,
but also the importance for the patient. A person in pain that is struggling and spending hours
to fill in the questionnaire might need to see a personal benefit of filling in the questionnaire.
This could be more feedback on the questionnaire or follow up on the development from the
start of the rehabilitation to one year after finished rehabilitation at the clinic, in what areas
improvements has been made and what the patient should keep focusing on. The main goal for
the patient is of course to feel better and find a way to handle the chronic pain. The questionnaire
should be part of this, helping the patient to think through in what areas the pain rehab can or
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have helped. Emphasizing the importance of the questionnaire and how the results are used
seem like a key to motivate respondents in all questionnaire fields.
The steps suggested in the action plan for a way forward were well received by Danderyd
Specialized Pain Rehab Clinic. When the computer option will be incorporated is largely
dependent on NRS, otherwise it is up to clinic to implement the suggested changes and follow
up on the effect. This was not part of, or within the time frame of this project. The suggestions
all seem possible to implement. Some changes would require an extra cost because of more
time spent by the staff with the patient, for example adding the one-year follow-up meeting.
Other changes, for example a computer alternative, would likely save time for the staff by
having to explain less. Increasing the information to the patients does not necessarily need to
be a question of extra cost or a lot of extra time. This could be done at one of the group sessions
were all patients would be informed at the same time.
This study could be followed up by studies in other fields, adding additional knowledge to the
factors affecting response rate. It would be interesting to interview questionnaire respondents
in other fields to keep investigating the similarities and differences in factors affecting response
rate. Creators of questionnaires could also be interviewed to find differences or similarities in
the piloting and testing of new questionnaires. Future studies could be carried out with a larger
number of patients and clinics regarding the effect of age and geography on response rate.
Within the healthcare field additional knowledge could be added to the three patients with
whom contact could be made about the third questionnaire, since all three patients provided
different reasons to why the questionnaire was not filled in. If contact could be made with
additional patients, this could provide additional reasons to why the questionnaire was not
completed. Further studies could also be made with patients at other hospitals in other cities
and the results compared. Possibly further research on the answering alternatives could be
carried out, to see if for example scaling questions are optimal. This might not be the case for
chronic pain patients and could be investigated further with different patient categories in other
healthcare settings or the respondent group in other fields where questionnaires are used.

6.10 Conclusion
Ways in which response rate can be increased for Danderyd Specialized Pain Rehab Clinic are
suggested in this report. Literature studies, interviews and observations were performed. Based
on the findings it is also discussed how response rate can be increased in other healthcare
settings and within other fields. This study has also investigated what other clinics with a higher
response rate are doing differently, how the return of the questionnaires can be expedited based
on how the patients consider that the questionnaire routines could be improved and reasons why
patients do not fill in and return the questionnaire. Based on these investigations, the aim of the
thesis, to investigate how response rate could be increased to the NRS questionnaires, is
achieved.
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Appendix A1 - The information & consent form given to patients
In Swedish

