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Researcher's preconception

The concept of pre-understanding is the knowledge and experience we bring with us to a
research project and which shapes the research process from idea to data selection and
presentation of results 12,

As a general practitioner and the mother of four children and having worked with children
of different ages at infant homes, kindergartens, youth centres and residential institutions,
I have considerable practical experience in working with children and young people,
gained over more than 20 years. Apart from the kindergarten children, all the children in
the homes and institutions had a complicated relationship with their parents; the children
had been removed from their homes because the authorities considered that the parents
were unfit parents. The pedagogical dimension in the relationship between helper,
children and parents was a major factor in my choice of professional career and it lies at
the very centre of parent-physician communication about the young, sick child without
language. From personal experience with an 'ear child', who had many contacts to
specialists, I got the idea for the research project one night working on emergency duty
when I visited a family in their home. They were extremely upset and agitated because of
a child with asthma who had just started Spacer treatment and had a fever. Due to the
critical situation and for pedagogical reasons, the child was hospitalized so that the

parents could learn to cope with a child who would occasionally need Spacer treatment.



Background

When meeting parents with 'sick’ children, quite often my impression is that the child is
not particularly ill, and the parents are, actually, often of the same opinion. But they just
want to make sure that there is nothing seriously wrong with their child or they want one
to listen to the child's lungs. This situation invites the questions of why it is so important
for them to see a physician at that stage, and of what motivates parents to set aside time
for a visit to the physician on this basis during a busy workday.

It is also surprising to observe that parents today, despite being well-educated and having
easy access to health care, seem to feel insecure if the child has been ill several times, for
instance, a child with an ear infection, asthma or eczema. Even if parents have already
paid a number of visits to the physician about a particular health problem, they apparently
remain at a loss and are continuously frustrated over how to handle the problem. The
parents report information given by physicians on recurrent health problems that could be
both ambiguous and contradictory.

This study includes 8-month-old infants but the majority of the families have experiences
with older siblings. Therefore I will mainly use the word child/children in this thesis.

The main purpose of this study is to ascertain, from the parent's experiences, whether in
their opinion the consultation with the physician with regard to sick children could be
changed or improved. Special attention will be given to situations where parents and the

general practitioner possibly misunderstand each other.



1 Introduction

Research on sick children has been done for over 50 years. The first well-known
epidemiological study on children's everyday iliness was carried out in 1964 in Cleveland,
USA 3. This study followed 86 families (443 individuals) for 5 years. The mother made
daily entries in a diary. Each family was visited weekly by a field worker and at the time of
illness the patient was examined by a staff physician. The result mirrored the infection
panorama of that time and these findings have contributed to a better understanding of
children's everyday illness. Since then, numerous studies have been carried out which
examine various children's illnesses. Most of the studies are epidemiological statements on
the symptom frequencies and appearance of illness. There is also research available on
consultation frequencies and factors that influence the frequency of consultation. Patient-
doctor communication has also been the subject of research, including studies on child-
doctor-parent communication. Finally there are studies examining how parents have
experienced having a sick child, but these are often studies where the child suffers from a
critical illness, chronic illness or has a handicap — situations which lie beyond the focus of
this project. Studies on how parents experience 'common, minor illness' with their children
are very rare, something which will be reverted to after an introduction of some of the
comprehensive literature about sick children. For further information on the search

strategy for literature — see enclosure A.

Children in general practice

Occurrence of symptoms

Children's iliness from the parents' point of view has been studied by means of diaries of
symptoms, weekly telephone recalls and questionnaires on daily symptoms. All studies
have reported symptom frequency that varies with the age of the child and with the

season of the year 3°,



The common cold is the most frequent symptom/diagnosis among small children, at least
according to longitudinal studies of children in the western world *>7:8, Among Danish
children 1-2 years of age, fever was the most frequent single symptom reported, followed
by the common cold °.

In a Nordic study, the child or family was asked about the occurrence of specific
symptoms such as pain in the stomach and dizziness '°. According to the questionnaires
15.6% (2-6 years) to 34.0% (13-17 years) of the children frequently (i.e. every or every
other week) suffered from at least one of these symptoms. The frequency of at least one
symptom every or every other week was highest in Finland (31%), medium high in
Denmark (26%) and lowest in Sweden (20%) °. Stomach pain and dizziness are common
psychosomatic symptoms and the occurrence may mirror the situations of the families of
that time. The Danish National Institute of Social Research interviewed parents in 1994
and 2000 about illness among children during the past 14 days (children between 0 and
16 ). The frequency of iliness reported by parents did not rise from 1994 (13.4%) to 2000
(14%). In 2000, the year-specific illness <1 year of age was 21% and 29% among the 1-
2-year-olds®. Pre-school children have symptoms quite frequently and parents therefore
very often have to appraise and reappraise symptoms. There is, however, only limited
information available about what parents think about the individual symptoms and how

they appraise them.

