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Abstract

Aims: The general aims of this thesis were 1) To explore how non-western immigrant
families’ different background and factors related to immigration and acculturation may
affect the outcome of education and support in paediatric diabetes management; 2) To
provide knowledge on how diabetes education and support for immigrant children and
their families should be given to ensure them adequate competence in disease
management and the children optimum metabolic control.

Methods: The thesis comprises five studies carried out 2001-2006. Study I was based
on national register data on metabolic control (N=977), questionnaires to all 20 Danish
paediatric diabetes centres and structured interviews with 38 immigrant families. Study
IT was an intervention study including the development of guidelines and adapted
educational material, followed by a re-education programme for 37 families. Study III
was a case study of 11 Turkish and Kurdish children/families comprising data from
medical records, a participant observation and qualitative interviews with the parents,
one interpreter and three diabetes team members. Study IV included qualitative
interviews with Arabic parents of 12 children, living as immigrants in Denmark and in
Cairo/Egypt respectively. Study V comprised data on metabolic control and qualitative
interviews with 11 young adult immigrants with type 1 diabetes since childhood or
adolescence.

Findings: The young immigrants were very unevenly distributed between the Danish
paediatric centres. Most teams had little knowledge of and no special educational offers
for immigrant families, just as the use of professional interpreters was limited. The
immigrant parents had clearly different pre-conditions for diabetes education as
compared with ethnic Danish parents, just as most had a low level of acculturation as
evaluated by their need for an interpreter. Major differences were identified between the
different ethnic groups and between the individual immigrants. The immigrant children
and adolescents had different pre-conditions as compared to their parents; most,
however, had non-optimum metabolic control. The design of an adapted educational
programme could optimise the outcome of diabetes education, but was not sufficient to
provide the families with competence in diabetes management and the children/
adolescents with good metabolic control of long duration. Many parents in particular
experienced difficulty combining diabetes management with their principles relating to
good parenthood. In addition, they appeared to be insecure and doubtful about the
competence of the Danish health care professionals.

Conclusions: A different ethno-cultural background is likely to create barriers to health
education, learning and collaboration. The non-homogeneity of non-western immigrant
families requires educational initiatives tailored to the pre-conditions and needs of the
individual family members; adapted initiatives such as peer education are suggested.
Special support for immigrant children and adolescents should be considered. A close,
supportive and trust-filled relationship between the families and health care
professionals is needed to facilitate learning, collaboration and good metabolic control.

Key words: Non-western immigrants; children; adolescents; parents; type 1 diabetes;
health education; support; collaboration; adaptation; public health; health promotion.
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Abstrakt

Formél: De overordnede mél for denne athandling var 1) at undersege hvordan ikke-
vestlige indvandrerfamiliers anderledes baggrund og faktorer relateret til immigration
og akkulturation vil kunne pavirke udbyttet af undervisning og stette i handtering af
diabetes hos bern og unge; 2) At bidrage med viden om, hvordan undervisning og stette
skal gives for at sikre, at familierne opnar kompetence i at hndtere sygdommen, og at
bern/unge far god metabolisk kontrol.

Metode: Afhandlingen er baseret pd fem studier 2001-2006. Studie 1 omfattede
nationale registerdata om metabolisk kontrol (N=997), spargeskemaer til alle 20 danske
borne-diabetescentre og strukturerede interviews af 38 familier med indvandrer-
baggrund. Studie II var et interventionsstudie som inkluderede udvikling af guidelines
og tilpasset undervisningsmateriale, efterfulgt af et re-undervisningsprogram for 37
familier. Studie III var et case studie af 11 tyrkiske og kurdiske bern/familier og
omfattede journaldata, deltager observation og kvalitative interviews af foraeldre, en tolk
og tre team-medlemmer. Studie IV inkluderede kvalitative interviews af arabiske
foreeldre til 12 bern, som henholdsvis levede som immigranter i Danmark og i Cairo/
Egypten. Studie V omfattede data om metabolisk kontrol og kvalitative interviews af 11
unge voksne med indvandrerbaggrund og type 1 diabetes siden barndom/ungdom.

Resultater: Born og unge med indvandrerbaggrund var meget ulige fordelt pa de
danske berne-diabetescentre. De fleste teams havde begrenset viden om og ingen
specielle undervisningstilbud til disse familier, ligesom brugen af professionelle tolke
var begrenset. Foreldre med indvandrerbaggrund havde meget anderledes
forudsetninger for diabetes undervisning sammenlignet med etnisk danske foreldre,
ligesom de fleste var darligt akkultureret, vurderet ud fra deres behov for tolk. Der blev
fundet store forskelle mellem de forskellige etniske grupper og mellem de enkelte
indvandrere. Born og unge havde anderledes forudsatninger end deres foreldre, men de
fleste havde darlig metabolisk kontrol. Udviklingen af et tilpasset undervisnings-
program kunne optimere udbyttet af undervisningen, men var ikke tilstraekkeligt til at
give familierne kompetence i at handtere sygdommen og sikre bern og unge en
leengerevarende god kontrol. Mange foraldre oplevede frem for alt problemer med at
skulle tilpasse sygdommen til deres principper for godt foraldreskab, ligesom de
virkede usikre og tvivlende overfor det danske sundhedspersonales kompetence.

Konklusion: En anderledes etno-kulturel baggrund vil kunne skabe barrierer i forhold
til sundhedspaedagogik, indlering og samarbejde. Ikke-vestlige indvandrerfamiliers
store forskellighed krever undervisningsmassige initiativer, som er skreddersyede til
de enkelte familiemedlemmers forudsatninger og behov; der foreslas tilpassede
initiativer som f.eks. ‘peer education’. Der ber gives specielle tilbud til bern og unge
med indvandrerbaggrund. Desuden er der behov for en tet, stottende og tillidsfuld
relation mellem familierne og sundhedspersonalet for at fremme indleering, samarbejde
og god metabolisk kontrol.

Nogleord: Ikke-vestlige indvandrere; bern; unge; foreldre; type 1 diabetes; sundheds-
padagogik; stette; samarbejde; adaptation; folkesundhed; health promotion.
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SE-402 42 Goteborg, 2008. E-mail: Lpovlsen@image.dk



ORIGINAL ARTICLES

This thesis is based on the following studies, which are referred to in the text by their
Roman numerals.

1I:

III:

1V:

Povlsen L, Olsen B, Ladelund S. Diabetes in children and adolescents from ethnic
minorities in Denmark — barriers to education, treatment and good metabolic
control. Journal of Advanced Nursing 2005;6:576-82.

Povlsen L, Olsen B, Ladelund S. Educating families from ethnic minorities in
type 1 diabetes — experiences from a Danish intervention study. Patient Education
and Counseling 2005;59:164-70.

Povlsen L, Karlberg I, Ringsberg K. Support and education of immigrants with
chronically ill children — identified needs from a case study of Turkish and
Kurdish families. Health Education Journal — In press

Povlsen L, Ringsberg KC. Learning to live with a child with diabetes — problems
related to immigration and cross-cultural diabetes care. Submitted

Povlsen L, Ringsberg KC. Learning to live with type 1 diabetes — from the
perspective of young non-western immigrants in Denmark. Submitted

Articles I-1II have been re-printed with the kind permission of the publishers.






CONTENTS

INTRODUCTION ..ottt ettt sttt sttt ebe e enes 1
THEORETICAL FRAMEWORK ......ccoceiiiiiieieiietcieiet ettt ese e eeas 2
Public health - a brief introdUCON ........c.coiieeiiieieeeeec e 2
Immigration from a public health perspective...........cooceveririreeienieeerc e
ACCUITUTAtION ...
Culture and its influence on health and illness/disease
Intercultural COMPETEIICE .......ccuerveriiriiriiriieiieiieteereet ettt
Chronic disease from a public health perspective .........c.ccocevereririeiineninenencsenee 5
Type 1 diabetes.......ccocevevveeeeennene.
Learning to live with type 1 diabetes
Adaptation to a chronic disease.......
Health PrOmMOtION........c.iiieiieieieieiee ettt e s esessessesseeseeseenneneas
Health education and empowerment Strategies ..........cceeverueerueerueeierieneeneienieeneens 10
PROBLEMS AND AIMS ...ttt sttt ettt et see et enaensen 14
METHODS ...ttt ettt b et a et e bt s b ettt nesbe e enesbeneas 16
Overview of the studies and the methods applied...........cccoeeveevieiiiicienienieeeeee, 16
PATTICIPANIES ...ttt ettt ettt sttt sb et e et e e e naes 19
Data COIECTION ...ttt ettt ettt e 21
Data analysis
VAIIAILY .ottt ettt ettt sttt sa bbbt e ebeetaeteesaensensensenaan
Ethical consSiderations...........coeeieieiiieiiinienieneseeesieee ettt 28
FINDINGS ...ttt sttt sttt be st 30
Pre-conditions for education and collaboration............c.cceeceverieenenninecnenieenennen
Perceptions of the education and support provided.........................
The impact of the disease on the life of the immigrant families
The outcome of the educational programmes.............ccceeererererereerienierienieneseeeeenes
DISCUSSION ...ttt ettt ettt ettt ettt st ebesbe e b saeneas 39
Pre-conditions and barriers to education and learning .............cc.ccecveeveievievienieneennenne. 39
Pre-conditions and barriers to establishing collaboration................cccoeevieierieneennnns 41
How can diabetes education and support be improved?.........c.ccoceevveeieierienienenenenne. 44
Study validity and HMItations..........ccerverireririeieerese st 47
CONCLUSIONS AND IMPLICATIONS ..ottt 50
ACKNOWLEDGEMENTS ....cciiiiiiiiiiitieneieene ettt 52
REFERENCES ...ttt sttt ettt sttt ettt ettt s b ettt sesseneesenas 53
APPENDIX I -VI

Articles -V
NHYV Reports






Introduction

INTRODUCTION

During the last few decades, most Western European countries have transformed into
multi-cultural societies. In Denmark, the number of people with a foreign background
has doubled since 1980. At the same time, an increasing percentage of the immigrants
originate from distant countries (1). On 1 January 2007, the group of non-western
immigrants including their descendants comprised 6.1% of the Danish population (2).
Immigration is widely accepted as a possible cause of inequality in health and is
described as one of the most important current determinants of global health and social
development (3).

For a considerable period of time, one of the objectives of health care in Denmark, as in
other Western European countries, has been equality in health for all citizens. However,
socially determined inequity in health, a serious issue as regards public health, is still a
fact and one of the reasons is a different ethnic background (4). A number of studies
(3,5-7) describe non-western immigrants as a vulnerable group with a poorer health
status than the general population. Some (8-10) explain this as differences in culture and
traditions as well as social marginalisation and structural barriers to the western health
care system. Others (3,11-13) explain it as stress related to immigration and
acculturation.

As a paediatric nurse and diabetes educator, I have met an increasing number of
immigrant children and their families since my authorisation in 1975. It is difficult for
all families to learn to manage and adapt to a serious chronic disease such as type 1
diabetes in a child or adolescent. However, as a consequence of their different
background, non-western immigrant families are likely to both perceive and present
additional and/or different problems and challenges to health care professionals as
compared to ethnic Danish families. Despite a large number of studies of health
education and support for families with children with type 1 diabetes, very few studies
describing families with an immigrant background have been published.

This thesis presents the findings of five studies carried out between 2001 and 2006. The
research project was initiated due to perceived problems related to the outcome of
diabetes education for immigrant families at the Danish paediatric diabetes centres. The
studies have therefore focused on how health education and support for families with a
different ethno-cultural background should be provided and how collaboration should
be established in order to enable them to adapt and live a good life with the disease. The
studies included above all describe how immigrant parents perceive living with a
chronically ill child in Denmark and the collaboration between the families and the
health care professionals.

Throughout the thesis, the families under study are either referred to as ethnic
minovities, defined as persons with an immigrant or refugee background who originate
from countries outside Western Europe, North America and Australia, or simply as
(non-western) immigrants. Only children with two non-western immigrant parents
were included in the studies.



THEORETICAL FRAMEWORK

Public health - a brief introduction

Public health is the collective action taken by society to protect and promote the health
of populations (14). According to Beaglehole & Bonita (14), many countries have now
reached ‘the era of non-communicable diseases’ (frequently, as in this thesis, referred to
as chronic diseases). This means that diseases related to individual lifestyle and
environmental factors, but also diseases such as cancer, mental diseases and various
autoimmune and metabolic disorders, have replaced infectious diseases to an increasing
extent as the major cause of morbidity and mortality. In many poor countries, however,
the increase in chronic diseases has been smaller and infectious diseases are still
predominant (14).

The Acheson Report (15) defines public health as the ‘science and art of preventing
disease, prolonging life and promoting health through organised efforts of society’,
usually in groups of people or entire populations. The Ottawa Charter (16) likewise
states that health concerns the individual, while public health is the health of people or
societies. Rose (17) emphasises that the primary determinants of disease are mainly
economic and social and that medicine and politics therefore cannot be kept apart. In its
Health 21 — health for all policy (18), the World Health Organisation (WHO) similarly
stresses the importance of reducing social and economic inequities in improving the
health of the entire population. It is further stated that health is a fundamental right of
human beings and that disadvantaged groups must be ensured access to welfare through
the provision of ‘safety nets’ and be given the appropriate health care.

This thesis addresses some important topics relating to public health, namely inequity in
health related to social class and ethnicity, described by Beaglehole & Bonita (14) as
powerful explanatory variables, and health promotion/health education in chronic
disease management. These will be described in more detail in their respective
paragraphs.

Immigration from a public health perspective

All the Nordic countries have become increasingly multicultural during the past few
decades, but to varying degrees. On 1 January 2007, non-western immigrants (without
descendants) comprised 2.2% of the Finnish population (19), 4.2% of the Danish (2),
5.2% of the Norwegian (20) and 8.3% of the Swedish population (21). Data from
Iceland were not available (Statistics Iceland; personal communication).

Immigration is likely to place the immigrant in a situation in which previous
experiences are no longer sufficient to understand and cope with his/her actual situation
(22,23). Although it may be well prepared and self-imposed, the immigration is
therefore likely to result in losses and traumatic crises of varying degrees, especially
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when it comes to the immigrant’s previous perception of his/her identity. For adult
immigrants the adaptation process will often be lifelong, indicating that they will always
feel like immigrants in the new country to varying degrees (23). As normal, immigrant
children will develop their identity in close interaction with parents and siblings, but
they are likely to become far more influenced by the new country. This implies that
adolescents in particular frequently perceive themselves as living between two cultures
and as having one role in the family and another in the community outside (22).