Kvalitetsförbättringsprojekt NRS
Information och förfrågan om att delta i intervjuer
Detta är en förfrågan om ditt deltagande i ett intervjuprojekt. Syftet med intervjun är att ta del
av dina synpunkter och åsikter kring NRS frågeformulär gällande Smärtrehabiliteringen.
Detta för att undersöka hur Smärtrehabiliteringen på bästa sätt kan underlätta för patienter att
fylla i formulären och hur informationen som samlas in med formulären kan återkopplas till
berörd patient.
Intervjuprojektet du ombeds vara med i är en del i ett examensarbete inom Medicinsk Teknik
vid Kungliga Tekniska Högskolan (KTH). Din medverkan i projektet är helt frivillig och du
kan när som helst avbryta intervjun. Skulle du vilja avbryta kommer detta inte att påverka din
smärtrehabilitering på något sätt.
Bakgrund och syfte
Nationella Registret över smärtrehabilitering (NRS) är viktigt för att utveckla och säkra
kvaliteten på vården, för att jämföra resultaten mellan olika enheter i landet, ge enheterna en
möjlighet att följa upp den behandling som givits samt för att ge diskussionsunderlag för
fortsatta förbättringar inom klinikerna.
Högspecialiserad smärtrehabilitering Danderyds sjukhus har som mål att så många patienter
som möjligt ska fylla i NRS frågeformulär. För att kunna utvärdera rehabiliteringens resultat
behöver en hög andel av patienterna besvara NRS formulären. Intervjuerna som genomförs i
detta projekt är en viktig del i att ta reda på hur kliniken kan förbättra rutinerna kring NRS
formulär så att det fungerar så bra som möjligt för patienterna.
Syftet med projektet är att öka antalet patienter som fyller i NRS formulär.
Ditt deltagande
Om du accepterar deltagande i studien kommer intervjuare att ta kontakt med dig för att boka
in en tid och plats som passar för att genomföra intervjun. Tiden för intervjun kommer att
anpassas efter dig.
Intervjun kommer att ta maximalt 30 min och äga rum på kliniken alternativt via telefon.
Frågor kommer att ställas om upplevelsen av frågeformulären angående
smärtrehabiliteringen. Intervjun kommer att spelas in för att bättre kunna analyseras. Inget av
materialet kommer att kunna spåras till dig. Resultaten från alla deltagare kommer att
sammanställas och redovisas anonymt.
Ingen ersättning utgår för deltagande i studien.
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Sekretess och säkerhet
Lämnade uppgifter omfattas av hälso- och sjukvårdssekretessen i offentlighets- och
sekretesslagen. Uppgifterna skyddas mot obehöriga. Intervjusvaren kommer att
sammanställas och det kommer inte att vara möjligt att binda någon person till svaret.
Dina rättigheter
Du har rätt att när som helst avbryta intervjun utan att uppge skäl. Du har även rätt att begära
att intervjun ska tas bort.
Kontaktuppgifter
Önskar du mer information om studien kontakta
Malin Truvé
Masterstuderande inom Medicinsk Teknik vid Kungliga Tekniska Högskolan
Epost: mtruve@kth.se
Mobil: xxx
Handledare:
Akvile Zalatoryte
Epost: xxx

Samtycke
Vill du deltaga i studien ber vi dig att skriva på nedanstående samtyckesblankett som
bekräftar att du har fått muntlig och skriftlig information om studien och vill deltaga.
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Samtycke

Namn: ________________________________________________

Personnummer: ______________________________________
Jag intygar härmed med min namnteckning att jag har blivit informerad om projektet
angående frågeformulären inom smärtrehabiliteringen och valt att deltaga. Jag är medveten
om att medverkan är helt frivillig och att samtycket kan dras tillbaka vid ett senare tillfälle om
så önskas.
____________________________________________________
Namnteckning

__________________
Datum

Information
Skriftlig och muntlig information har delgivits av följande person:

____________________________________________________
Namnteckning

__________________
Datum
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In English

Quality Improvement Project National Pain Registry
Information and invitation to participate in interview
This is an invitation to participate in an interview project. The purpose of the interview is to
take part of your views and opinions of the National Pain Registry questionnaire. This is done
to investigate how the pain rehab clinic can provide the best and easiest way possible for
patients to fill in the questionnaires and how the information gathered with the questionnaires
can provide feedback to the concerned patient.
The interview project you are invited to participate in is part of a master thesis within Medical
Technology at the Royal Institute of Technology (KTH). Your participation in the project is
completely voluntary and you can interrupt the interview at any time. If you would like to
interrupt the interview, this will not affect you or your pain rehabilitation in any way.
Background and purpose
The National Pain Registry (NRS) is important to develop and ensure the quality of care, to
compare the results between different care units in the country, give units a possibility to
follow up on the care given and to use as a discussion for future improvements within the
clinics.
The Highly Specialized Pain Rehab Clinic at Danderyd Hospitals goal is that all patients shall
complete the NRS questionnaires. To be able to evaluate the result of the rehabilitation it is
important to have a high ratio of respondents to the NRS questionnaires. The interviews
performed within this project is a very important part in finding out what the clinic can do to
improve the routines surrounding the NRS questionnaires, making it optimal for the patients.
The purpose of the project is to improve the number of patients completing the NRS
questionnaires.

Your participation
If you accept participation in the study, interviewer will contact you to book a time and place
that is suitable for performing the interview. The time of the interview will be booked
according to your wishes.
The interview will take maximum 30 minutes and be done at the clinic or via telephone.
Questions will be asked about the experience of the questionnaires regarding the pain
rehabilitation. The interview will be taped for better analysis. None of the material will be
possible to track to you. The results from all participants will be compiled and declared
anonymously.
No compensation is given for participation in the study.
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Secrecy and security
The submitted information will be enclosed by the health- and hospital secrecy (hälso- &
sjukvårdssekretessen) in the publicity and secrecy law (offentlighets- och sekretesslagen). The
information will be protected towards unauthorized. The answers from the interview
questions will be compiled with no possibility to bind any person to the answer.
Your rights
You have the right to interrupt the interview at any time without stating the reason. You also
have the right to ask to have the interview removed.
Contacts
If would would like more information about the study, please contact:
Malin Truvé
Master student in Medical Technology at the Royal Institute of Technology
Email: xxx
Mobile: xxx
Supervisor:
Akvile Zalatoryte
Email: xxx