Children’s consultation rates

Pre-school children suffer frequent episodes of illness which means that they have more
consultations in primary care than any other age group. The most frequent consulations
among children are for children who are 6-18 months old >®%!112, Even though some of
these studies are old their findings are confirmed by more recent studies.

A Nordic comparative study was done in 1984 and 1996. In 1996, 43% of the 2-6-year-old
children had had a consultation with a physician within the past three months, and the
consultation rate per year was estimated to be 2.2. The consultation rates rose approx.
8% from 1984 to 1996. One of the explanations was that in 1996 more children were

attending the prophylactic child care programs. However, it was difficult to compare the



rates of consultation even between the Nordic countries because of the very different
structures of their health care systems *°.

Another Nordic comparative study on physician-attended visits among children between 2-
18 years of age with 'handicaps' (e.g. cystic fibrosis, spinal hernia, haemophilia) found
that nearly 50% had visited the physician at least once during the past 3 months 2.
Children in Denmark had the lowest consultation rates and Iceland the highest. These high
visit rates could reflect the fact that the children had a known illness and that attendance
thresholds were low because the parents knew that the child was vulnerable and that
minor illness could quickly turn into severe illness.

Some children seem to have a higher morbidity than others and were also characterized
as frequent consultation visitors. These children (0-4 years old) were found to suffer from
diseases typical of their age and sex (otitis media, respiratory diseases but also injuries),
but to a much greater degree than controls. These children seemed to be more
vulnerable than other children of the same age **°. Such vulnerability could continue for
several years, which was found in follow-up studies of pre-school children with recurrent
bacterial respiratory tract infections'®. The empirical results singled out the vulnerable
child as a particularly interesting subject for further research. Questions were raised
about such things as how the parents cope with this vulnerability and whether the

children/the family need special attention from the physicians.

Predictors of consultation frequency for children

17-19

As well as actual illness , consultation rates for children are related to parental iliness

1819 and attendance at prophylactic child care programs .

behaviour
Other factors may also influence the parents' visiting patterns. Thus, chronic or frequent
episodes of illness in one of the child's siblings caused such parents to bring the child to a
physician more often than parents of children who did not have siblings with increased
morbidity?°.

Parents' perceptions of a threat to general health (i.e. the child's susceptibility to disease
and their perception of general health threats) and their beliefs about symptoms and

illness influenced their consultation frequency **%.



The mother's state of anxiety, stress and depression have been found to be predictors of a
high consultation frequency for the child 82%%, If the parents were frequent users of
primary medical care, so were their children >, First-time mothers were strongly and
consistently associated with a higher consultation rate than mothers of three or more
children >/, The influence of the father's mental state or experience with older siblings on

consultation frequencies has not yet been studied.

Demographic and socioeconomic factors act as powerful predictors of consultation
patterns, but the results are conflicting. Children who had frequent consultations were
associated with low social class, parental unemployment and sick-leave 2°3!, According to
a Swedish study there is an almost over-explicit pattern of increased consumption of care
and antibiotics among 7-year-old children where the family situation was characterized by:
lone/divorced parents, at least one parent of foreign origin, parents with manual
occupations, and a smoking mother3?, In a Danish study of out-of-hours attendance, on
the other hand, single parents and parents without vocational training were not
overrepresented in the group of frequently attending children, but in the group of
frequently attending adults . But how do parents think and what kind of considerations

do they have before deciding to take their children to a physician?

Parents' understanding of symptoms in their children

Parents assume a critical role in the care of sick children. If they fail to recognise the
warning signs of severe illness, medical treatment may be delayed or cannot be started 3.
Previous studies have dubbed this aspect of care as 'maternal nursing care'. Today, the
role of fathers has changed and they are assuming a role similar to that of mothers 3%/,

Thus, today 'parental nursing care' may be a more accurate name.

"The mother is supposed to assume a complex set of duties that includes watching regularly the health
of the children, noting any symptoms and complaints, deciding the appropriate action to be taken,

administering home management type of treatments or arranging for medical help' *.