According to Carballo & Nerukar (24), most non-western immigrants are poor people
moving from poor economic environments and they therefore carry with them the health
profiles that result from poverty. It is further argued (3) that the way in which the
immigration process can best be made a healthy and social success will depend upon the
new country’s ability to respond in a way that can lead to enhanced equity between the
immigrants and the general population. As regards the health care system, Ekblad (6)
calls for the development of transcultural skills and awareness and increased knowledge
of the way different groups of immigrants are likely to communicate disease and
psychosocial problems, and how health care professionals can improve in meeting their
needs.

Post-traumatic Stress Disorder (PTSD) is a serious condition, related to extremely
traumatic experiences. In connection with migration it has been related to possible
events before, during and/or after migration. It is primarily described among political
refugees and asylum seekers as a condition likely to impair the social and psychological
functioning of the individual (25,26). However, most of the children and adolescents
included in the studies in this thesis were born in Denmark, just as a large percentage of
their parents were workforce immigrants. Most of the participants with a refugee
background had also lived in Denmark for several years. PTSD was only identified in
three parents from different families in Studies I and II and in one of the young adults in
Study V. Since PTSD is also a very comprehensive subject, it will not be described in
more detail or be part of this thesis.

Acculturation

Acculturation is described as ‘the mutual influence of different cultures in contact’ (27)
and as ‘the behavioural and psychological changes that occur as a result of contact
between people belonging to different cultures’ (12). Acculturation is divided into
different ‘levels’, related to the immigrant’s maintenance of his/her original cultural
identity and his/her contact with the culture in the new country. Integration is described
as the most adaptive form, i.e. the immigrant’s involvement in both the original and the
new culture (12).

Acculturative stress refers to stress related to the acculturation process and has been
identified as a main cause of affected health in both immigrant children and adults. In
adults, factors such as linguistic problems, perceived discrimination and conflicts
between values and norms after the immigration are predominant (12). Children are
described as being vulnerable in connection with immigration, but their flexibility and



ability to change are pointed out as vital qualities in preventing negative consequences
(28). 1t is further emphasised that the health and development of immigrant children is
particularly influenced by the current mental, social and economical situation of the
family (28,29).

Culture and its influence on health and illness/disease

Culture refers to the socially transmitted patterns of behaviour that are characteristic of
a particular social group (30). Culture comprises peoples’ values, knowledge, skills and
experiences and is dynamic and perceptually changing. The cultural background of an
individual will influence not just the way a disease is perceived and its symptoms
labelled and evaluated, but also his/her decisions about what to do, how to cope with the
disease and comply with the treatment (31). Helman (32) argues that even though health
care professionals and patients may come from the same socio-cultural background,
they are still likely to view ill health in different ways.

Some cultural elements may be rather resistant to change, not least the way people think
about health, illness and health care (31). Health and illness beliefs are described as
determinants of an individual’s behaviour, both in order to prevent disease and during
disease, where the behaviour aims at seeking treatment and/or getting well (33). Helman
(32) views these as cultural factors, but states that cultural beliefs and practices are only
part of the aetiology of disease; that social and economic factors should always be taken
into account, before the exact role of the cultural factors can be evaluated (32,33).

The concept of health Locus of Control (LOC) distinguishes between whether
individuals perceive that they are responsible for and capable of controlling their health
themselves or place the responsibility on others (33). LOC has also been related to the
individual’s ability to change life style behaviour and to the way he/she communicates
and collaborates with health care professionals. Hjelm (10,34) found that female Arabic
immigrants with diabetes practised less selfcare and more frequently sought advice from
health professionals as compared to female Yugoslavian immigrants and ethnic Swedes.
She explained this by different health/illness beliefs influenced by culture and religion,
but also by the Arabic women’s origin in patriarchal and group-oriented cultures.

Intercultural competence

The term intercultural competence is used both when describing communication
between individuals with a different ethno-cultural and a different socio-cultural
background (35). Intercultural competence is described as the ability to act and react as
expected in a given situation or context (36), and as the ability to communicate between
cultures and demonstrate skills outside one’s culture of origin (37). A different ethno- or
socio-cultural background may result in different interpretations of the information
provided. Similarly, a lack of ability to predict the behaviour of a ‘stranger’ (patient or
health care professional) and ignorance of his/her attitudes, feelings, beliefs and/or
values may cause uncertainty and thus complicate a meeting or dialogue.
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Lundberg (38) describes factors such as personality, attitudes, knowledge and previous
experience as essential for the development of intercultural competence. Others add
sensitivity, understanding and the ability to communicate (31), plus the need to respect
the culture, value systems and ways of being of other individuals (39). Dunn (37) argues
that cultural competence requires sensitivity to cultural differences, i.e. learning about,
being able to assess from and sharing in the culture of others. This indicates a
fundamental change in the way people perceive, understand and interact with the world
and includes being curious and asking for explanations to promote a better
understanding but also being willing to adapt clinical practice to fit the client’s
framework (37).

Chronic disease from a public health perspective

According to the WHO (40), chronic (non-communicable) diseases already accounted
for 59% of the total global mortality and 46% of the total global burden of disease in
2000; the latter figure is expected to increase to 60% by the year 2020. It is emphasised
that the means to prevent and treat many of these diseases already exist.

As in other western societies, the Danish National Board of Health (41) estimates that
approximately one third of the Danish population suffers from one or more chronic
diseases. At present, these individuals consume 70-80% of the resources of the health
care services; a figure which is likely to rise still further due to increasing life
expectancy (41). This underlines the need for a re-organisation of the health care system
and for more optimum strategies for chronic disease management. The WHO stresses
the need for multi-faceted and multi-institutional approaches directed at both
individuals and groups and at the social, economic and cultural determinants of chronic
diseases (42).

Most non-western immigrants originate from countries with a predominance of
communicable diseases, whereas they immigrate to countries where chronic diseases are
predominant. As a result, immigrants are likely to have limited pre-knowledge of
chronic diseases including the concepts of chronic disease management (43). The WHO
therefore encourages recipient countries to adapt their health care facilities to the
different background of the immigrants in order to optimise treatment outcome (42).

Type 1 diabetes

Denmark is a high-risk area for type 1 diabetes. Despite a low incidence in the native
countries of most non-western immigrants, several studies (44-47) have shown that
immigrants, after immigration, obtain the same incidence as the general population in
the new country. In the spring of 2002, children and adolescents with a non-western
immigrant background comprised 6% of the total number of patients aged 0-18 years
with type 1 diabetes at the Danish paediatric diabetes centres (48).



Type 1 diabetes is a metabolic disorder and a serious chronic disease that begins in
childhood, adolescence or young adulthood (49). Its cause is not known, but the disease
results in a deficiency of insulin production in the pancreas. The treatment consists of
daily injections of insulin adapted to food intake, physical exercise and the actual blood
glucose level. The aim is to obtain optimum metabolic control and thereby a reduction
in the risk of severe future micro- and macrovascular complications (50,51). Good
metabolic control has furthermore been associated with better quality of life (52).

The Danish recommendations for good metabolic control in children and adolescents
with type 1 diabetes are adapted to the guidelines of the International Society for Pediatric
and Adolescent Diabetes (ISPAD) (49,53):

e HbA,. (glucosylated haemoglobin: blood test defining the mean blood glucose
level during the previous 4-6 weeks) < 7-8%

e A low mean blood glucose level should not result in severe hypoglycaemic events
(unconsciousness and/or convulsions)

o Ketoacidosis (bicarbonate <22 mmol/L) should not occur

Education is a keystone of diabetes care and management (49), since knowledge of the
disease is regarded as essential for competence in diabetes management and good
metabolic control (51). A multidisciplinary diabetes team consisting of paediatric
endocrinologists, paediatric nurses, clinical dieticians, social workers, psychologists and
chiropodists should be responsible for providing both treatment and education (49). The
20 Danish paediatric diabetes centres work together closely and the structure of the
education is therefore fairly similar: The child and his/her family are provided with
individual education during the first 9-12 months after the diagnosis; once a week to
begin with and then every 1-2 months. After the completion of the initial education,
continuous complementary education is provided either individually or in groups on
regular visits to the centre. Education is also given to the staff at the children’s day-care
centres, school teachers and others.

Selfcare in diabetes management

Selfcare refers to the child’s and family’s active participation in the management of the
disease and is described as ‘patients’ ability to make informed choices and decisions
that will help achieve their personal diabetes care goal’ (54). Selfcare means being able
to balance the child’s blood glucose within defined limits, under both normal and more
unusual circumstances. In particular, this requires knowledge of the way physical
activity and the composition of a meal are likely to affect the blood glucose but also
how to stabilise the blood glucose when/if it becomes either too high or too low. The
most essential knowledge to be acquired by the child/family, however, is the ability to
evaluate when the condition is not satisfactory and therefore needs correction — either
by them or by contact with the diabetes team.

Selfcare practices are learned over time and may be seen as a result of a gradual
development of knowledge, skills and confidence in the ability to assume responsibility.
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It has been argued that the increasing focus on selfcare in chronic disease management
may have negative consequences; that vulnerable groups of patients may not fit into a
concept that demands such active participation (55). Leininger (56) similarly
emphasises that the concept of selfcare may be counter to cultural beliefs, values and
norms, not least in non-western cultures.

Learning to live with type 1 diabetes

Learning to live with type 1 diabetes in a child or adolescent is likely to affect and
include the entire family and is described (57) as a complex and multi-faceted process.
It involves the acquisition of knowledge and skills in handling disease management in
practice, as well as the psychological and social support required to enable the child and
his/her family to adapt and come to terms with the disease. Concepts such as health
promotion/health education and empowerment strategies, all central within public
health, are applied in this process.

Adaptation to a chronic disease

The diagnosis of a chronic disease in a child is a stressful event for every member of a
family. The disease is likely to change family life and the relationships between family
members, just as it requires the family to adapt (58-60). Lazarus (61) defines coping as
‘ongoing cognitive and behavioural efforts to manage specific external and/or internal
demands that are appraised as taxing or exceeding the resources of a person’.
Adaptation refers to the adjustment to new and/or changed circumstances and is defined
as the degree to which the family learns to cope psychologically, physiologically and
socially with the disease (58).

Adaptation is thus the outcome of a coping process, in which emotion- and problem-
focused strategies are often used simultaneously. When a child is diagnosed with
diabetes, the most common is to seek information and social support (58). The
importance and meaning which the family attaches to the child’s chronic disease will
have an impact on their ability to cope with it. In the same way their previous
experiences, health beliefs and socio/ethno-cultural background will influence the way
they explain the disease and develop relevant strategies (32,62,63).

The parents’ adaptation has a major impact on the coping and well-being of the ill child
and other family members (59). Mothers appear to have more difficulty than fathers,
suggesting that they run a higher risk of poor adaptation (59,60). There is also a clear
risk that relationships between family members could be impaired. Parents may, for
example, be so occupied with the care of the ill child that they neglect the other
children, just as the ill child may be overprotected (59,60). A successful adaptation is
associated with strategies such as acceptance of the condition, being able to manage the
child’s treatment and meeting his/her normal developmental needs (58-60). The
establishment of a social support system, meeting the needs of other family members



and learning to cope with stress and crises are also described as essential adaptive tasks
that require specific knowledge, skills and resources (59).

Most parents will adapt to the child’s diabetes in the longer term; some (64) say within
the first year. However, studies have reported the presence of parental emotional
responses continuing for many years. Even though they appear to have adapted to the
situation, these parents may still never fully recover from the impact of the diagnosis of
the disease and may suffer from a recurring sadness, described as chronic sorrow (64).

Parents with adequate personal and social resources, a higher level of education and
higher income are likely to adapt better than those with poorer resources and a lower
level of education and income (60). Lazarus (61) found that the actual life situation of
the individual might affect the coping process. Lowes & Lyne (64) further mention that
studies of parents from another cultural background suggest that they may react
differently, by keeping their child’s disease a secret due to fear of social stigmatisation,
for example, and that this may disrupt the adaptation process.

Health promotion

In the Ottawa Charter (16), health is defined as ‘a resource for everyday life and not just
the objective of living’. Health promotion is described as ‘the process of enabling
people to increase control over and improve their health’. It is furthermore pointed out
that in this process, the health care sector should move beyond its responsibility for
providing care and curative services and focus on the total needs of the individual. The
WHO (16) emphasises the use of empowering strategies in health promotion by stating
that “people cannot achieve their fullest health potential unless they are able to take
control of those things which determine their health’.

Health promotion was inspired by ideologies from the 1960s and 1970s focusing on the
liberation and development of people. Paolo Freire is described as one of the main
sources of inspiration, first and foremost of the empowerment concept (65). It is argued
(66) that empowerment is consistent with the ideological commitment to equity and the
values of health promotion. Tones & Tilford (66) describe health promotion as ‘any
planned measure that promotes health’ and summarise the ethical and moral views of
health promotion in the Ottawa Charter in the following way:

o The pursuit of holistic goals: health should be viewed holistically. Health
promotion should therefore focus on achieving mental, physical and social well-
being, instead of only being concerned with different aspects of disease and
prevention.

o The pursuit of equity: existing differences in health between and within nations
and/or social groups should be eradicated in order to achieve health and prevent
and control illness. ‘Equity’ thus has a moral and ethical dimension and refers to
differences that are unnecessary and avoidable and are also judged as being unfair
as compared to society in general.



Theoretical framework

e Voluntarism and empowerment: people should be encouraged to make free
choices and be trusted to act independently and in a responsible manner. Health
services should be organised to facilitate collaboration and empowerment, since
health is influenced by many different services and institutions. This further
indicates the need for multidisciplinary initiatives and inter-sectoral collaboration.

Holistic views and goals of health

At the institution of the WHO in 1946, it was stated that ‘health is a state of complete
physical, mental and social well-being and not merely the absence of disease or
infirmity’ (67), indicating that health should be viewed holistically. Within humanism,
the individual is viewed as active and creative and as part of the context in which he/she
acts. A holistic view of health therefore includes the individual’s ability to achieve his/
her goals on the basis of the existing social, economic and cultural conditions (68).