Consent
If you would like to participate in the study, please sign the consent form below, confirming
you have received oral and written information about the study and would like to participate.
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Consent

Name: ________________________________________________

Personal ID number: ______________________________________
I hereby confirm with my signature that I have been informed about the project regarding the
questionnaires within the pain rehabilitation and want to participate. I am aware that
participation is completely voluntary and that the consent can be retracted at a later occasion
if I wish to do so.
____________________________________________________
Signature

__________________
Date

Information
Written and oral information have been provided by the following person:

____________________________________________________
Signature

__________________
Date
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Appendix A2 – Interview guide questionnaires
Initial questionnaire
In Swedish
Datum:
Initialer:
Känsla efter intervjun:
Frågor till patienterna om initialt formulär:
1. Enklare introduktionsfrågor:
Vad var ditt första intryck av det initiala frågeformuläret, det som du fyllde i inför
ditt första besök på Danderyds smärtrehabilitering?
Har du fyllt i liknande frågeformulär tidigare?
Vad tyckte du om att fylla i frågeformuläret?
2. Vad tycker du om rutinerna kring frågeformuläret?
Hur gick det till när du fyllde i formuläret innan det första besöket? Gjorde du det på egen
hand? Hur lång tid tog det?
Har du blivit informerad om syftet med frågeformuläret? Hur?
Skulle du hellre fylla i frågeformuläret på något annat sätt än med papper och penna?
Föredrar du att göra det hemma eller på kliniken?
Hur upplever du information om formuläret och hur det ska fyllas i? Tillräcklig?
Vad tyckte du om att fylla i formuläret hemma och ta med till första besöket?
Kan du komma på något som skulle göra ifyllnadsprocessen lättare?
3. Vad tycker du om frågeformulärets utformning?
Hur kändes frågorna och formuleringarna? Om otydliga: minns du vilka frågor och fick
du hjälp av personalen att klargöra dem? Vad skulle kunna göra dem tydligare tror du?
Vad tycker du om försättsbladet med information från kliniken?
Hur upplever du formulärets omfattning?
Vad tycker du om utseendet/layouten på formuläret?
Vad skulle motivera dig att fylla i formuläret på en gång?
Hur upplevde du uppdelningen av frågorna?
Hur upplevde du skattningen (skalan där du ringade in den siffra som stämde bäst)?
4. Vilka känslor förknippar du med frågeformuläret angående
smärtrehabiliteringen?
Hur kände du inför att fylla i frågeformuläret?
Kan du se några skäl till att inte fylla i formuläret?
Vad skulle få dig att känna dig mer motiverad att fylla i formuläret?
Hur känner du inför att svara på frågor om smärtan?
Hur kändes det att uppskatta din smärta på en skala? (Svårt/lätt)
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Fyllde du i formuläret direkt när du fått hem det eller väntade du till senare? Vad
påverkade ditt beslut?
5. Hur viktig upplever du frågeformuläret?
Känns det viktigt för dig att fylla i frågeformuläret?
Hur upplever du personalens inställning till formuläret?
Hur väl känner du till hur resultaten används?
Hur väl känner du till det Nationella Registret över Smärtrehabilitering (NRS)?
Upplever du att formuläret gör nytta för dig?