10



However, it is not always an easy task to practise parental nursing care as described
above because it is so complex and especially first-time parents find it difficult to make

sense of the illness *.

Symptoms that worry parents

Parents react if they observe many symptoms at the same time and if they believe one of
the symptoms to be serious 7*%*', Those that cause them most concern seem to be high
fever ** and difficulty in breathing *%***, Parents find symptoms such as high fever and
cough to be more 'risky' than other symptoms. Some parents are really frightened and
suspect meningitis when the child becomes acutely ill with high fever *2. Other parents
believe that a fever could cause brain damage or death *. Parents who have had a
frightening experience of febrile seizure fear that it will happened again the next time the
child has a fever *®. Some parents had been taught to bring the child to a physician if
signs of ear ache or symptoms persisted for more than 24 hours **. Symptoms such as
difficulty in breathing seem an obvious reason for calling a physician. It is more difficult to
understand what motivates parents to seek a physician's advice if the child has a tiny rise
in temperature or a cold for a few days. The present study will therefore focus on how

parents notice that their children have signs of illness and their initial worries.

How to assess symptoms

To estimate the seriousness of an illness is difficult, for parents as well as for physicians
48 The temperature is not a reliable guide to the seriousness of an illness. For example,
fewer than 2% of children (3 months to 3 years ) with a temperature over 39 degrees
Celsius had manifest bacteraemia *. The concordance between physicians in assessing
the severity of illness in babies has been found to be 80% *. A baby check score system
has been developed to assess baby illness ***°, Used by physicians, nurses and parents,
the system deployed a combination of symptoms and signs to achieve high sensitivity and
specificity. The parents' score cards used the same symptoms, signs and scores as the
physicians' score cards, but had more detailed descriptions and appropriate illustrations of
the 7 symptoms and 12 signs used. The comments on the first two symptoms on the

parents' score cards were as follows: Has the baby vomited at least half the feed after

11



each of the last 3 feeds? Has the baby had any bile-stained (green) vomiting? The
comments on the first two signs were as follows: Now examine the baby while it is awake:
Is the baby's muscle tone reduced? Talk to the baby. Is the baby concentrating on you
less than you would expect? The baby check was found to help parents recognize when
their babies were becoming seriously ill and gave them the confidence they needed to ask

for medical help **°, This indicates that parents do appreciate specific information.

Even though parents have difficulty assessing symptoms, parents in general manage to
care for most of their children's iliness episodes themselves.

Thus, 67-99% of all child health problems did not require a physician-attended visit
4571344151152 T 3 Danish study, physicians were only contacted in 32-52% of all cases of
illness, even though the child morbidity reached 75% within an 8—month observation
period 2. Thus, parents do not visit a physician each time the child has symptoms.

The initial impression that the reason for parents' frequent visits to physicians was
because they reacted to the first small sign of illness in the child, but this could not be
confirmed by other studies. This observation invited the question of what other factors

make parents seek the physician's advice and judgement.

The child-parent-physician communication

Recent years have seen a plethora of studies of patient-physician communication of which

53;54

very few have involved parent-physician-child communication . Furthermore, when

such studies have, indeed, included children, direct communication with the child had

often been very limited >3°>:¢

, even though inclusion of the child's contribution to the
communication has increased during recent years >’. These studies dealt with the outcome
of the communication, e.g. in terms of satisfaction and adherence to treatment from the
parents' point of view>*>%>°,

Most Danish parents are satisfied with the health care system '°. Among parents with 2-

17-year-old children, 37-47% were fairly satisfied and 35-51% were very satisfied with the

12



health care system according to a questionnaire on continuity, quality of the health care
system, information, need, time use, friendliness and accessibility °. However, we do not
know what makes the communication between the child/physician/parent go well or what
kind of misunderstanding arose when the parents were less satisfied. Analysis of the
reasons for parental satisfaction/dissatisfaction with the consultations requires that the
views of the parents and children are known, e.g. through the paediatric interview, which
differs from interviews with adult patients in the sense that the setting is triadic, involving
the child, the parents and the physicians.