Tones & Tilford (66) argue that the difference between a medically oriented view of
disease and a broad, salutogenic approach to health and health promotion should not be
over-emphasised. In spite of this, they underline that a bio-medical focus is likely to
ignore the psychosocial dimension of health and could therefore be misleading, both
when defining holistic goals of health and in the prevention and care of chronic and
lifestyle-related diseases. A shift from the traditional ‘top-down’ to ‘bottom-up’
approaches should therefore be considered, i.e. integrating the individuals as much as
possible to promote empowerment (66).

Contrary to pathogenesis, salutogenesis is defined as the factors that help to promote,
increase and maintain health (69) and it can thus be viewed as a holistic approach.
Health is not viewed as a biological problem but as a psychosocial concept and a
resource. This indicates that health is not just affected by body, mind and the close
environment but also by the way society is built up and how the individual manages to
act and live in it (70). Antonovsky (69) identified ‘Sense of Coherence’ (SOC) — the
state in which the individual perceives his/her life situation as meaningful,
comprehensible and manageable, as an essential salutogenic factor.

SOC has been related to the health of immigrants. Ekblad (71) views SOC as being
important for the immigrant’s ability to master and resist ill health as a result of
migration. She argues that problems should be made comprehensible and manageable
challenges to be solved in the immigrants’ own context, just as it is suggested that
empowerment may be introduced as a new approach in the integration process (71).

Mzeland (65) describes health promotion as a salutogenic approach because of its focus
on strengthening people’s health and the underlining of positive resources for health.
Concepts such as trust, social network and perceived control and mastery are also
emphasised, indicating that health promotion should aim at promoting and
strengthening the individual’s perception of coherence. Hanson (70) further argues that,
by using meaningfulness as a motivational factor, health education may have a new and
more positive basis for communicating lifestyle disease prevention.



Health education and empowerment strategies

Rose (17) argues that education is the foremost enabler of health; that it is through
education that people learn to acquire information to guide their choices. In the same
way it is emphasised (66) that health education is aimed primarily at the voluntary
actions people can take on their own, individually or collectively, as citizens looking
after their health.

Empowerment is described as an action process by which individuals gain control over
their lives and actively participate in their community (72,73), based on the idea that
participation in group dialogues will increase the participants’ control, mastery and
ability to change their situation (66). This indicates that empowerment is built up
gradually and cannot be given — people can only empower themselves (73). Individual
empowerment includes competences and capabilities that are likely to give the
individual person a high degree of control over his/her life and health (66).

Health education is defined (66) as activities designed to achieve health- or illness-
related learning aiming at:

o Producing changes in knowledge, understanding or ways of thinking
o Influencing or clarifying values

o Bringing about some shifts in belief or attitude

o Effecting changes in behaviour or lifestyle

Gabrielsen & Mach-Zagal (74) argue that health education differs from education in
general in terms of the concept of health and its aim to translate the knowledge provided
into practice, action and/or change. Health education should result in learning to
promote health and is described as a stepwise process, in which the content should be
adapted to the interest and motivation of the recipient/patient (75). According to
Meland (65), the outcome of health education is poorer in groups with a limited
educational background and low socioeconomic status.

Patient-centred communication is regarded (33) as the optimum way to provide
interpersonal health education. This means that the communication includes the
patient’s knowledge and experience and is not merely the transfer of knowledge from an
expert health care professional (33,76). Fossum (77) describes patient-centred
communication as being based upon mutual trust and a holistic view of the patient; an
encounter in which the patient’s life world, expectations and anxieties are central and
the basis for collaboration. According to Ogden (33) it includes three central
components:

o The health care provider’s receptiveness to the patient’s opinions/expectations
o The patient’s involvement in decision-making and planning

o Attention to the affective content of the consultation

Ogden (33) defines compliance as ‘the extent to which a patient’s behaviour coincides
with the medical advice given’. She argues that leaving the traditional view of ‘doctor
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as expert’ and emphasising the interaction between the patient and the health care
provider or the ‘meeting between experts’ indicates a shift in terminology from
compliance to adherence; that adherence is a result of the patient being involved in the
decision-making. The patient-centred approach may likewise address the imbalance of
power between health care professionals and patients (76), but it also stresses the need
to communicate mutual health/illness beliefs and expectations (33) in order to facilitate
collaboration.

Education and learning

Learning refers to what takes place inside the individual who is being educated and
should result in new knowledge, skills and/or changes in terms of behaviour, attitudes
and feelings (78). In order to achieve this, however, the educator needs to establish a
relationship with the person and be able to adapt the education to his/her individual
background, motivation and needs (78). In the same way, culture, socialisation and
communication will influence what and how an individual learns (79). The provision of
new knowledge must therefore be coherent with the individual’s personal,
psychological, socio-economic and cultural context (80,81).

Learning is described (81) as a socio-cultural process in which knowledge is developed
in the interaction between people. The acquisition of new knowledge is closely related
to the way a phenomenon is experienced, perceived and understood by the learner
(82,83). Marton (82) argues that the content of the education needs to become part of
what the person already knows; that genuine learning is likely to fail if the content is not
related to the reality of the learner. Accordingly, education should be guided by the
individual person and be based upon his/her problems and experiences (79).

Education and empowerment in chronic disease management

Health education is viewed as a means to enable the active participation of the patient in
treatment and decision-making, essential to prevent progression and complications of
chronic diseases (84). Action competence is described as the ability to make healthy
choices and take responsibility for your health; including the knowledge of a problem,
an attitude towards it and the ability to act or deal with it (74,85). Health education thus
aims to help people with chronic conditions cope with their circumstances and improve
quality of life by ensuring that the pre-conditions for self-management are met (73).

Empowerment includes the identification of problems and their causes and the
subsequent development of strategies for change (65,72). Within health education,
empowerment implies that the patient and the educator work together to identify and
implement the strategies relevant for achieving the patient’s (self-identified) goals. The
role of the educator is to provide expert information and guidance in order to facilitate
learning and a critical reflection process and thereby enhance the patient’s ability to
make his/her own decisions (86,87). The goal of empowerment education is therefore
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not primarily to achieve more healthy behaviour but to create the basis for informed
choices.

Funnell & Anderson (9,54,88) describe the belief in patient autonomy and the right and
responsibility of patients to make their own decisions as essential (54). It is further
argued that the educator’s main contribution should be to establish a trusting
relationship in which the patient feels valued, trusted and safe; that empowerment is
more than simply offering the patient a role in decision-making (54). Empowerment
therefore represents an essential challenge and change to the traditional professional
role and presupposes that educators are willing to yield power and control. This should
be based on a belief in patients’ right and ability to take responsibility and make
decisions, provided that they have the knowledge necessary to do so (9,65,73). It is
further emphasised that empowering capabilities arise from egalitarian relationships,
negotiation and the sharing of power (73,86,87).

‘Diabetes education’

Education in diabetes management has been provided for several decades and has
gradually developed from authoritarian instruction to a dynamic and continuous process
based on dialogue and experience, with the educator placed in an interactive role (80).
Knowledge about diabetes does not necessarily correlate with good metabolic control,
but it is still a pre-condition for successful problem-solving and self-management (49).
Diabetes education is a dynamic and continuous process during which the patient and
his/her family learn to handle the disease and eventually to ‘recognise, judge and take
decisions’ (89). A recent study (90) found that the patient/family perceived education in
diabetes management as an on-going learning process starting whenever they were
exposed to new life situations.

Therapeutic patient education (89) was introduced in the 1990s and has been frequently
used within diabetes education. It involves the entire diabetes team in a continuous
educational process, taking place in close collaboration with the individual patient and
his/her family. ‘Learning by doing’ is a central concept, indicating that education is
provided according to the needs identified by the patient/family, based on their
perceived problems (89). The model presented in Figure 1 illustrates the aims and
concepts included in the term ‘diabetes education’ the way I understand it and have used
it as the basis of the data analysis in this thesis. It shows that:

o Health education and psycho-social support should be provided simultaneously
and be seen as the foundation for providing knowledge/skills and for establishing
collaboration between the patient/family and the health care professionals

o Collaboration promotes a mutual dialogue and thereby the opportunity to provide
more individually adapted and relevant education and support, based on the
patient/family’s problems, needs and experiences from everyday life

e The aim is to facilitate more optimum selfcare/competence in disease
management, adaptation to the disease and subsequent good metabolic control
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‘Diabetes education’

Health eduaction
and psycho-social support

o ~,

Collaboration between ‘Selfcare’
patient/family and Knowledge and competence
health care professionals in diabetes management

~

Adaptation
to the disease

l

Good metabolic control

Figure 1. Model illustrating the aims and concepts included in ‘diabetes education’.

Children and adolescents should gradually take charge of their diabetes. In Denmark,
more proper training and the transfer of responsibilities are normally first initiated
around the time the children start going to school, i.e. at the age of six years. This means
that children’s cognitive development as described by Piaget (91) is recognised and
their training adapted accordingly. Children may vary in their ability to learn and accept
new responsibilities and no child should be hurried. On the other hand, children should
have a good understanding of diabetes and should have learned the necessary skills
before the onset of puberty in order to facilitate ‘independent’ self-management (49).

Peer education and bilingual health educators

Peer education is a term frequently used in education in chronic disease management. It
means that a person with a longer duration of a certain disease shares his/her experience
with more recently diagnosed individuals. Peer education is described as a suitable
means of promoting learning and emotional support and thereby enabling the
participants to gain control of and come to terms with the diagnosis of a chronic disease
(37,92,93). In the same way, the use of bilingual health educators or trained link
workers from other cultures is recommended to facilitate more culturally competent
approaches to health education of immigrants (94,95). Education in their native
language and allowing for cultural habits are described as effective because of the
perceived trustworthiness of the information source and role modelling (96).
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PROBLEMS AND AIMS

The immigrant families included in this thesis represent a different and vulnerable
group in the Danish population. Despite the fact that most of them have lived in
Denmark for several years, many — not least the parents — are still likely to face
problems related to immigration and acculturation, just as they may experience social
marginalisation and structural barriers to the Danish society to varying degrees. The
diagnosis of a serious chronic disease in a child or adolescent with an immigrant
background may thus represent a challenge to the families and to health care
professionals. This research project was initiated due to perceived problems related to
the outcome of diabetes education for immigrant families at the Danish paediatric
diabetes centres. At the same time, few studies describing health education and support
for families with a non-western immigrant background and children with type 1
diabetes have been published.

Studies I and II were based on the hypothesis, that knowledge of the background of the
immigrant families and the subsequent adaptation of the educational strategies could
optimise the effect of health education. However, even though the intervention (II) was
evaluated positively by the families and the assigned ‘experts’, the effect was not
convincing. The additional questions that were raised were primarily related to the
parents’ level of acculturation and the extent to which they were still influenced by
norms and values from their country of origin. As a result, Studies III, IV and V have
focused on describing problems and experiences related to diabetes education and
support as perceived by immigrant parents, young adults with diabetes since childhood
or adolescence and Danish health care professionals. All the studies were carried out
from my perspective as an experienced paediatric nurse and diabetes educator.

General aims

To explore how non-western immigrant families’ different ethno-cultural background
and factors related to immigration and acculturation may affect the outcome of
education and support in paediatric diabetes management.

To supply knowledge of how diabetes education and support for immigrant children and
their families should be provided to ensure them adequate competence in disease
management and the children optimum metabolic control.

General research questions

How may non-western immigrant families’ different background and factors related to

immigration and acculturation affect their opportunity to benefit from diabetes
education and learn to live with diabetes in a child or adolescent?
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Problems and aims

How may immigration/acculturation and a different background affect collaboration
between immigrant families and health care professionals?

How should health education and support be provided to ensure immigrant children,
adolescents and their families adequate competence in diabetes management and
thereby promote good metabolic control?

Specific aims of Studies I-V

o To investigate whether the metabolic control in children and adolescents of other
ethnic backgrounds with diabetes differed from that of young Danish patients and
to learn about factors affecting the opportunities of ethnic minorities to achieve
good metabolic control. (Article I)

e To evaluate if an adapted educational programme was able to optimise the
metabolic control of immigrant children and adolescents as well as the knowledge
of diabetes in the families. (Article IT)

e To analyse how Turkish and Kurdish parents and their health care professionals
perceived the education and support provided and to assess what was required to
improve collaboration between the families and the team in order to optimise
selfcare and metabolic control. (Article I1T)

e To explore variations in the way Arabic parents living as immigrants in Denmark
and in their native country respectively had perceived learning to live with a child
with diabetes. This was done in order to identify potential problems related to
immigration and cross-cultural care which should be considered in the provision
of diabetes care to immigrant families. (Article V)

e To explore how young adults with a non-western immigrant background and type
1 diabetes since childhood/adolescence have perceived learning to live with the
disease, with special focus on health education and support. This was done to
identify factors that need to be considered in the provision of diabetes care to
Danish immigrant families in order to optimise adaptation and metabolic control.
(Article V)
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METHODS

Overview of the studies and the methods applied

The thesis includes five studies carried out between 2001 and 2006 (Table 1). Studies I
and II describe an intervention project in 2001-2003 at the paediatric diabetes clinic at
Glostrup University Hospital in Copenhagen (henceforth referred to as Glostrup). This
project was planned from the very beginning, whereas the subsequent studies were
developed over time, based on the findings and questions that emerged from the

previous studies.

Table 1. Overview of the studies included in the thesis.

Study Design Data collection Participants

| Quantitative National register data 977 children
Structured interviews 38 immigrant families
Questionnaires 20 centres

II Intervention Data on metabolic control 37 immigrant families

I Case study

v Qualitative

Structured interviews
Expert evaluation/comments

Qualitative interviews
Participant observation

Data from medical records

Qualitative interviews

13 experts

11 Turkish/Kurdish families
3 team members
1 Turkish interpreter

The parents of 12 children

in Denmark and Egypt
A% Qualitative  Qualitative interviews 11 young adults with an
Quantitative Data on metabolic control immigrant background
Overall study design

All the studies in the thesis have focused on non-western immigrant families with
children and adolescents diagnosed with type 1 diabetes.

e Study I was a prelude to Study II. It included an investigation of potential
differences in metabolic control between Danish and immigrant children and
adolescents using data from a national diabetes register. Furthermore, factors
affecting the immigrant families’ and the paediatric diabetes teams’ opportunities
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to achieve successful collaboration and thereby good metabolic control in the
children were investigated by means of structured interviews and questionnaires.

e Study II was an intervention project and included the development of adapted
educational material and guidelines for health care professionals, partly based on
data from Study I, and a subsequent re-education programme for immigrant
children, adolescents and parents.