In English
Date:
Initials:
Feelings after the interview:
Questions to the patients regarding initial questionnaire:
1. Easy introductory questions:
What was your first impression of the initial questionnaire, the one you filled in before
your first visit to Danderyd Specialized Pain Rehab Clinic?
Have you filled in similar questionnaires before?
What did you think about filling in the questionnaire?
2. What do you think about the routines connected to the questionnaire?
Can you describe how you filled in the questionnaire before your first visit? Did you do it
by yourself? How long time did it take?
Have you been informed about the purpose of the questionnaire? How?
Would you rather have completed the questionnaire in some other way than with
pencil and paper? Do you prefer to do it at home or at the clinic?
How do you experience the information about the questionnaire and how it is
supposed to be completed? Enough?
What did you think about fulling in the questionnaire at home and bring it to the first
visit?
Can you think of any ideas that would make the process of completing the
questionnaires easier?
3. What do you think about the shaping of the questionnaire?
How did you find the questions and formulations? If inexplicit: do you remember which
questions and did you receive clarifying advice from the personnel? What do you think
would make them clearer?
What do you think about the cover sheet with information from the clinic?
How do you feel about the range of the questionnaire?
What do you think about the layout of the questionnaire?
What would make you more motivated to fill out the questionnaire right away?
How did you experience the division of the questions?
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What was your experience on the valuation (the scale where you enclosed the number that
suited best)?
4. What feelings do you associate with the questionnaire regarding the pain
rehabilitation?
How did you feel fore filling in the questionnaire?
Can you see any reasons not to complete the questionnaire?
What would make you feel more motivated to fill in the questionnaire?
How do you feel about answering questions about the pain?
How did it feel to estimate your pain on a scale?
Did you fill in the questionnaire right away when you got it or did you do it later?
What affected your decision?
5. How important do you experience the questionnaire to be?
Does it feel important for you to complete the questionnaire?
How do you experience the staff’s attitude towards the questionnaire?
How well do you know how the results are used?
How well do you know the National Pain Registry (NRS)?
Do you feel that the questionnaire is beneficial to you?

End of rehab questionnaire
In Swedish
Datum:
Initialer:
Känsla efter intervjun:
1. Enklare introduktionsfrågor:
Vad var ditt första intryck av det avslutande frågeformuläret som du fyllde i i slutet
av din smärtrehabilitering?
Vad tyckte du om att fylla i frågeformuläret?

2. Vad tycker du om rutinerna kring frågeformuläret?
Hur gick det till när du fyllde i det avslutande formuläret? Fick du någon introduktion till
formuläret?
Har du blivit informerad om syftet med frågeformuläret?
Skulle du hellre fylla i frågeformuläret på något annat sätt än med papper och penna?
Föredrar du att göra det hemma eller på kliniken?
Vad tyckte du om att alla fyllde i formuläret samtidigt på kliniken?
Hur upplever du information om formuläret och hur det ska fyllas i? Tillräcklig?
Kan du komma på något som skulle göra ifyllnadsprocessen lättare?
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3. Vad tycker du om frågeformulärets utformning?
Hur kändes frågorna och formuleringarna? Om otydliga: minns du vilka frågor och fick
du hjälp av personalen att klargöra dem?
Hur upplever du formulärets omfattning?
Vad tycker du om utseendet/layouten på formuläret?
Vad skulle motivera dig att fylla i formuläret på en gång?
Hur upplevde du uppdelningen av frågorna?
Hur upplevde du skattningen? (Skalan där du ringade in den siffra som stämde bäst.)
4. Vilka känslor förknippar du med frågeformuläret angående
smärtrehabiliteringen?
Hur kände du inför att fylla i frågeformuläret?
Var känslan annorlunda inför det avslutande frågeformuläret?
Kan du se några skäl till att inte fylla i formuläret?
Vad skulle få dig att känna dig mer motiverad att fylla i formuläret?
Hur känner du inför att svara på frågor om smärtan?
Hur kändes det att uppskatta din smärta på en skala? (Svårt/lätt)

5. Hur viktig upplever du frågeformuläret?
Känns det viktigt för dig att fylla i frågeformuläret?
Hur upplever du personalens inställning till formuläret?
Hur väl känner du till hur resultaten används?
Hur väl känner du till det Nationella Registret över Smärtrehabilitering (NRS)?
Du har nu fyllt i både formulär inför start av rehabilitering och vid avslut, upplever du
något av dem som viktigare än något annat?
Upplever du att formuläret gör nytta för dig?

In English
Date:
Initials:
Feelings after the interview:
1. Introductory questions:
What was your first impression of the questionnaire that you filled in at the end of
your pain rehabilitation?
What did you think about filling in the questionnaire?

2. What did you think about the routines regarding the questionnaire?
How did it come about when you filled in the questionnaire at the end of the rehab? Did
you get any introduction to the questionnaire?
Have you been informed of the purpose of the questionnaire?
Would you rather fill in the questionnaire in some other way than with paper and
pen? Do you prefer to do it at home or at the clinic?
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What did you think about everybody completing the questionnaire at the same time at
the clinic?
How do you experience the information about the questionnaire and how it is
supposed to be filled in? Enough?
Can you come up with something that would make the process of filling in the
questionnaire easier?