Furthermore, such communication is multidimensional, involving (a) parent/physician
communication (b) child/physician communication and the (c) child/parent
communication. The smaller the child, the less able it is to communicate verbally, but the
parents as well as the physician can communicate verbally with a child and have non-
verbal answers such as a smile or a cry of fear or pain. In a study of a group of single
mothers from socio-economically disadvantaged backgrounds in England, the mothers said
that there was a disparity between their beliefs and expectations about the iliness and the
physicians' decision, behaviour and information 3°. One of the focuses of this study is to
investigate the parent's experiences of the physician's examination and diagnosis of the

children.

Parents' experiences with sick children

A search of the literature uncovered only a few studies where parents were directly asked
about how they experienced 'young children's common illnesses'. Straite ®° researched the
problems faced by mothers nursing young children with acute otitis media and how the
mothers dealt with worry, the child's pain, broken sleep, stress, fatigue and marital
problems. Kai * investigated what it was that worried parents most when their children
were ill and found that they were afraid of fever. Cornford ** investigated why parents
seek a doctor when their children coughed and found that they feared that their children

would die when they coughed up thick phlegm or coughed so much that they threw up.

13



Allen investigated parents' view of minor iliness in children and parents reported feeling
disempowered and anxious ®!. To summarise, these studies indicate problems with
parents' understanding and handling of the child's symptoms/illness and my experience as
an on-call general practitioner observing communication breakdowns between physician

and the family has greatly inspired me to giving this study a user's perspective.

14



2 Aim of the study

This PhD study aims to heighten our understanding of parents' experience with their sick

child and their reasons for visiting a physician.

The primary aims of the study were:

1 To investigate and uncover parents' experience with and understanding of the child's
illness

2 To investigate the reasons triggering the decision to see a physician

3 To discuss possible misunderstandings in the communication between parents and the

physician

Papers 1 and 2.
This study has given rise to the following Papers.
Paperl: Ertmann Ruth K, Séderstrdom Margareta, Reventlow Susanne. Parents' motivation

for seeing a physician. Scand. J. Prim. Health Care 2005;23:154-8.

Paper 2: Ertmann Ruth K, Reventlow Susanne, Séderstrom Margareta. Parents' situated
experience and knowledge of their child's iliness signs — a key to better doctor-patient

communication. Submitted.
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3 Design and Methods

Design
An inductive qualitative interview study was chosen to explore parents' experiences with

sick children %93,

Informants and study populations
The interviewed families were strategically selected among 194 participating infants.
The infants and their families live in Frederiksborg County, which is situated north of

the Danish capital, Copenhagen.

Families selected for interview were chosen among a birth cohort of 389 infants born
between the 1st and the 28th of February, 2001, of whom 197 agreed to participate in the
study. The families were contacted by mail by RE on the 15th of November 2001 when the

infants were 8 months old, and a reminder was sent three weeks later.

The 194 infants were first followed prospectively from the age of 9 months to the age

of 12 months by means of a diary (January- February- April) (Enclosures B) and
retrospectively from birth to the age of 9 months by means of a questionnaire

(Enclosures C) %, that is to say, all the 194 participating families filled in the 3-month
diary and the questionnaire. For the non-participating families and dropouts, see
Enclosure D.

In this study the data from the questionnaires and the diaries were used to select families.
Families with a variety of experiences with a sick infant and with physician-attended visits

with the infant were selected.

16



Families chosen for interwiew

The present selection of interview families was guided by the wish to obtain diversity and
analytical depth, which required a strategic data selection. The twenty families were
selected on the basis of diary information. The selection procedure covered the following
steps: first, all the diaries and the questionnaires were read and divided into one group
with infants who had had several illness episodes and another group with infants with no
or only a few illness episodes. The first group of diaries was re-read and families were
selected who seemed to cover a wide range of experience:

¢ Infants with several illness episodes with/without physician-attended visits

¢ Infants with an episode of pneumonia or acute otitis media

e Parents with illness experience from older siblings

¢ Infants without significant episodes of disease, but with anxious parents

e Healthy infants without older siblings

¢ Infants who were prescribed medicine

¢ Infants whose parents had child-care problems

e Infants who had had an illness episode as newborns

Several families from each group were identified. They were chosen at random and
phoned by the author. If a family did not answer the telephone, the next family in the
same pile was phoned. All the families answering the telephone call accepted the
invitation to participate in the study. For further information about the experience of the
selected groups and the number of eligible families (in italics), see Enclosure E: Families

chosen for possible interview.
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Figure 1. Flow chart of the study population
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Data collection instruments

Interview guide and pilot interview

The interview guide was inspired by an interview guide from the Danish National Birth
Cohort study 1997-20027 and from the author's daily work with parents as a general
practitioner (GP). Some colleagues suggested a few extra questions in the interview guide.
These questions were incorporated before pilot testing. The interview guide addressed the
time when the infant was ill, including the parents' concerns and handling of the sick

infant.