Study II demonstrated that the adapted educational programme was able to improve the
families’ knowledge of diabetes and the metabolic control of the children, but with a
doubtful long-term effect and limited effect among some of the children/families. Since
the parents appeared to be the ones who experienced most difficulty, the subsequent two
studies focused on how they perceived the disease and the education and support
provided, including their collaboration with the diabetes team. Qualitative research
approaches were chosen as an appropriate method for these studies.

o Study IIT was a case study comprising Turkish and Kurdish families. It included
qualitative interviews with the parents, the team and the Turkish interpreter, a
participant observation of an educational session and information from medical
records. The study aimed to analyse a new educational programme.

o Study IV included qualitative interviews with Arabic parents living as immigrants
in Denmark and in their native country (Egypt) respectively. The study aimed to
describe potential variations in the parents’ perceptions of the process of learning
to live with a child with diabetes.

o Study V was designed in order to include the ‘voices’ of immigrant children and
adolescents. It comprised data on metabolic control and qualitative interviews
with young adult immigrants of different nationalities, who had been diagnosed in
childhood or adolescence, and focused on their perceptions of learning to live
with the disease.

Quantitative and qualitative research approaches

Most research questions can be addressed using more than one method; using more than
one can have substantial advantages, not least when it comes to permitting triangulation
(97). Furthermore, there has been an increasing recognition that both quantitative and
qualitative approaches are needed and considered equally important in developing new
knowledge within public health science (98). The selection of research method(s)
should thus be based on the kind of information that is being sought; from whom and
under what circumstances (97,99).

Quantitative approaches are typically used in research focusing on frequencies and the
strength of the association between health behaviour and disease (99) and of the impact
of social and environmental factors on health (98). Quantitative methods are also used
to test hypotheses and evaluate the outcome of interventions (99). Qualitative research
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is described as explorative, descriptive and inductive (100,101) because of its focus on
the way human beings organise themselves and make sense of their surroundings
(100,102). The strength of qualitative studies lies in their ability to describe the meaning
and significance which people ascribe to incidents in their daily lives and thereby enable
an understanding of society and the social world (98,99,101). In this way, qualitative
methods may generate hypotheses (99).

In order to supplement and validate the findings, both quantitative and qualitative
research methods were used in the studies presented in this thesis. In Study III for
instance, quantitative differences in metabolic control were elucidated by means of
qualitative interviews, observations and medical records. In Study V, quantitative data
on metabolic control were included in the qualitative analysis.

Interventions

Therapeutic intervention studies, as applied in Study II, aim to change a condition;
within quality development to test new strategies in order to improve the outcome of a
treatment/procedure (99). Kjargaard et al (99) point out that since intervention
programmes are often made up of more minor interventions, it may be difficult to
identify the effect of the individual parts. In order to identify problems, develop new
strategies and facilitate the subsequent implementation of the results, it is recommended
(97) that practitioners and educators should take an active part in the intervention
process.

The intervention programme in Study II included the development of guidelines for
diabetes educators and adapted educational material translated into Arabic, Turkish,
Urdu and Somali (103). The programme was evaluated, adjusted and further developed
during the subsequent re-education of immigrant children, adolescents and adults. The
re-education was carried out in small groups. The parents were divided up according to
their ethnic background and the education was given with the assistance of experienced
professional interpreters. The intervention is described in more detail in Article II.

Case studies

Case study design, as applied in Study III, is recommended by Yin (104) to obtain
knowledge of an unusual and complex social area. Case studies aim to obtain
knowledge and understanding of the phenomenon under study from a wide and multi-
faceted perspective, by collecting data from different sources and methods to enable a
broad holistic analysis (102,104). Accordingly, it is a methodological approach that
incorporates a number of data-gathering measures such as interviews, observations and
various documentary sources (104). Case studies are described as the systematic
gathering of information about a person, setting, event or group to enable the researcher
effectively to understand how the subject under study operates or functions (102). Case
study design is used within traditional social research areas, in social work and
education (104) and for evaluating innovative programmes (104,105).
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The weakness of case studies lies primarily in the difficulty associated with analysing
the frequently extensive and differently collected data and thereby problems as regards
the validity of the findings. Yin (104) therefore recommends that the various results are
continuously and thoroughly compared. Likewise, a detailed description of every part of
the research process is recommended to create confidence in its validity (102,104). The
scientific benefit of case studies lies in the data collection from various sources which
can be used for triangulation. Berg (102) also emphasises the ability of the method to
capture nuances, patterns and more latent elements which other approaches might
overlook and thereby the ability to provide a basis for insights and even hypotheses.

Phenomenography

Phenomenography, as applied in Study IV, is a research approach developed during the
1970s within educational research. It is based on the idea that the educator needs to take
account of how the learning content is perceived, understood and handled by the
learners (82,83). Phenomenography is the study of the qualitatively different ways in
which phenomena in the world are experienced, understood and perceived by the
individual from a lived experience or ‘second order perspective’ (83,106).

Phenomenography shares similarities with phenomenology in the study of human
experiences but differs in its focus on differences and variations in the phenomenon as
experienced, indicating that the world is dynamic and changes over time (82,107,108).
Phenomenography thus aims to describe how the same phenomenon in the same
situation is perceived and understood in different ways by different individuals (109),
based on their individual and subjectively interpreted experiences.

In recent years there has been a shift of focus to more theoretical concerns, the so-called
‘new phenomenography’, where the emphasis is placed on characterising particular
ways of experiencing and on the ways the critical terms of a phenomenon are discerned
by different learners (109). Within this ‘theory of variation’, the variations are described
as experienced by the learners but described by the researcher.

The pedagogic potential of phenomenography is emphasised (107). The research
approach is often used within public health, education and nursing research (106,107). It
may for example be used for studies of the way patients perceive a disease, its
symptoms, treatment etc. and the findings subsequently applied in training/education
prior to clinical practice (106).

Participants

Non-western immigrant families of various ethnic origin and members of the Danish
paediatric diabetes team were the main participants in the studies. In order to validate
the findings, they were supplemented by other professionals who acted as ‘experts’ and
contributed knowledge, experience and supervision.
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Non-western immigrant families

The population of non-western immigrants in Denmark comprises some widely
differing groups of individuals. The large group of workforce immigrants arrived
around 1970, primarily from Turkey, Pakistan, Morocco and the former Yugoslavia.
Most of these immigrants came from rural areas and had a limited educational
background. The subsequent groups of refugees from countries such as Kosovo, Bosnia,
Iraq, Iran, Afghanistan, Somalia and Eritrea are much less homogeneous and comprise
both humanitarian and political refugees, the latter often well educated.

Participants from different ethnic groups were included in the five studies. This was
done in recognition of the fact that the ethnic groups are not homogeneous — despite
frequent references to immigrants as a group. In Studies I and II, various ethnic groups
were included, due to the aim of ‘mapping’ them prior to the design of the adapted
educational programme and the subsequent re-education. Since the interviews in Studies
IIT and IV were performed in groups with the assistance of a professional interpreter,
only people speaking the same language were included. Study V included participants
from a variety of ethnic groups as they were interviewed individually and they all spoke
Danish.

The participants for the qualitative studies were strategically selected. The majority of
the families in the structured interviews in Study I, all the participants in Studies II, TIT
and the Danish families in Study IV came from Glostrup. The selection was related to
both the availability of participants and the theme under study. The Turkish/Kurdish
families in Study III were chosen, because they were evaluated by the diabetes team as
being less competent in diabetes management as compared to other ethnic groups. All
the Turkish-speaking Turkish and Kurdish families at Glostrup at the time of the study
were included.

In Study IV, Arabic families were chosen because a larger number of children with an
Arabic background had recently been diagnosed. The Arabic parents were mainly
political refugees, i.e. they had lived in Denmark for a shorter period of time as
compared to workforce immigrants. Furthermore, they were evaluated by the team as
being more competent in disease management as compared to other immigrant families.
In addition, a previously established contact with the AYD (Assistance to Young
Diabetics) education centre in Cairo gave access to interviews with matched Arabic
families there.

Health care professionals

Study I included all the Danish paediatric diabetes centres. Members of the paediatric
diabetes team at Glostrup also participated in the planning of Studies I and II, just as
some were included in Studies I, IT and III. Glostrup is responsible for the treatment of
all diabetic children aged 0-18 years from the Greater Copenhagen area and is by far the
largest paediatric centre in Denmark.
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As an experienced paediatric nurse and diabetes educator at Glostrup at that time, I was
responsible for the design, development and completion of the intervention programme
in Study II. A diabetes nurse and a clinical dietician from the team participated in some
of the educational sessions for the parents, just as members of the team were among the
‘experts’ who evaluated the adapted educational programme. In Study III, three
members of the team at Glostrup were interviewed, while two team members conducted
the educational session selected for observation.

Study IV was carried out in cooperation with the AYD education centre in Cairo which
was chosen due to previous contact. This centre, which is unique in Egypt, was
established in 2002 and has been internationally acknowledged for its educational
programme (110). The education at the AYD is provided by a multidisciplinary team,
consisting of doctors, pharmacists (working as educators due to the limited educational
background of most Egyptian nurses), dieticians and psychologists. Many team members
at the AYD are themselves parents of children with diabetes.

Other professionals

People from different professions have contributed knowledge, experience and
supervision, especially during Study II which included ‘experts’ with no connection to
paediatric diabetes clinics. They were people with either an ethnic minority background
and/or professional experience of diabetes education or of teaching Danish and
introducing new immigrants to the Danish society.

A number of professional interpreters also contributed knowledge and supervision
during the entire research project. They were primarily the ones who were involved in
the preparation of the educational material and participated in the subsequent re-
education programme in Study II. However, the interpreters who assisted in Studies III
and IV also functioned as ‘cultural interpreters’ and sparring partners.

Data collection

Data were collected using various methods: register data, questionnaires and structured
interviews, participant observation, information from medical records and semi-
structured qualitative research interviews. The variety of methods was chosen in order
to supplement and validate the findings, since the phenomena under study were viewed
as complex and multi-factorial.

Data on metabolic control
Clinical registers/databases comprising various prognostic factors are designed to
measure the clinical quality of a treatment (99). The benefit of these registers lies in the

content of a large volume of data of clinical relevance to a specific disease, while the
obvious weakness lies in the lack of quality and accuracy of the data submitted. The
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Danish Register of Childhood and Adolescence Diabetes supervises the quality of the
treatment offered by all Danish paediatric diabetes centres. Every year around the
child’s birthday, data relevant to the disease including a blood sample for central
analysis of HbA . should be sent to the register, which is based at Glostrup University
Hospital.

Data on metabolic control can be used to estimate the adaptation of the patient/family
and their competence in diabetes management. Likewise, metabolic control may be used
to evaluate the effect of the education and support provided. The following data on
metabolic control were included in the studies:

o HbA|; (glucosylated haemoglobin): blood test defining the mean blood glucose
level during the previous 4—6 weeks

o Incidents of severe hypoglycaemic episodes: unconsciousness and/or convulsions

o Incidents of ketoacidosis: bicarbonate <22 mmol/L

Data on metabolic control analysed at Glostrup were included in Studies I, II and IIL
HbA,. values were analysed at a central laboratory using a high-pressure liquid
chromatographic method Hi-Auto Aj. (Type 8121, Kyoto Daiichi Kagaku Co., Kyoto
Japan), normal range 4.3-5.8% (mean 5.3%). In Study V, data on HbA,. from a large
number of diabetes centres all over Denmark were included. These HbA . values are
likely to differ by + 5%, corresponding to SD =+ 0.3-0.6 HbA,.% (Steno Diabetes
Centre, DK-2820 Gentofte; personal communication).

Questionnaires and structured interviews

Questionnaires can either be completed by the individual person or be filled in as
structured interviews by an independent interviewer. Both methods present possible
problems. The self-administered questionnaire demands detailed instructions, as well as
clear unambiguously formulated answers. The structured interview in particular presents
problems in terms of interaction between the interviewer and the informant and in the
precise formulation of the questions and marking of the answers (97,99).

Study I included self-administered questionnaires for all Danish paediatric diabetes
centres and structured interviews/questionnaires for immigrant families, filled in by
professional interpreters. The study aimed to collect various demographic and factual
data on the centres and the families and to learn about factors affecting the opportunities
of immigrant families to benefit from the education and treatment provided. The content
of the questionnaires is described in more detail in Article 1. The final version of the
questionnaire to the families was preceded by a pilot test. All the interpreters were
instructed at a joint meeting to secure the valid and uniform collection of data.
Likewise, the questionnaires were translated into the various languages of the
participants included in the study to secure the uniform wording of the questions. Prior
to the interviews, the quality of these translations was validated by other professional
interpreters who verbally translated them ‘backwards’ into Danish.
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Study II also included structured interviews/questionnaires for immigrant families,
filled in by professional interpreters and using the same measures as described above.
The interviews were used to evaluate the effect of the intervention and focused on the
experience and significance of the programme. Furthermore, they included an
evaluation of the family’s basic knowledge of diabetes, assessed both prior to and after
the intervention. The contents of the questionnaire are described in more detail in article
1.

Participant observation

It is argued (97) that the benefit of observations lies in their directness; that the
researcher watches what the people under study do and listens to what they say.
According to Berg (102), observations enable the researcher to examine various
phenomena as perceived and described by the participants. Observational data may
serve as a supplement to self-reported data and lead to a more complete understanding
of a complex situation (111). Furthermore, observations may complement information
gathered using other methods and thus serve as a supportive and supplementary
technique to be used for triangulation and validation (97).

The disadvantages of observations mainly relate to the extent to which the observer is
likely to interact with the individuals in the setting and affect the situation under study
(102,111). Study III included participant observation of an (single) educational group
session with Turkish/Kurdish families at Glostrup. It was a ‘participant-as-observer’
observation, indicating that the group was informed from the start about the role of the
observer (97). The observation focused on group dynamics and communication and on
how education and support were provided.

Information from medical records

The study of written documents may be used to validate other research measures and is
described as unobtrusive and non-reactive (97,102). It is argued that documents are
most often written for other purposes; when analysing them it is therefore important to
consider the purpose as well as the context in which they were produced (97).
According to Taylor & Bogdan (101), the study of documents can provide an insight
into the assumptions, concerns and activities of the people who wrote them. Study III
included information from the medical records of the Turkish and Kurdish children and
focused on the descriptions of the families” knowledge of diabetes, level of selfcare and
collaboration with the team and the way education and support were provided.