3. What do you think about the formation of the questionnaire?
How do you feel about the questions and formulations? If unclear: do you remember
which questions? Did you get help from the personnel to clarify these questions?
How do you feel about the range of the questionnaire?
What do you think about the layout of the questionnaire?
What would motivate you to fill in the questionnaire right away?
How did you experience the splitting of the questions?
How did you experience the scaling (the scale where you encircled the most accurate
number)?
4. What feelings do you associate with the questionnaire regarding the pain
rehabilitation?
How did you feel before filling in the questionnaire?
Was the feeling different before the end of rehab questionnaire?
Can you see any reasons not to complete the questionnaire?
What would make you feel more motivated to complete the questionnaire?
How do you feel about answering questions about the pain?
How did it feel to estimate the pain on a scale?

5. How important do you experience the questionnaire to be?
Does it feel important for you to fill in the questionnaire?
What do you think about the staffs view on the questionnaires?
How much do you know about how the results are used?
How much do you know about the National Pain Registry?
You have now completed both the questionnaire before the start of rehab and by the end, do
you experience that any of them is more important than the other?
Do you feel like the questionnaire is beneficial to you?
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One-year follow-up questionnaire
In Swedish
Datum:
Initialer:
Känsla efter intervjun:
Frågor till patienter som inte besvarat 1-årsuppföljningen:
1. Enklare introduktionsfrågor:
Har du fyllt i många liknande frågeformulär innan du kom till Danderyds
smärtrehabilitering?
Vad tyckte du om att bli kontaktad ett år efter avslutad rehabilitering?
Upplevde du tiden för att svara på formuläret som tillräckligt?
När fick du information om att det skulle komma ett 1-årsuppföljningsformulär?
Vad tyckte du om att fylla i frågeformuläret?
2. Vad tycker du om rutinerna kring frågeformuläret?
Skulle du hellre fylla i frågeformuläret på något annat sätt än hemma med papper och
penna? (t.ex. via internet: dator, surfplatta, mobil, via telefon, på plats på kliniken)
Vad tyckte du om att skicka tillbaka svarskuvertet med posten?
Hur upplevde du information om formuläret och hur det ska fyllas i? Tillräcklig?
Blev du mer motiverad av medföljande informationsbrev att skicka tillbaka formuläret?
Hur skulle du vilja ändra rutinerna så att de passade dig bättre? Vad skulle motivera
dig mer för att fylla i formuläret snabbare?
Fick du en påminnelse att fylla i formuläret? Hur påverkade det dig?
Skulle du hellre få påminnelsen på något annat sätt, hur? T.ex. via brev, epost eller
SMS?
3. Vad tycker du om frågeformulärets utformning?
Vad gjorde du med formuläret från det att du fick det i brevlådan?
Bläddrade du igenom formuläret? Om ja: Kändes frågorna otydliga? I så fall minns du
vilka? Tog du kontakt med kliniken för att fråga om det som du upplevde som oklart med
formuläret?
Vad tyckte du om försättsbladet med information från kliniken?
Hur upplever du formulärets omfattning?
Var det något i formulärets utformning som gjorde att du inte fyllde i det?
Hur skulle en färggrannare framsida påverka dig?
Tycker du att frågorna är svåra att besvara?
4. Vilka känslor förknippar du med frågeformuläret angående
smärtrehabiliteringen?
Hur kände du inför att fylla i det sista frågeformuläret?
Var känslan annorlunda inför att fylla i ettårsuppföljningen gentemot de andra
formulären? Varför? Kan du förklara mer?
Kan du se några skäl till att inte fylla i formuläret?
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Vad skulle få dig att känna dig mer motiverad att fylla i formuläret?
Hur känner du inför att svara på frågor om smärtan? (Jobbigt/bra att någon lyssnar…)
Tänker du tillbaka på rehabiliteringen när du fyller i formuläret? Hur får det dig att känna?
Funderade du på att fylla i formuläret direkt när du fick hem det? Vad fick dig att
inte göra det?
5. Hur viktig upplever du frågeformuläret?
Kändes det oviktigt för dig att fylla i frågeformuläret?
Hur upplever du personalens inställning till formulären?
Hur väl känner du till det Nationella Registret över Smärtrehabilitering (NRS)?
Upplever du att någon av de tre formulären är viktigare än någon annan?
Upplever du att dina svar på ettårs-uppföljningsblanketten är viktiga för kliniken?
För NRS?
Kan du minnas att du tidigare fått se någon presentation av Nationella Registret över
Smärtrehabilitering?
Upplever du att frågeformuläret gör nytta för dig?