Interview guide
1. Tell me about a time when your infant was ill, for example the last time?
2. Do you do anything specific to make him/her feel better when he/she is ill?

3. What worries you most, when he/she is ill?

! Statens Seruminstitut: Sundhed for mor og barn
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. When do you consult the physician with your sick infant?

. Do you have positive or negative experiences with the physician?

. What are your thoughts and experiences when giving your infant medication?
. Do you have any idea why your infant becomes ill?

. What do you think makes your infant well again?

O 00 N o U»u b

. What about the other children and your relationship with your spouse?

10. How do you manage caring and doing your everyday activities when your infant is ill?
11. Do you have any experience with alternative and complementary medicine?

12. Looking back, is there anything you would wish were different?

13. Anything else you want to tell?

14. What did you think of the interview?

A pilot interview was done in February 2002, and a few changes were made.

Development of the questionnaires and diary and the pilot study
For extended information, see Enclosure F: Development of the questionnaires and diary

and the pilot study.

Data collection

Questionnaire and diary

The data collection months January, February and March were characterized by
correspondence with the participating families to obtain a comprehensive diary material °2.
In December 2001 information letters, questionnaires, January diary, one diary example
and a stamped envelope were mailed to the participating families. During the following
month they received several information letters to encourage them to fill in the diary and
the questionnaires. All parents also received a call where verbal information about filling in
the diary and the project was provided. In April they were thanked for their participation.

In May reminders were sent to 37 who had forgotten to send in the questionnaires and
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diary. Late summer telephone calls were made to those who still had not sent in the
questionnaires and the diary. Three families could not be reached by phone, so instead

they were visited at home.

Interview

Semi-structured interviews, lasting for about one hour, were conducted in the
informants' homes during the spring of 2002. The informants chose the place and time
for the interview and all the families wanted the interview to take place in their homes.
During the interview, they served coffee and cake. Mothers participated in all
interviews, fathers in ten. The index infant was often present and in a few cases older

siblings too.

Parents were encouraged to talk about their experience with their sick infant. However,
they also talked about experiences with their older children. The interviews in which
both parents participated were characteristic in the way that the parents took turns
telling about their experience and in the way that they supplemented one another. Both
the questionnaires and the diary were brought along for the interview and especially
the diary was recognized and parents commented on the illness episodes marked in the
diary even before the recording of the interview began.

Most parents covered the main points in the interview guide themselves during the
interview, except the questions concerning the impact the infant's illness had had on
the siblings and their marriage if any or if they had been in contact with alternative
therapists.

If the parents asked medical questions, they were gently informed that they would have

to wait until after the interview, because it was necessary to hear their story first.

After the interview, notes were made about the interview situation, addressing issues
such as who was talking: father, mother or both; how was the atmosphere: hostile,
friendly with coffee and so on. A few days after the interview, the interviewed families

were phoned to follow up on possible questions from the parents and possible
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misunderstandings. The parents were also asked if they had unpleasant feelings about

being interviewed .

Figure 2. Time table of the study

2001
23.08 Protocol
01.09 Development of questionnaires and diary
—> | 01.11 Pilot testing of questionnaires and diary
15.11 Inclusion of families
21.12 Questionnaires and diary - January
2002

18.01 Information letters to parents
29.01 Diary - February and letter
24.02 Pilot interview
27.02 Diary - March and letter
> | 08.03 1st interview
05.04 Thank you for participating
16.05 Reminder about missing questionnaires and diary
20.06 Last interview

2003
Information letters
e .
Data analysis
2004

Information letters
E—— Data analysis
1st article accepted

2005
- Iznggr;ﬁglc;n letters
2006
PhD thesis

Data collection period

Diary and questionnaire: 21st December 2001 to June 2002 (from each family 3 diaries, 1
questionnaire and some of the families received reminders about missing diaries).
Interviews: took place between 8th March 2002 and 20th June 2002
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The data collection procedure was highly successful: the response rate was 96.4% (187
respondents among 194 participants) and 94.3% (183 parents) of the material was
complete (viz. filled-in questionnaires and all three diary forms completed). Data on the

four families with incomplete data were added to complete the data set.