Qualitative research interviews
Qualitative research interviews are described as a conversation between (two) people

conversing about (one) person’s perceptions of events of daily life (102,112). It is
emphasised that the interviewer needs to be conscious and reflective throughout the
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session; carefully watching and interpreting the statements, based on the cues, clues and
encoded messages offered (102,112). Using the phenomenographic approach, the
interviewer should be reflective and exploratory and maintain focus on the phenomenon
as experienced and reflected by the individual (107,108), i.e. aim at obtaining a clear
understanding of the way the individual understands the phenomenon under study
(1006).

It is recommended that the interviewer should know his/her ‘audience’, i.e. understand
the background and culture of the group(s) from which the individuals for interview are
drawn (102). Berg (102) further describes it as beneficial that the interviewer is able to
use his/her insight during the interview and thus follow up on subjects initiated by the
informants. Kvale (112) argues that just as interviews vary according to the phenomena
under study, different interview subjects require different approaches. Individual
interviews may provide a basis for obtaining a deeper meaning and richer data, just as
the informants, contrary to participants in group interviews, can be assured
confidentiality (113).

On the other hand, interviews in groups may lead to more lively, spontaneous and
emotional statements based on the social interaction in the group. They may
furthermore be chosen to make the participants feel more comfortable with the situation
and thus promote a good dialogue (102,112). Some (101,102) argue that interviews in
groups are most appropriate, when the researcher has specific topics to explore; just as
they are especially recommended for exploring cultural values and health beliefs
(102,113). Difficulty following up the views of individuals, the risk that some members
of the group may dominate the debate and the interviewer’s reduced control of the
situation are described as the main disadvantages of the method (97,102,112,113).

Study V included individual interviews, whereas the interviews in Studies III and IV
were conducted in small groups. The assistance of professional interpreters was
unavoidable in Studies III and IV, since all dialogue had to be translated. The use of
interpreters involved the risk of incorrect and/or incomplete translations, just as it turned
the group interviews into rather traditional interviews. Several measures were taken in
order to validate the findings. The interpreters were carefully selected and instructed
prior to the interviews. The quality of the translations was evaluated by another
interpreter who listened to randomly selected parts of the recordings prior to the
transcription.

Data analysis
Statistical analysis

Study I aimed to investigate whether the metabolic control in children and adolescents
with an immigrant background differed from that of young Danish patients, and whether
differences could be identified between the different ethnic groups. As it emerged that
data on 30% of the immigrant patients were not included in the Danish Register of
Childhood and Adolescence Diabetes in 2001, an analysis of these drop-outs was
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performed in order to validate the findings. Study II included data on metabolic control
before and 0-3-6 months after the intervention to evaluate the effect.

Data on metabolic control were analysed using linear regression and non-parametric
tests. All the tests were two-tailed, with a 5% significance level used to indicate
statistical significance. The comparisons between the different ethnic groups were
performed using the Kruskal-Wallis test; comparisons between the Danish and the total
group of immigrant patients were performed using the Mann-Whitney test (114). To
estimate the influence of the ‘ethnicity’ of the immigrant patients, a linear regression
analysis was carried out, describing HbA ¢ by ethnicity, age and diabetes duration. The
linear regression analysis was performed using the statistical package R (R
Development Core Team (2003). Vienna, Austria. ISBN 3-900051-00-3).

Study III included the average HbA . values of the Turkish and Kurdish children during
a one-year period prior to the study. Study V included data on the annual average HbA .
values for the past five years. In both studies metabolic control formed part of the
general analysis.

Qualitative analysis

Studies III, IV and V were mainly based on qualitative interviews and analysed by
content analysis and phenomenography respectively.

Content analysis

Content analysis, mainly manifest, was used in the analysis of the interviews in Studies
IIT and V and the data from medical records in Study III. Content analysis focuses on
subject and context and aims to identify, code and categorise data relating to a social
phenomenon (115). It is described as a process of identifying the primary patterns in the
data (116) and as a method to make data systematically comparable (102). The analysis
can focus on the manifest content in the text, but it may also include interpretations of
the latent content. Graneheim & Lundman (115) argue that both manifest and latent
content analysis comprise interpretations, but that these vary in terms of depth and
degree of abstraction.

The analysis was performed using the method described by Graneheim & Lundman
(115):

o Reading the text carefully several times to obtain an overall impression

« Identifying words and sentences expressing a central meaning (meaning units)

» Condensing data systematically without changing the original meaning

o Labelling the meaning units with a code, stating their content

o Creating categories, including a number of sub-categories, consisting of groups of
codes according to the main themes of the interview
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Within content analysis, validity/trustworthiness is especially related to clear differences
between (external homogeneity) and similarities within (internal homogeneity) codes
and categories (115).

Phenomenographic analysis

Study IV was analysed by means of phenomenography. The phenomenographic
analysis focuses on how individuals perceive a phenomenon and how different
perceptions can be related to each other (108). Within phenomenography, validity/
trustworthiness is especially related to whether the described differences are supported
by the empirical data (106).

The phenomenographic analysis was performed using the method described by
Alexandersson (108), who divides it into four phases:

o Becoming familiar with the data and establishing an overall impression

o Identifying differences and similarities

o Developing descriptive categories; these should be qualitatively different and not
overlap

o Examining the underlying structure of the descriptive categories (outcome space)

The main result of the phenomenographic analysis is the categorised descriptions (107).
To further validate the findings, an independent co-examiner may be assigned to test the
inter-subjective agreement of the results and the degree of concordance. This is done by
presenting the categories, sub-categories and quotations separately to the co-examiner
and asking him/her to match them (106,107).

Validity

All scientific research requires the correct collection of data and a systematic and
thorough analysis, just as the results should be rooted in empirical data and a precise
description of the research process (112). Some argue that quantitative and qualitative
methods should be subject to the same validity criteria, while others have defined
supplementary and special criteria for qualitative studies. They focus in particular on the
researcher’s ability to provide the reader with a clear impression of the rigour and
trustworthiness of the process and of the findings and conclusions reached (115,117).

Patton (116) argues that the credibility of qualitative research depends on a general
belief in qualitative methods and holistic thinking, the gathering of high-quality data
and the credibility of the researcher. Kvale (112) points out that the researcher should
constantly be critical of the findings and test their validity and whether they are
correctly understood and interpreted. Larsson (118) emphasises that the results should
be rich and descriptive, the analysis logical, consistent and closely rooted in data, just as
the discussion should carry conviction.
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Several measures were taken throughout the data collection and analysis in order to
validate the findings and establish trustworthiness (115)

o The questionnaires used in Studies I and II were preceded by pilot tests. The
structured interviews were performed by thoroughly instructed professional
interpreters who used translated questionnaires to ensure the valid and uniform
collection of data

e A drop-out analysis was performed in Study I. All the statistical analyses in
Studies I and II were carried out in co-operation with a professional statistician

o The professional interpreters who participated in Studies III and IV were carefully
selected and instructed prior to the interviews. The quality of their translations
was evaluated by other interpreters

e Various professionals were assigned as ‘experts’ and contributed knowledge,
experience and supervision during Study II. The professional interpreters included
in Studies II, 11T and IV functioned as ‘cultural interpreters’ and sparring partners

o During the qualitative research interviews, spontaneous and relevant ‘answers’ to
the phenomena under study were aimed at. The interview process was open and
flexible, thereby enabling statements to be followed up and clarified to ensure
correct comprehension

e Quotations from the interviews are presented in the text to facilitate the reader’s
evaluation of the validity of the findings. The inter-subjective agreement of the
findings in Studies IV and V was tested by assigning an independent co-examiner

o Triangulation (as described on page 28) was used continuously, both within and
between the studies

o The research process in all the studies has been carefully described. The analysis
of the data was performed as thoroughly as possible. The qualitative analyses in
Studies IV and V were continuously supervised and discussed with senior
researchers. The findings from all the studies were discussed with colleagues,
other health care professionals and senior researchers at lectures, seminars etc.

The researcher’s pre-understanding

Kvale (112) argues that the validity of a study depends on the credibility and skills of
the researcher, i.e. his/her character, moral integrity and workmanship. Textual data are
likely to present multiple meanings and may above all be influenced by the researcher’s
background and pre-understanding. The analysis therefore becomes a balancing act
between ‘making the text talk’ and what the researcher adds from his/her perspective
(115). According to Taylor & Bogdan (101), all observations are filtered through the
researcher’s ‘selective lens’; what is seen and reported as findings depends on who the
researcher is and how he/she sees the world. As a result, the avoidance of bias is
impossible and critical self-reflection is essential.
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My pre-understanding is based on my background as a registered paediatric nurse and
diabetes educator and on my professional experience from working with immigrant
families and professionals for many years. Furthermore, spending a considerable
amount of time in Egypt during the last few decades, the last ten years as an associated
member of an Egyptian family is also likely to have influenced my ‘selective lens’.

Triangulation

All the studies in this thesis have focused on education and support, competence in
diabetes management and collaboration between the immigrant families’ and health care
providers. These topics were studied by means of different informants and different
methods. Triangulation has been used continuously, both within and between the
studies.

Triangulation is defined as testing one source of information against other sources by
means of various methods, or by obtaining information relevant to a topic from several
informants (97,101,104). Triangulation can strengthen a study design (116). It is
described as a way of obtaining a deeper and clearer understanding of the settings and
individuals under study (101) and of providing increased insight into the phenomenon,
including the social context (119).

Some (104,120) argue that findings and interpretations based on concurrent results from
more, mutually independent sources will demonstrate validity and in particular address
problems related to construct validity and objectivity, as these constitute multiple
measures of the same phenomenon. In contrast, others (97,119) argue that both
correspondence and discrepancies may improve the quality and accuracy of the
findings. If two sources reveal the same result, they can confirm, complement and cross-
validate each other. If there is a discrepancy, its investigation may help to explain or
hypothesise/suggest additional points of view in relation to the phenomenon under
study.

Ethical considerations

Prior to each study, the individual research plan was sent to the ethics committee in the
County of Copenhagen; each time, the committee had no objections. Since there are no
ethics committees in Egypt (Mrs. Laila El Sioufi, AYD in Cairo; personal
communication) the study in Cairo was carried out according to Danish rules and the
Declaration of Helsinki (121). Approval for the individual studies was likewise obtained
from the Danish Data Protection Agency on condition that data were handled
confidentially.

The participating children, adolescents, young adults and parents were all informed
verbally about each study, using professional interpreters where appropriate. It was
especially stressed that participation was voluntary and that personal identifiers relating
to their data and statements would be removed or disguised. It may be argued that
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‘volunteering’ for a project when asked by a member of the team responsible for the
treatment of your child represents potential problems. Still, I perceived that most
families responded in a very positive and even enthusiastic way when they were asked,
just as some families actually refused to participate.

The Declaration of Helsinki (121) includes the statements of ethical principles in
medical research involving human beings; the most essential being that considerations
related to the well-being of human beings should take precedence over the interests of
science and society. Researchers are under an obligation to protect the life, health,
privacy and dignity of the individuals under study, just as the potential benefit of a
research project should always be weighed up against the potential harm. It is argued
(122) that moral and legal standards also play a role in guiding professional conduct,
especially when ethical standards conflict with each other. Others (123) are of the
opinion that ethics, research practice and the construction of knowledge/findings cannot
be separated.

Some findings in this thesis have ‘merely’ emphasised that inequity in health is still a
fact. Others have indicated that some health care professionals may have reduced
expectations when it comes to the abilities of immigrant patients and families,
suggesting that they may be discriminated against in health care. I have tried to balance
my wish to draw attention to these findings and my wish to respect the confidentiality of
the informants by describing the findings in a fairly ‘diplomatic’ way and without direct
quotations.

Gillies & Alldred (124) emphasise the ethical concerns related to the practice of
speaking for others, typically more vulnerable individuals or groups, against the
morality of not speaking for them. I have closely considered whether exposing non-
western immigrants as a group with a need for special educational initiatives and
support may lead to further polarisation. Still, non-western immigrant families are
among the most vulnerable groups in the Danish society and may thus be entitled to
advocacy — not least for the sake of the immigrant children.

29



FINDINGS

Continuous education and support are regarded as keystones in diabetes treatment and
as crucial for the child’s and family’s achievement of optimum selfcare and good
metabolic control. In the same way, close collaboration between the child/family and
the diabetes team is essential to promote adaptation to the disease and the acquisition of
the knowledge and skills necessary to obtain competence in diabetes management.

The findings presented here are a summary of the main findings in Studies I-V. They
primarily focus on Danish immigrant children, adolescents and parents and the Danish
paediatric diabetes teams, whereas other parts are described in less detail. The findings
are presented under four headings and may be viewed as a further triangulation of the
findings from the individual studies. They are referred to by their Roman numerals
placed in brackets.

Pre-conditions for education and collaboration

The education of immigrant families in diabetes is likely to be affected by their different
background and by factors related to immigration and acculturation. The education and
collaboration between the immigrant families and the diabetes team will therefore
depend on the health care professionals’ ability to adapt the education and support to the
pre-conditions of the families. The findings presented in this paragraph mainly comprise
results from Studies I and II, but they are supplemented and commented on by findings
from the other studies.

The immigrant families

In March 2002, 83 children and adolescents with a non-western immigrant background
were identified at the Danish paediatric diabetes centres, corresponding to 6% of the
total number of paediatric patients (I). The immigrant families comprised many
different groups and nationalities. Even though some had a language or country in
common, these groups were still small and comprised fairly different individuals. For
example, a total of 29 families spoke Arabic but came from seven different countries
and included an equal mix of workforce immigrants and political refugees (I).

Structured interviews in 2001-2002 (I) showed that most families with a workforce
immigrant background had lived in Denmark for 15-25 years, whereas families with a
refugee background had lived in the country for 5-10 years. Three parents and 65% of
the children were born in Denmark. At the time of the investigation (I) only 60% of the
fathers and 50% of the mothers were working, in vocational training or attending
language school. Nineteen per cent of the mothers were working at home. In Study 1V,
only five of the twelve Arabic parents were either working or in vocational training,
while four were unemployed, one was a pensioner, one was on long-term sick leave and
one was a housewife.
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The immigrant parents had a more limited educational background as compared with
ethnic Danish parents (I). This was most distinct among the mothers who were the main
caretakers of the children. There were large variations among the parents, however, and
these were also found in the subsequent studies. The average period of school/education
of the Turkish and Kurdish parents (IIT) was 6.8 years [range 2-14 years], whereas the
Arabic parents (IV), who were mostly political refugees, had an educational background of
11.4 years [range 0-20 years]. In contrast, the young adults (V) had an average period of
school/education of 12.5 years — even though six (55%) had still not completed their
education.