In English
Date:
Initials:
Feelings after the interview:
Questions to the patients who did not respond to the one-year follow-up questionnaire:
1. Introductory questions:
Have you filled in similar questionnaires before you came to Danderyd Specialized Pain
Rehab Clinic?
What did you think about being contacted one-year after completed rehabilitation?
Did you consider the time to reply to the questionnaire enough, before you were contacted?
When did you get information about the one-year follow-up questionnaire?
What did you think about filling in the questionnaire?
2. What do you think about the routines connected to the questionnaire?
Would you rather have completed the questionnaire in some other way than with
pencil and paper? Do you prefer to do it at home or at the clinic?
What did you think about returning the envelope per mail?
How do you experience the information about the questionnaire and how it is
supposed to be completed? Enough?
Did the attached information letter motivate you to complete the questionnaire?
How would you like to change the routines so that they would work better for you?
What would motivate you to fill out the questionnaire right away?
Did you get any reminders to complete the questionnaire? How did that affect you?
Would you rather have the reminder some other way? How?
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3. What do you think about the shaping of the questionnaire?
What did you do with the questionnaire after receiving it in your mail box?
Did you glance through the questionnaire? If yes: Did you experience any of the
questions unclear? In that case, do you remember which? Did you contact the clinic to ask
about what you experience as unclear with the questionnaire?
What did you think about the front page with information from the clinic?
How do you feel about the scope of the questionnaire?
Was there anything in the form of the questionnaire that caused you not to complete
it?
Did you find the questions difficult to answer to?
4. What feelings do you associate with the questionnaire regarding the pain
rehabilitation?
How did you feel before filling in the last questionnaire?
Was the feeling different before filling in the one-year follow-up questionnaire
compared to the other questionnaires? Why? Can you explain in what way?
Can you see any reasons not to complete the questionnaire?
What would make you feel more motivated to fill in the questionnaire?
How do you feel about answering questions about the pain?
Are you thinking back on the rehabilitation when you fill in the questionnaire? How does it
make you feel?
Did you consider filling in the questionnaire immediately when you got it? What made
you not do it?
5. How important do you experience the questionnaire?
Did it feel unnecessary for you to fill in the questionnaire?
What was your experience on the personnel’s attitude towards the questionnaires?
How well do you know about the National Pain Registry?
Do you experience any one of the three questionnaires more important than any
other?
Do you feel that your answers to the one year follow up form are important for the
clinic? For the National Pain Registry?
Can you remember if you have previously seen any presentation of the National Pain
Registry?
Do you feel like the questionnaire is beneficial to you?
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Appendix A3 – Interview guide clinics
In Swedish
Datum:
Klinik:
Känsla efter intervjun:
Vad har ni för rutiner vad gäller frågeformuläret inför det första besöket på kliniken?
Vad har ni för rutiner vad gäller frågeformuläret vid avslut?
Vad har ni för rutiner för 1-årsuppföljningsformuläret?
Hur lång tid har patienten på sig att svara?
Påminner ni patienter som glömmer, i så fall hur?
Om ni inte får svar på frågeformulären, hur går ni tillväga då?
Har ni genomfört några tidigare studier för att öka svarsfrekvensen? Vilka strategier har ni
testat? Vad har fungerat bra/mindre bra?
Vem/vilka är ansvariga för att föra in resultaten från frågeformulären?
Om ni inte får in svar på 1-årsuppföljningsformuläret, hur går ni till väga? Ringer upp?
Skickar ett till formulär?
Vad tror du bidrar till er höga svarsfrekvens?
Informerar ni patienterna om Nationella Registret över Smärtrehabilitering? Hur i så fall?
Får patienterna någon uppföljning av resultatet på frågeformuläret?

In English
Date:
Clinic:
Feeling after the interview:
What are your routines regarding the initial questionnaire before the first visit at the clinic?
What are your routines for the questionnaire at the end of rehabilitation?
What are your routines for the one-year follow-up questionnaire?
How long time does the patient have to respond?
Do you remind patients that forget, in that case, how?
If you do not receive a reply on the questionnaires, how do you proceed?
Have you done any studies on how to increase the response rate? What strategies have you
tried? What has worked well/not so well?
Who is responsible for transferring the results from the questionnaires?
If you do not get a reply on the one-year follow-up questionnaire, how do you proceed?
Call? Send another questionnaire?
What do you think contribute to your high response rate?
Do you inform the patients about the National Pain Registry? If so, how?
Do patients receive any feedback on the results from the questionnaires?

63

www.kth.se
64