Data sources for analysis of the interviewed families

The 20 interviewed families were Danish (except for one family where the father was born
in Greece), mediumly to well educated, all married apart from one divorced mother with 6

children, owned their own homes and 16 of the families had more than one child (Tablel).

Table 1: Demographic data on interviewed families

Informant Parents City in Residence Occupation Age (years) Age of
No. Interviewed | Denmark Mother Siblings
Father (years)
000 Mother Allergd House Secretary Mother 37 6 + 2 adult
Office chief Father 52 siblings
021 Mother Frederikssund Apartment Draughtsman Mother 31 6, 3
Father Cleaner Father 48
(Greek)
024 Mother Espergaerde House Sales support specialist | Mother 30 No siblings
Father Sales manager Father 36
041 Mother Veksg House Executive secretary Mother 35 5
Chief adviser Father 33
045 Mother Veksg Country house Head clerk Mother 34 3
Father Associate professor Father 37
063 Mother Skaevinge House Sales assistant Mother 34 6
Father Fitter Father 35
087 Mother Frederiksvaerk House School teacher Mother 36 3
School teacher Father 38
109 Mother Rungsted House Full-time housewife Mother 34 Two
Lawyer Farther 36 siblings
112 Mother Qlstykke House Educationist, day Mother 31 4
Father nursery Father 34
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Head clerk
115 Mother Birkergd House Laboratory assistant Mother 28 No siblings
Producer — Danish Father 38
Broadcasting
122 Mother Hillergd House Shop assistant Mother 30 3
Father Vehicle testing Father 29
assistant
129 Mother Qlstykke House Bio-analyst Mother 28 2
Father Service engineer Father 29
134/135 Mother Niva House School secretary Mother 31 Twin and 3
Twins Financial manager Father 32
136 Mother Stenlgse House Warehouse clerk Mother 33 No siblings
Spare parts manager Father 33
137 Mother Kokkedal Apartment Bank clerk Mother 34 4
(Father) Confectionoer Father 32
139 Mother Hillergd Farm House wife fulltime? Mother, 28 No siblings
Father Youth club teacher Father, 35
146 Mother Slangerup House Social worker Mother ,33 7
Father Service manager Father 34
149 Mother Farum Apartment Lost earnings due to Mother ,34 12,9,7,5,
disabled infant on Father, 34 3
welfare?
154/155 Mother Hillergd Apartment Office clerk Mother 32 Twin
Twins Father Taxicab owner Father 35
157 Mother Frederikssund House Product manager Mother 30 No siblings
(Father) Corporate controller Father 30

Analysis of the interview

The interviews were recorded on a digital recorder (Sony discman). The first 5 interviews
were transcribed literally by RE. Then RE listened to the recordings again 2 or 3 times and
the transcribed text was corrected. The other 15 interviews were transcribed literally by a
professional secretary. The transcriptions were controlled 2 or 3 times by RE ., Al

together the interviews ran to approximately 450 pages of A4 text.
The empirical material was inductively and systematically analysed in accordance with

Giorgi's phenomenological approach to qualitative data ®”:°®, This method of analysis was

chosen for several reasons, primarily because phenomenology recognizes the interviewed
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person's subjective perspective, and secondly because it emphasizes the importance of the
researcher's preconception. The method was modified and described in detail by Malterud
2% and included the following procedures: 1) All interviews were collected and read to get
an overview; 2) Units of meaning were identified by breaking up the text into smaller
parts representing different subjects of conversation; 3) Condensation and structuring of
meaning within each coded group; 4) Condensation of the meaning into a new idea. A

description of the various steps of analysis from 1 to 4 is given below.

1) The first step of the analysis was to become familiar with the material. All 450 pages
were perused to get an overall impression. An overall impression was more important than
eye-catching details. An active effort was made to put aside preconceptions and
theoretical frames in order to be open and receive the impressions the material offered —
to hear the informants' voices.

This step of the analysis led to the following overarching subjects; how could the parents
see that the child was becoming ill what did they do — the parents, what worried them,
when did they contact the physician, the meeting with the physician, fever, at home with

the sick child, parenting, impact on everyday life, etc.

2) The second step of the analysis contained the units of meaning and movement from
subjects to codes. During this procedure some text was extracted — that is the units of
meaning — which in some way contained information about the overarching subjects that

had appeared from the first perusal in step one of the analysis. See table 2.