A high percentage of the parents expressed the need for an interpreter when being educated
about diabetes. The need for an interpreter, however, was not ‘logically’ connected with
the number of years they had lived in Denmark. Among the 36 parents who had lived in
Denmark for more than 15 years, 50% expressed the need for an interpreter (I). In contrast,
all the children and adolescents spoke Danish well enough to manage without an
interpreter. These families were workforce immigrants, but the need for an interpreter was
fairly similar among the Arabic parents (IV) who were mainly political refugees. One of
the Arabic fathers, however, was able to communicate almost fluently in Danish after only
three years in Denmark, whereas another could not manage without an interpreter after 19
years. The findings were consistent with the fact that many of the young adults (V) had
been acting as interpreters for their parents.

The Danish paediatric diabetes teams

The immigrant children were unevenly distributed between the Danish paediatric
centres: 53% of the total of 83 patients in 2002 came from the centre at Glostrup, while
each of the other 19 centres had 0-5 patients (I). Few diabetes teams had special
knowledge of the background of immigrant families or special educational material or
programmes. The study (I) also found a large variation in the use of interpreters at the
paediatric centres. It was especially notable that most centres did not use interpreters
after the initial education at diagnosis if one of the parents and the child with diabetes
spoke Danish. Furthermore, fewer than half the centres used interpreters after the initial
education, even though none of the parents spoke Danish, if the child was 13 years or
older and spoke Danish fluently (I).

Perceptions of the education and support provided

The findings presented here include experience and perceptions of various health
education approaches as described by the different participants in the studies, i.e. the
children/adolescents, young adults, parents and health care professionals respectively.
The findings comprise overall descriptions and evaluations of the intervention
programme in Study II, supplemented and commented on with results from the other
studies.
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Children and adolescents

The young adults (V) had perceived the paediatric educators as dedicated and
supportive. Some described the initial education and support as very individually
focused and said that this had been significant for them. Many in particular emphasised
the fact that the education had been adapted to their age:

Especially since my parents didn’t know how to handle the situation, it was nice
to have a regular nurse and doctor. They were very kind and nice to me and they
made things easy, they explained things in an easy way and they didn’t overdo it.
// I felt it was pretty much like playing.

Most adolescents had established close relationships with the paediatric doctors and
nurses. For some, however, this appeared to present problems in connection with the
transition to an adult department (V).

During the intervention programme (II) the members of the ‘children’s group’ (10-13
years) showed great enthusiasm at the sessions and they had many discussions on
various issues and problems related to the disease. The children’s motivation for more
proper education, however, was limited and most appeared not to take responsibility for
the disease to any larger extent. A similar finding was made in the observation of a
group session for Turkish and Kurdish families (III): the three children aged 8-9 years
who participated along with their parents, appeared to be little involved in the
education; most of the time they merely sat around the table drawing and painting. In
addition, the observation did not find that any of the parents or educators tried to
include the children, who did not appear to take any interest in the education going on
around them.

Meetings in groups with the aim of providing knowledge and support are widely used
for individuals with chronic diseases. This was also described by the Arabic parents
(IV) as a good way of providing their adolescent children with support and acceptance
of the disease. In contrast, the adolescent boys (14-17 years) refused to participate in
group sessions during the intervention programme (II). The seven adolescent girls
appeared to be very enthusiastic when introduced to the programme (II), but they
showed little interest and only sporadically appeared to have an enjoyable time.

It was also noticeable that both the children and the adolescent girls split up into smaller
groups corresponding to their ethnic background, even though the majority were born in
Denmark and all of them communicated in Danish (II). When evaluating the
programme, few evaluated the meeting with other children and families as the most
important part. Some of the young adults (V) stated that they had benefited from
attending groups, while others, mainly the younger participants, said that they disliked
this approach.
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The parents

Most parents were satisfied with the education provided at the centres and many felt that
the health care professionals took account of the fact that they came from a different
ethno-cultural background (I). The families expressed a wish both for educational
material about diabetes in their native language and to meet other families with children
with diabetes. Most parents were also in favour of participating in the intervention
programme (IT). However, even though both parents were strongly encouraged to
participate, considerably fewer fathers than mothers did so, especially in certain ethnic

groups.

During the intervention programme (II) all the sessions were held in a good atmosphere
and comprised an exchange of experience and many spontaneous debates among the
parents. The educational material was received with great enthusiasm, but whether it
was actually read by the participants remained unclear. The programme (II) was
evaluated positively by most parents, but the mothers in particular appeared to have
profited from the design. It was notable that, even among the parents, participation in
the educational sessions was evaluated considerably higher than the meeting with other
families — not least by the mothers.

The parents in the subsequent studies (III,IV) similarly expressed their satisfaction with
the education and support provided by the diabetes teams, just as most were positive
about education in ethnic groups. The Turkish and Kurdish parents (III) described this
as ‘a relief’; the Arabic parents (IV) described how meeting other families with healthy-
looking children with diabetes gave them hope of a good life for their child. According
to the young adults (V), most of their parents had only participated in minor parts of the
education. In contrast, it was notable that a young man, who had been diagnosed in his
native country at the age of 14 years, stated that his mother had stayed in hospital with
him during the entire initial admission and education. The young adults (V) mainly
ascribed their parents’ limited participation in the education to their inability to
communicate in Danish.

Despite continuous education since the time of the child’s diagnosis, several parents
expressed lack of knowledge of diabetes management, while some called for education
in ‘new and different’ topics as a result of their needs changing over time. The Turkish
and Kurdish parents of adolescents (III) in particular expressed a need for guidance on
problems concerning puberty and less parental control. Some of the younger informants
in Study V similarly expressed a lack of knowledge about how to handle the disease
after becoming adults and starting to work, going out and so on and argued that this
affected their metabolic control.

The health care professionals
The general impression during the intervention programme (II) was that the children’s

and the parents’ groups were successful and gave the participants knowledge and
support by means of the education, the exchange of experience and being together. One
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of the main concerns during the programme (II) was the continuous unpunctual or
lacking appearance of the parents. This not only resulted in endless waiting but also
meant that I, from my experience, perceived difficulties in building up the sessions.

The ‘experts’ who evaluated the intervention (II) were positive about the content and
design of the educational material. The Turkish interpreter (III) said that the educational
material could provide the Turkish and Kurdish families with education at a level
adjusted to their background. However, both the ‘experts’ (II) and the Turkish
interpreter (III) emphasised the need to activate the parents and to control
comprehension and learning to a greater extent.

The simple and precise educational style, including a personal approach to the
individual families, was viewed by the ‘experts’ (I) as essential for building up a
relationship based on trust and respect, which might facilitate the learning process. The
Turkish interpreter (III) further stressed the need for continuous close support to enable
especially the Turkish and Kurdish mothers to follow recommendations:

It’s a big responsibility for them to control and handle a disease, you have to
support them. Education is not enough, they need support all the time.

The observation of an educational group session (III) revealed that part of the education
appeared to be poorly adapted to the participants’ background; findings that also
appeared in the analysis of the medical records (III). In the interview, the three members
of the diabetes-team (III) explained that they showed their interest in the immigrant
families by being ‘open, curious and not prejudiced’ and by trying not to go beyond
their limits. This meant, however, that the members of the team abstained from bringing
up certain topics in the education, despite their relevance to disease management, on the
assumption that they were not culturally acceptable.

The impact of the disease on the life of the immigrant families

The findings presented here are primarily from the qualitative studies and related to the
immigrant parents’ perceptions of the diagnosis of their child and its impact on the life
of the family. Study V included the perspective of the child/adolescent/young adult and
their perceptions of their parent’s reactions. In this way the findings may also help to
illustrate the immigrant families’ adaptation to the disease.

Reactions and support
Most of the young adults (V) described themselves as being on their own during the
time of diagnosis and the initial education, i.e. at the age of 10-17 years. This was

primarily ascribed to their parents lacking the ability to communicate in Danish. One
young adult, however, also related it to the parents’ immigrant background:
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While I was in hospital, my entire family came to see me and they were all crying.
I was thinking ‘Stop that; I am not dead or dying, I've just got diabetes’. But |
think this is how it is with immigrants; they start crying and so on, this is how we
do it. If somebody is sick: ‘Oh no’.

Most parents (V) were described as providing their children with limited emotional
support. This was especially illustrated by the fact that most adolescents had eaten
differently from the rest of the family, since the food recommendations for people with
diabetes were perceived by the other family members as eating ‘Danish food’ and were
thus inconsistent with their traditional food habits. In the same way, the fact that one or
more family members had diabetes was not likely to result in changes in the traditional
food served to guests. This was said to be related to the traditional practice of not
informing people outside the closest family about a chronic disease due to fear of social
consequences.

The children and adolescents participating in the intervention programme (II) had only
expressed minor reactions when informed about the diagnosis. Most young adults (V)
similarly described limited reactions and said that they were primarily related to an
initial fear of needles/injections and of no longer being able to eat unrestricted amounts
of sweets. In contrast, the majority of the parents (IILIV,V) had perceived the diagnosis
of their child as very painful.

Parenthood and parental roles

The Arabic parents in Denmark and Egypt (IV) were found to share many reactions and
concerns, but the immigrants in particular experienced the life of the child and their own
parental roles in a more doubtful and negative way. Even though many children had
been diagnosed years ago, some parents (III,IV) still perceived difficulty adapting the
management of the disease to their principles of good parenthood — and had thus not
accepted the precepts of the disease.

After two years, an Arabic mother (IV) still described her son’s diagnosis as ‘the end of
life’. Many parents, including a father who was born in Denmark (III), perceived basic
parts of diabetes management as a ‘punishment’ of the child. The father of a 16-year-old
Turkish/Kurdish boy (III), who had been diagnosed six years prior to the interview, still
felt he should treat his child differently because of the disease:

My culture tells me to treat my boy affectionately, but this is outside the disease;
here I have to be hard on him. I have to react in a different way.

The parents also said that their parental roles and relationships with the child with
diabetes, their other children, family and friends had changed. For the Arabic parents
(IV), who were mainly political refugees, the diagnosis had brought their limited social
network in Denmark into focus. Despite their perceived need for social support,
however, the diagnosis of the child also meant that they saw little hope for themselves
and their families to return to their native country in the future:
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You're better off here (in Denmark) with this disease, because of the chances of
getting insulin and all that, the material things are available here. But down there
(in Traq) I wouldn‘t be alone. I would have my mother, sister, aunts; family
around me. This means that if [ was tired, they could relieve me, take over.

The outcome of the educational programmes

The findings presented under this heading include factors that are all considered
essential for the ability to live a good and reasonably ‘safe’ life with diabetes, i.e. with
the lowest possible risk of long-term complications. These comprise knowledge and
competence in diabetes management, collaboration between the child/family and the
diabetes team and good metabolic control. Findings from all the studies are presented.

The families’ knowledge and competence in diabetes management

Nine of the 20 Danish paediatric centres found that the immigrant families were less
able to master the disease compared with ethnic Danish families; six centres did not
experience any difference; five centres had no opinion (I). This did not correspond to
the parents’ evaluation of their knowledge of diabetes, as a large percentage of both
fathers and mothers evaluated this as either ‘extensive’ or ‘very extensive’ (I).

During the intervention programme (II) many parents in particular appeared to perceive
part of the topics as difficult or even to view them as ‘new’ knowledge, in spite of
comprehensive education since the time of the child’s diagnosis. In the evaluation of the
intervention, knowledge of diabetes was similarly evaluated as having increased by
almost all the children and parents. This corresponded to a mean increase in the number
of correct answers to the test of basic knowledge of diabetes, which was carried out
before and after the intervention programme (II), but with considerable variations
between some of the families.

The three members of the diabetes team (III) described their general experience of
educating families with a non-western immigrant background in diabetes and especially

emphasised the following problems

e Many families appeared to have difficulty accepting that diabetes is a ‘true’
chronic disease; this influenced their motivation for education and learning

e The families appeared to understand the content of the education but failed to
implement the recommendations

o Previous education was found to be either misunderstood or forgotten
e Adequate routines were said to be changed without notice as a result of

recommendations from other family members or information obtained from
television programmes from the immigrants’ native countries
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In the medical records most Turkish and Kurdish families (III) were described as having
limited knowledge and compliance. In contrast, the Arabic parents (IV) whose children
had been diagnosed during the past two years were described by the team as more
competent in diabetes management than immigrant families in general. In spite of the
team’s evaluation, however, the parents (III,IV) described fairly similar perceptions and
problems related to their life with a child with diabetes.

The immigrant mothers who participated in the studies were the main caretakers of the
children, but the fathers stated that they would be able to take over if the mothers were
unable to do so (IV). As mentioned, many parents, especially those of younger children,
experienced difficulty combining disease management with their principles of good
parenthood. This meant that essential parts such as insulin injections, blood glucose
testing and food recommendations were perceived as a ‘punishment’ of the child
(IILIV). In contrast, the young adults (V) described adaptation to the food
recommendations as being the most difficult aspect of having diabetes. They also
expressed confidence in their competence in disease management based on their own
knowledge and experience and their trust in the competence of the health care
professionals.

Collaboration between the families and the diabetes team

The establishment of collaboration between the immigrant families and the diabetes
team was perceived as difficult by both parties. One Arabic mother described it like
this:

If you ‘re in your native country, you ‘re not alone and you trust the doctor; you ‘re
able to talk to the doctor, because you have the language, the understanding and
the background in common.

The Turkish interpreter (III) was of the opinion that most Turkish and Kurdish families
had sufficient knowledge of diabetes management but lacked the inclination to follow
recommendations. He emphasised that learning, selfcare practice and the metabolic
control of the child — and even the motivation to attend the regular visits to the centre —
were likely to be influenced by the immigrant families’ personal feelings and
confidence in the health care professionals (III).

Most parents (III,IV) perceived that the diabetes team provided them with good help
and support, apart from some Turkish and Kurdish parents (III) who stated that the
health care professionals did not really care about them. This was linked to a high
frequency of non-appearances by the Turkish and Kurdish families (III), described in
the medical records. The Arabic parents’ (IV) related their need to seek additional
information from Arabic TV and people from their native country to insecurity or doubt
about the competence of the Danish health care professionals. One Arabic mother (IV)
explained that she felt the team lacked up-to-date information and that she could not
trust what she was told.
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Collaboration is a matter of trust but also of sufficient time and good communication.
The members of the diabetes team (III) said that they experienced clear restrictions to
the time and resources available. Everyday life was described as ‘very, very busy’ and
this meant that there was less time to go outside routines in order to find solutions to
problems.

Communication with the assistance of interpreters also appeared to present problems.
Many centres mainly used interpreters during the initial education at the time of the
child’s diagnosis (I). The young adults (V) further stated that some parents had refused
the assistance of an interpreter even though this was available; instead they preferred
their young children to translate for them. Interpreters may also be used in an
inappropriate way, as shown in the observation of a group session (III): despite the
presence of an interpreter, part of the conversation was held in Danish because the
fathers in the group spoke Danish; without considering that this might prevent the
mothers from participating and learning.

Metabolic control

Due to the recent diagnosis of the children and the lack of and/or incomparable data on
the children in Egypt, data on metabolic control were not included in Study IV.
Findings from the other four studies showed that most Danish children, adolescents and
young adults with a non-western immigrant background did not have optimum
metabolic control (recommendation < 7-8%). The mean HbA,. values of the various
immigrants who participated in the studies were:

o T (N=58) 9.05% =+ 1.4%

o I (after the intervention; N=37) 8.6% + 1.0%

o III (N=8) 9.7% [range 8.5-12.0]
e V (2006; N=9) 8.8% +0.3-0.6%

In Study I, the group of non-western immigrants was compared with the total group of
Danish/western patients. The study found a significantly higher HbA;. among the
immigrants (p=0.018) whereas no differences were found in the prevalence of severe
hypoglycaemia or ketoacidosis. No significant differences in HbA, were found between
the different ethnic groups, a fact that may be explained by the limited number of
children in each group. The linear regression analysis, although not significant,
suggested that the difference in HbA . between ethnic Danish and immigrant children
was likely to increase as they grew older. This result may perhaps be considered in the
light of the findings in Study V in which many of the young adults said that their
families had not provided them with sufficient support, especially during adolescence.
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DISCUSSION

This thesis has focused on type 1 diabetes in children and adolescents from non-western
immigrant families and has aimed at exploring pre-conditions and potential barriers to
diabetes education and collaboration in a cross-cultural relationship. This was done to
provide knowledge of the way health education and support should be given to ensure
the immigrant families adequate competence in disease management and their children
optimum metabolic control. The discussion is presented in accordance with the research
questions.

Pre-conditions and barriers to education and learning

In spite of years of continuous diabetes education, most families included in the studies
lacked sufficient competence in disease management, as is also indicated by the fact that
the majority of the immigrant children and adolescents had non-optimum metabolic
control. This might suggest that the families did not learn from the health education
provided. Marton (82) argues that the contents of an education need to become part of
what the person already knows; that genuine learning is likely to fail if the contents are
not related to the reality of the learner. This may pose difficulties, not least in a cross-
cultural relationship.

Somewhat in contrast to this, the immigrant families stated that the paediatric teams
provided them with good help and support and a large percentage of the parents
evaluated their knowledge of diabetes as ‘extensive’. The intervention also showed that
an educational programme adapted to the background and qualifications of the
immigrants could improve the outcome and thereby metabolic control. As has also been
found by others (94,125,126), however, the long-term effect of the intervention was
doubtful and the effect among some participants limited. It is therefore evident to argue
that the education did not result in learning; that education and good discussions of
relevant topics do not necessarily result in subsequent reflection and implementation
into practice and adequate routines — and that the contents of the education may
therefore quickly be forgotten.

Educational, linguistic and social barriers

The immigrant families were mutually different in terms of country of origin, reasons
for coming to Denmark, length of residence and in the qualifications they brought with
them. Most of the parents, however, had somewhat different pre-conditions for diabetes
education than ethnic Danish parents; the most obvious barriers being their limited
educational background and inability to communicate in Danish. This was especially
prevalent among the mothers and was thus a matter of great concern, since they were
also the main care-takers of the children. In contrast, the immigrant children and
adolescents either had or were likely to acquire fairly different pre-conditions compared
with their parents.
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It has also clearly been shown that the immigrants’ length of residence in Denmark did
not ‘logically’ reflect their level of acculturation as evaluated by their need for an
interpreter for diabetes education. Most Danish paediatric diabetes centres used
interpreters to a lesser extent than requested by the families. Instead, the immigrant
children functioned as interpreters for their parents, even though this is strongly advised
against (31,127). The majority of the centres had few immigrant patients and may
therefore also have had limited knowledge of the evident communicational problems
that have been identified between immigrants and ‘western’ health care professionals.
These include a lack of understanding of the information provided despite relevant
linguistic skills (128), and a lack of learning despite a linguistic understanding of the
contents of the information (128-130) and consequently a clear need for professional
assistance.

The fact that some parents/families refused the assistance of an interpreter and preferred
their young children to translate for them should therefore not be accepted but should
result in dialogue and motivation towards the use of professional interpreters. Finding
the right interpreters and establishing collaboration may require both time and practice,
but it should be regarded as a means of enabling a far better understanding of the
background and situation of a family (8) and the basis for a better treatment outcome.

It should also be remembered that non-western immigrants frequently originate from
countries where orthodoxy is widespread and criticising and questioning authorities
uncommon (31,43). This could explain the families’ expressed satisfaction with the
education and the parents’ evaluation of having an extensive knowledge of diabetes — in
obvious contrast to the children’s poor metabolic control — and therefore spotlights the
immigrants’ vulnerability as regards critical communication (5,31). This further
emphasises the need for the assistance of interpreters in order not merely to have words
translated but also to promote an understanding of the contents of an education and the
intentions behind it (128).

Furthermore, most non-western immigrants have a socially marginalised position in the
Danish society; a fact which may in itself affect learning and selfcare practices (60).
Several studies have tried to evaluate whether another cultural background or a low
social position respectively have the greatest effect on the poor disease outcome of
immigrant patients. Some (9,34,131) have concluded that poor metabolic control is
primarily related to a low social position, while others (8,10,57) have emphasised the
importance of also considering different beliefs about health and disease in diabetes care
for immigrants. A recent Swedish study (132) found that immigrant men with diabetes
in a socially low position had more distressed and emotionally oriented coping
strategies as compared to ethnic Swedes. It was therefore recommended that both
psychosocial and cultural approaches should be applied.

Culture and traditions

Different cultures and traditions are important aspects to consider in the care of a
chronic disease. Murphy et al. (133) point out that while culture often plays a minor role

40



Discussion

in the treatment of emergencies and acute conditions cultural dynamics are likely to
influence the outcome of chronic disease management. Since the immigrant parents
have grown up in another (distant) country, they may still be greatly influenced by the
norms and values there (23) and therefore less likely to benefit from health education
designed for the general population in the new country (134).

A large part of the families in this thesis lacked sufficient knowledge and competence in
diabetes management. It is argued, however, that the concept of selfcare is based on
western ideas of individualism and autonomy (31) and is thus counter to the cultural
beliefs, values and norms in non-western cultures (10,56). Hansen (31) further states
that autonomy presupposes that the person is able to make decisions and that this
requires that he/she is mentally and socially prepared.

Different traditions regarding parenthood and the upbringing of children may help
explain why some immigrant parents perceived that they were ‘punishing’ their children
when giving them insulin injections for example, and why the younger children were
not encouraged to take responsibility for their disease. First-generation immigrants have
been found to have less ability to cope with a chronic disease (132), a fact that may be
related to a less optimum utilisation of adequate medical care (135). It was noticeable,
however, that some perceptions were shared by a father who was born in Denmark. This
suggests that cultural attitudes and norms are influenced not only by the level of
acculturation (12,27) but also simply by growing up in an immigrant family (31).

Differences in health and illness beliefs also mean that diseases may be viewed
differently within various cultures (31). A Canadian study (136) found that ethnic
Canadian and Chinese parents took different views of a chronic disease in childhood.
The Canadians viewed the disease as a limited part of the child and tried to normalise
life by minimising the effect of the disease. In contrast, the Chinese parents did not
separate the disease from the child but perceived that it influenced the function of the
whole person; finding a cure was therefore the only way to establish normality. This
could explain why the immigrant families did not consider adapting their traditional
food habits, for example, as a way of supporting their child.

The influence of culture, however, should not be overestimated (8,43,127). Just as
ethnicity is not a static concept, culture should instead be viewed as a meaning-
generating concept (137). It is therefore important that health educators come to
understand the individual patient’s life situation, including the impact of the disease
(35,138) as a basis for optimum health education and collaboration.

Pre-conditions and barriers to establishing collaboration

Due to the long-lasting course of a chronic disease, health care professionals should be
actively involved in the individual patient and thereby able to inform, encourage and
support him/her in the complex process towards competence and adaptation (50,93). In
the same way, they should enable the establishment of a trusting relationship in which
the patient/family feels appreciated and safe (54,87).
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Confidence, collaboration and compliance

All the participants in the studies stated that the paediatric diabetes teams provided them
with good help and support. Some, however, also emphasised the importance of being
able to trust, talk to and understand the doctor. In the same way, the fact that some
parents were active in seeking additional knowledge from television channels and
people from their native country was explained by doubt as to whether the competence
of the Danish health care professionals could be fully trusted.

The young adults had profited from a close relationship with the paediatric teams,
whereas the collaboration between their parents and the health care professionals was
described as fairly limited. This is a matter of concern, since most non-western
immigrants originate from countries with an authoritarian view of health care
professionals: disease is viewed as the doctor’s area, indicating that there is little
tradition for involving the patient/family in the treatment and decision-making (43). In
the same way, patients from ethnic groups socialised in the norms of paternalism have
been found to be less disposed towards partnership with health care professionals (87).

The immigrant families’ personal feelings and confidence in the health care
professionals were described as essential for selfcare, learning and attendance at the
diabetes centre. Members of the diabetes team further stated that the families often
failed to implement the given recommendations and also changed adequate routines as a
result of information obtained from media or persons from their native countries. Non-
compliance, however, may be related to the fact that a chronic disease like diabetes
involves so much more than a disturbance of the metabolism (139). Scherman (140)
argues that non-compliance may be a suitable way for a patient to address his/her socio-
cultural context and that the context, society and culture of the individual patient should
be carefully considered.

The use of the term ‘compliance’ may be especially problematic if a patient has widely
different values compared with the educator (133). Dunn (37) emphasises that the goal
in any patient-provider interaction is to increase the patients’ control of the situation and
include them in the decision-making process around their disease. In the same way,
patient-centred encounters including a knowledge of the life world, expectations and
anxieties of the individual patient/family are described (77) as vital for optimum
collaboration. Meeting individuals with a different ethno-cultural background thus
requires that health care professionals combine a professional expert role with a caring
and empathic attitude (141) and practise individualised care and intercultural
competence (142).

Professional attitudes and intercultural competence
Like other health care professionals, the Danish paediatric diabetes teams described
difficulty caring for immigrant patients. Others (143,144) have found that this may

result in an inability to develop a therapeutic relationship and may thereby lead to
mutual stress and frustration. Ethno-cultural differences may furthermore result in
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inadequate or ineffective assistance (137) — and thus inequality in health. Even though
the origin of the problems lies with both the immigrant families and health care
professionals, Hansen (31) argues that, as professionals, nurses and others have a duty
to initiate ways to resolve them.

The establishment of a relationship that facilitates active collaboration requires a
genuine interest in the patient and confidence in his/her ability to participate; pedagogic
strategies, sufficient time and provider-patient continuity are described as essential
factors for achieving a good result (145). Fagerli et al. (141) further argue that
successful patient-encounters are impossible to establish without trust. In contrast,
members of the diabetes team described working days as very busy and said that this
meant that they had less time to go beyond routines in order to find solutions to
perceived problems related to the immigrant families.

Some findings from the studies such as the acceptance of continuously poor metabolic
control and limited use of more intensive insulin regimens for example, could indicate
that health care professionals may have reduced expectations of the abilities of
immigrant patients/families; a fact that may lead to suboptimum care (131,146). In the
same way, others (130,147) have found that the patients’ ethnicity affected physicians’
satisfaction with the clinical encounter and that this was especially associated with
perceptions of immigrant patients as being less able to understand chronic disease
management.

Anderson (128) argues that, while the culture of the patients is often problematised, the
culture of health care providers is usually not questioned. She (128) further emphasises
the importance of realising the unequal power relationships in health education based
upon assumptions relating to race, ethnicity or class relations and thus in contrast to
facilitating a mutual learning process:

Health education is usually conceptualized as imparting a body of knowledge; the
health professional is the ‘knower’ and the patient is the ‘receiver’ — an empty
vessel to be filled with knowledge. His/her culture is usually seen as standing in the
way of knowledge acquisition (128).

Since Danish health care services are designed for ethnic Danes, it should also be
evaluated whether the existing options can be used by persons with an immigrant
background or whether alternatives are needed — otherwise immigrants are likely to be
discriminated against (127). According to Rhodes & Nocon (146), some health care
professionals have become so accustomed to working without the proper resources that
they appear to have accepted this as an unchanging fact rather than an issue to be
challenged. It is also pointed out (39,148) that working with immigrants calls for
openness and acceptance of other cultures; that health care providers should acquire
adequate knowledge to enable the provision of care, based on respect for the values of
patients with a different ethno-cultural background.

The development and use of adapted strategies should therefore be considered
(35,95,134). This includes finding solutions to identified problems such as how certain
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educational topics could be provided in a ‘culturally acceptable’ way instead of merely
abstaining from bringing them up as described in one of the studies.

How can diabetes education and support be improved?

Several findings from the studies show that the Danish immigrant families, in particular
the parents, have different pre-conditions for diabetes education compared with ethnic
Danes. Different social and ethno-cultural pre-conditions are likely to affect behaviour
and ways of thinking and may thus create barriers to education and learning (95,133)
and influence selfcare practice and care-seeking behaviour (10). The educator’s ability
to provide appropriately adapted education that yields meaning and relevance to the
learner is therefore likely to determine its success (35). The studies have identified
several factors to be considered when providing diabetes education to non-western
immigrant families in order to establish collaboration and provide a basis for a
successful outcome. They are summarised in Figure 2.