First, 4 interviews were cut into pieces in the software programme Word in order to single
out units of meaning and 41 code groups were created. For instance, fever, cause of the
illness, how did parents see that their child was ill, search for information and advice,
everyday life in the family, physician etc. The first crude code was made and repeated and
joint coding was done in collaboration with the co-writers of paper 1. After having coded 9
interviews and worked with the units of meaning in these interviews, the following
superior theme was chosen: "What causes parents to attend a physician with their sick
child".
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Before recoding the interview, the notes about the family were re-read, the questionnaires
and the diary were examined and an effort was made to recall the interview situation at
the parents' home. Then all the interviews were recoded and units of meaning where the
parents said anything about a situation which might or might not lead to a physician
attended call or visit were found and coded. Examples of codes were: fever, crying child,

treatment, worsening of symptoms. The same units of meaning could have several codes.

3) The third step of the analysis dealt with abstracting the information represented by
each of the code groups. This was done by condensing the contents of the units of
meanings. What were the parents talking about when for instance the code was fever. It
could be a feeling of fear that the child would die, taking responsibility or that they now
were in control of the situations where the child had high fever without calling the
physician. That is to say, new sub-groups were emerging. The text was being interpreted
on the basis of the researcher's professional standpoint as a general practitioner. A
dermatologist might interpret the units of meaning in one way, a sociologist might find a

different meaning in the text.

4) In step four of the analysis the text was pieced together again — was recontextualized.
First the information from each individual code group and sub-group was recapitulated. On
the basis of the condensed text and selected quotations a list of contents was made — a
result list — showing what the material told about a selected aspect of the problem
complex of the project. After recomposition of the result list a reversion was made to the
units of meanings in order to find a few selected quotations that reflected the truest
picture of what was said in the text. Nine main concepts about triggering factors were
found under the theme: "what causes parents to attend a physician with their sick child".

70-74

The analysis was inspired by Lazarus & Folkmann's Coping Theory , - see also

Discussion of Methods.
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Table 2: Example of codling of units of meaning: What triggers a contact to the doctor?

Interview of family 115

Units of meaning Code group Condensation

150 we were very frightened when suddenly he got 40°C in fever frightened — emotional coping

fever .. so I set off to the emergency department — well I am First time = legitimate one's act

not sure that many others might have done so — I called the Compare to others

doctor on emergency duty who said that it did sound a little The advice from the doctor on

high and so on emergency duty not enough to
make them cope with the
situation

Coding for the second Paper was done using the computer programme NVivo. Using the
long text extracts in Word was very time-consuming, which motivated a change to NVivo
which has been specially developed for handling comprehensive text. In order to get to
know the programme and be certain that the coding was in accordance with the coding of
the first article, I started from scratch by coding units of meanings in 3 interviews. These
units of meaning were compared with the cut units of meaning from the first coding and
were very similar. There were a little fewer units of meanings (37 against 41) and this was
especially because I had merged some units of meanings with statements about the
consultation with the physician. Afterwards all the interviews were coded and the following
superior theme was chosen: experience with the physician.

Again the notes, questionnaires and the diary were re-read. The interviews were recoded
and all the units of meanings where the families "said anything about the meeting with
the physician" were found and coded. Examples of codes were: power relationship, praise
and criticism, consumer, physicians' answers, learnt from the physician, experienced

parents, layman, to get to the physician in time, and expectations to the physician.
In step 3 of the analysis the units of meanings were condensed, and new sub-groups

emerged such as: meaning of symptoms, satisfaction/dissatisfaction with the

consultations.
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Finally the codes and the sub-groups were summarised and described in terms of
identifications, meanings and dialogue of signs.

75:76

The analysis was inspired by Kleinmann , see also the theoretical chapter and

Discussion of Methods.

Ethical considerations

The investigation was approved by the Danish Local Ethics Committee.

The ethical considerations concerned the principle of autonomy and the principle not to do
harm.

The study did not involve procedures that could harm the children. The parents merely
passed on information about their actions and worries in relation to their sick child. During
the pilot test of the project I asked the parents if they would like to participate in the
investigation. Most parents wanted to participate, and they particularly stressed that they
found the investigation important because, as parents, they wanted to be heard and to be

taken more seriously by the physician when they came with their sick children.

Integrity could be an ethical consideration in several situations.

To interview parents in their own home could also be a violation of integrity. However, all
parents chose to be interviewed in their home. I did not have any of the families on my
list in the practice and had no further contact with 