‘Diabetes education’ to immigrant families

Health eduaction

and support
Immigrant families Health care professionals
Mutual confidence Mutual confidence
Social, educational L, | « | lIntercultural competence;
and linquistic barriers ability to overcome barriers
Culture and traditions Culture and traditions
Level of acculturation Professional attitudes

Collaboration between patient/family
and health care professionals

Figure 2. Factors to be considered when providing diabetes education and establishing
collaboration with immigrant families.

The Ottawa Charter (16) emphasises that the health care sector should move beyond its
responsibility for providing care and focus on the total needs of the individual. In the
same way, the goals of health promotion are to pursue equity and eradicate existing
differences in order to achieve health. Factors such as social inequalities and structural
barriers related to immigration and acculturation should therefore be addressed.
Treating all patients/families equally is likely to lead to discrimination; individuals with
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different pre-conditions — whether they are ethnic Danes or non-western immigrants —
should be treated individually and differently in order to achieve equal opportunities.
The successful care and health education of immigrant patients and their families
therefore primarily requires an ability to handle dissimilarity and diversity including
openness towards and acceptance of other values, i.e. intercultural competence (35-39).

Educational strategies that are designed and used for ethnic Danes may not result in an
optimum outcome if they are merely adapted to individuals with a widely differing
background. Like the intervention programme, recent large controlled studies (149-151)
have focused on finding more optimum ways to provide diabetes education to
immigrant patients. In spite of the use of culturally adapted educational strategies,
enhanced care and the use of trained link workers from other cultures, however, they
were unsuccessful in achieving a significant effect on metabolic control.

Watts et al. (152) argue that in providing information/education to patients from ethnic
minorities, their needs appear to have been an ‘add-on’. They suggest that health care
providers should instead collaborate with the individual immigrant or ethnic group in
identifying and developing appropriate strategies. Special attention should be paid to the
way the patient, based upon his/her pre-conditions, understands and lives with the
disease (37,138,153,154). It should be noted, however, that the informants in the
qualitative studies identified specific areas in which they perceived a need for additional
knowledge, indicating that the therapeutic patient education (89) may still be an option.
According to Clerk (154) excellent listening skills, involvement and an interest in
promoting open communication are essential for facilitating a patient-centred
educational approach.

This thesis has clearly shown that Danish non-western immigrants are mutually very
different individuals and that the acculturation of the individual members of a family or
ethnic group is likely to vary — not least as regards the mothers. Accordingly, the pre-
conditions of the individual family members should be thoroughly evaluated prior to
initiating diabetes education. In the same way, the appropriate way to provide the
education should be carefully planned in collaboration with the individual family.
Moreover, continuous psycho-social support, control of learning and implementation of
knowledge should form an integral part of the educational sessions.

Special attention should be paid to the education and learning of the mothers since they
were found to be the main care-takers of the children. Findings from this thesis clearly
indicate that some mothers had only participated in small parts of the education and that
their limited ability to communicate in Danish was not sufficiently acknowledged in the
educational sessions. Within health promotion it is emphasised that policies that
embrace gender differences and similarly acknowledge that women are often assigned
as the care-givers of the family are more likely to be successful in promoting health
(1595).

The fact that many immigrant families had limited social relationships also indicates

that there is a need for more optimum emotional and psychosocial care and support, not
least for the parents who were found to receive less support compared with their
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children. A trust-filled relationship is described as essential (54,87) for achieving the
aim of diabetes care — that is providing the patient/family with optimum competence in
disease management in order to promote adaptation and coming to terms with the
disease (59,60) and thus gradually build up empowerment (73). Sessions in groups may
be especially relevant for dealing with problems related to culture and traditions (156)
and being unfamiliar with chronic disease management or feeling insecure about the
competence of culturally different health care providers. The uneven distribution of
immigrant families between the Danish paediatric centres represents an obvious
obstacle to establishing groups and calls for closer collaboration between centres with
few immigrant families.

Education and support on the basis of accepted social values and cultural norms are
described as being effective when it comes to integrating new information into practices
and thereby influencing lifestyle and adaptation (157). A wide range of alternative
approaches such as the involvement of significant others, songs and storytelling are
suggested as alternative ways of providing immigrants with competence in disease
management and a forum for discussing, negotiating and challenging difficulties related
to new phenomena (157,158). The inclusion of grandparents and other significant
family members is described as a way of acknowledging the structure of many ethnic
minority families (159). Groups may also be appropriate for dealing with problems
relating to parental roles and traditions in the upbringing of children and ways of
providing them with support and handing over responsibility for disease management.

It is, however, important to consider whether group sessions should include all the
individuals who speak the same language or belong to a specific ethnic group, or
whether a carefully selected group of more homogeneous participants would be more
suitable. It might also be appropriate for the sessions to be either primarily or entirely
conducted by persons with a cultural and linguistic background similar to that of the
participants, indicating the involvement of peer education or bilingual health educators
(94-96). These should not just be fluent in the same language but should understand and
be familiar with the cultural and social context of the participants (160). Due to the
limited social network of many immigrant families, England et al. (129) further suggest
the attachment of ‘mentors’, i.e. more experienced immigrants with a similar
background to the most vulnerable families or individual family members.

In contrast, findings from this thesis show that immigrant children and adolescents have
or are likely to achieve an extended educational background and ability to communicate
in Danish compared with most parents. The young adults described the initial education
and support as very individually focused and that this had been significant for them —
not least the ones with good metabolic control. This suggests that special attention
should be paid to the immigrant children and adolescents and that they should be
provided with special education and support, especially prior to and during adolescence.
However, special initiatives for the younger immigrant children, separately from the
parents, should also be considered. Similar to clinical practice at the AYD in Cairo
(personal observation), this training/education might be provided in small groups and
should mainly focus on psycho-social topics related to diabetes management and be
conducted at an age-adapted level.
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Study validity and limitations

This thesis has focused on exploring potential barriers to be considered when providing
diabetes education and support for Danish non-western immigrant families. Since the
phenomenon under study was complex and multi-factorial, both quantitative and
qualitative research methods were included (98,104). As described in the methods
section, several measures were taken to validate the findings and establish
trustworthiness (115-20). Accordingly, this paragraph comprises a more general
discussion of the participants and methods applied and the overall validity of the
findings.

The number of participants in the studies is limited, but a large percentage of the
children and adolescents with an immigrant background at the Danish paediatric
diabetes centres were nevertheless included. Particularly in Studies I and II it was
considered problematic that the immigrant families were described as a group and their
mutual differences thereby not acknowledged. This was redressed to some extent in the
subsequent studies, even though it might be argued that studies including other large
ethnic groups such as the Pakistanis and the Somalis could also have contributed
valuable knowledge. Due to the limited number of participants, the findings cannot be
transferred to apply to all immigrant children, adolescents and young adults with
diabetes and their families. Still, the findings may provide nurses and health educators
with a deeper understanding. Furthermore, the findings may not be unique to the
diabetes field, but may be applicable to other immigrant families, not least the ones
affected by a chronic disease in childhood or adolescence.

The majority of the participants in Studies I-IV were followed at the paediatric diabetes
centre in Glostrup. In spite of this, there is no reason to believe that the families at
Glostrup, who comprised 53% of the total number in 2002, were considerably different
from immigrant families in other parts of Denmark. The structured interviews in Study I
mainly included families from Glostrup but comprised data on all large ethnic groups
and on 46% of the total number of Danish immigrant families with children with
diabetes. Since so many immigrant children and adolescents are followed at Glostrup,
however, this is the only centre offering special educational programmes on a larger
scale, just as the team is more experienced in providing care for these families than
Danish paediatric centres in general. The fact that the majority of the participants came
from Glostrup may therefore have influenced the families’ perceptions and evaluations
of the education and support provided — but it is impossible to say whether this was in a
positive or negative way. In Study V, in which young adults from centres all over
Denmark were included, no major differences were identified between the centres.

The inclusion of a group of ethnic Danish children/families in a qualitative study for
comparison and control was considered. Matching such a group, however, would have
presented serious difficulties as it would only have been possible to attempt to match
educational background and socio-economic factors. This means that a large variety of
factors including culture, traditions, communicational problems, limited acquaintance
with the Danish social agencies and health care services would simply be labelled ‘a
different ethnic background’. Instead, it was considered more appropriate to include
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different groups of immigrants and immigrants/non-immigrants as in Studies III, IV and
V, thereby acknowledging that immigrant families are not homogeneous.

The inclusion of interviews with immigrant children and adolescents was also
considered. Throughout the studies, however, the immigrant parents were perceived as
the ones with the most obvious difficulty acquiring competence in diabetes management
and adapting their parental roles accordingly. Furthermore, the adaptation of the parents
is described (59) as having a major influence on the coping and well-being of the ill
child and other family members. In the same way, social support has been closely
connected with the mental well-being and good selfcare practice of people with diabetes
(161).

It was originally planned to include elements of action research in the intervention in
Study II. This was strongly advised against by the interpreters, however, who said that
the immigrant families, due to the traditional orthodoxy in their native countries, would
feel uncomfortable with this approach. This could help to explain why almost all the
parents, despite strong and repeated requests for comments and possible amendments,
continuously expressed their extreme satisfaction with every single part of the
intervention programme — and were thus perceived as not really collaborating. In the
same way, it can be argued that the families, especially in Studies I and II, were too
satisfied with every part of the education and support provided. Still, it cannot be
excluded that the families, from their background and pre-conditions, actually perceived
that their needs and expectations were met.

Most interviews with the parents were carried out in small groups. Bowling (113)
argues that individual interviews are likely to provide a basis for richer data. In contrast,
others (101,102) describe groups as more appropriate when exploring specific topics
including cultural values. According to Kitzinger (156), (focus) groups are ‘ideal for
exploring people’s talk, experiences, opinions, beliefs, wishes and concerns’ and are
likely to reveal a deeper understanding of the informants’ different perspectives because
they ‘operate within a social network’.

The fact that I initially worked as a diabetes educator at Glostrup and was therefore
familiar with most of the participants in Study II may be questioned, just as my personal
experience and attitudes may have affected the analysis of the findings. Taylor &
Bogdan (101) argue that the researcher’s °‘selective lens’ makes avoiding bias
impossible and critical self-reflection essential. This indicates that he/she must provide
the reader with a clear impression of the rigour and trustworthiness of the process, the
findings and conclusions reached (115,117). Berg (102) furthermore recommends that
the interviewer should be familiar with the background and culture of the informants
and also describes it as beneficial that the interviewer is able to use his/her professional
insight during the interview. Practitioners and educators are likewise encouraged (97) to
take an active part in the intervention process to ensure that relevant problems are
identified, new strategies initiated and the findings subsequently implemented.

The fact that data relating to the participants’ need for an interpreter were used in the
analyses as an indication of their level of acculturation could be questioned, since this
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might also be interpreted as the parents’ perceived difficulties relating to diabetes
education. In the ‘assessment’ of the acculturation, however, the need for an interpreter
was closely related to the number of years during which the immigrants had lived in
Denmark.

Finally, it may be argued that learning to live with diabetes in a child or adolescent is a
complex process and is therefore likely to include more than ‘merely’ the acquisition of
the knowledge, skills and support necessary for adaptation, selfcare and good metabolic
control. In relation to immigrants and refugees, it is particularly important to consider
whether conditions related to acculturative stress (11-13,162) and PTSD (25,26) may
present additional barriers to learning and adaptation.
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CONCLUSIONS AND IMPLICATIONS

This thesis first of all leads to the conclusion that the needs of non-western immigrant
families are quite similar to those of ethnic Danish families — namely 1) a trust-filled
relationship with health care professionals, 2) being provided with health education and
support adapted to individual pre-conditions and needs and 3) conducted in a language
that facilitates dialogue and learning. Some of the findings could be related to the
socially marginalised position of most non-western immigrants, which may in itself
result in less energy to comply with the huge demands imposed by a chronic disease in
a child or adolescent. Other findings suggest that the immigrants’ level of acculturation
is also likely to influence the outcome of health education. Special attention should
above all be paid to the fact that different individuals may have achieved different levels
of acculturation, indicating that immigrant families, and even individual family
members, may be more mutually different than Danish families in general.

Viewed from a public health perspective, this thesis confirms that non-western
immigrant families represent a different and vulnerable group within the Danish society
and that inequality/inequity in health among immigrant children and adolescents with
type 1 diabetes is a fact. It may therefore be argued that Denmark’s ongoing
transformation into a multicultural society has exposed the health care services’
difficulty adapting to people with different traditions and values. The findings of the
studies clearly indicate that the care and health education that have been provided have
been insufficient in overcoming the multiple barriers to learning and adaptation that
were identified, in particular among immigrant parents.

The implications listed below originate from the findings and should be considered
when providing care and health education for immigrant children, adolescents and their
families

o It is important to recognise that culture and traditions affect behaviour and ways
of thinking and are likely to create barriers to health education and collaboration
in a cross-cultural relationship

e Non-western immigrant families should not be viewed as a group. Their non-
homogeneity requires educational initiatives that are closely adapted and tailored
to the pre-conditions and needs of the individual family members

o Special attention should be paid to the immigrant mothers, as they are the main
care-takers of the children

o Immigrant parents should be carefully introduced to Danish principles on the
treatment of diabetes in childhood. The parents may especially require assistance
and support in order to learn to deal with problems related to parental roles and
how to provide their child with optimum support. The use of peer education
should be considered

o Professional interpreters should be included whenever requested
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Conclusions and implications

e Special educational initiatives should be provided to immigrant children and
adolescents. Training of the younger children at an age-adapted level should be
considered

e A close, supportive and trust-filled relationship between the families and health
care professionals is necessary to facilitate learning, adaptation and collaboration

o Health care professionals should acquire intercultural competence. Collaboration
between centres with few immigrant families may be an option in order to provide
more optimum education and support

The implications may be applied in future intervention programmes for immigrant
families. When planning new projects, however, immigrants from the various ethnic
groups, both men and women with a varied social, educational and acculturative
background should be actively involved in the design.

Furthermore, it would be interesting to explore how the diagnosis of diabetes in a child
or adolescent may have influenced non-western immigrant families in terms of family
life, pattern of sexual roles, parental roles, the parents’ ability to communicate in Danish
and their familiarity with the Danish society and health care services.
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