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a b s t r a c t   

Objective: Little is known about active involvement of young people (YP) with type 1 diabetes (T1DM) in 
transitional care. This study aims to gain insight into patient-provider interactions during outpatient 
hospital consultations. 
Methods: Semi-structured observations (n = 61) of outpatient consultations with YP with T1DM (15–25 
years) treated in 12 hospitals in the Netherlands. The consultations concerned pediatric care (n = 23), adult 
care (n = 17), and joint consultations (n = 21). Thematic data analysis focused on whether professionals 
engaged in open, in-depth conversations; used motivational interviewing techniques; involved YP in shared 
decision-making; and addressed non-medical topics. 
Results: Apart from some good examples, the healthcare professionals generally had difficulty interacting 
adequately with YP. They paid little attention to the YP’s individual attitudes and priorities regarding dis
ease management; non-medical topics remained generally underexposed. Conversations about daily life 
often remained shallow, as YP’s cues were not taken up. Furthermore, decisions about personal and health- 
related goals were often not made together. 
Conclusion: By adopting a more person-centered approach, professionals could empower YP to take an 
active role in their diabetes management. 
Practice implications: Using a structured conversation model combined with a tool to encourage YP’s 
agenda-setting and shared decision-making is recommended for more person-centered transitional care in 
T1DM. 

© 2021 The Authors. Published by Elsevier B.V. 
CC_BY_4.0   

1. Introduction 

Type 1 diabetes mellitus (T1DM) is a complex metabolic disorder 
characterized by lifelong demands of self-care and motivation to 
adhere to stringent treatment recommendations [1]. The health risks 
of glycemic variability can be immediate and life threatening and 
could lead to long-term complications. For young people with T1DM, 
adolescence is a critical period in their lives, as they have to learn 

looking after their own healthcare needs. They must take up re
sponsibility for day-to-day self-management (e.g., daily insulin in
jections and dietary restrictions) as well as the logistical aspects of 
diabetes care (e.g., follow-up in healthcare services) in the context of 
competing developmental life demands [1–5]. For example, they are 
expected to become more confident and autonomous in managing 
their own concerns, establish relationships, and get actively involved 
in decisions affecting them. At the same time, transfer from pediatric 
to adult diabetes care is imminent, with its risks of fragmentation of 
care and adverse clinical and psychological outcomes [1, 4, 6, 7]. 
Diabetes management is not the highest priority of most young 
people, compared to achieving developmental milestones in other 
life domains [8]. The process of moving from being a child to become 
a young adult between 15 and 25 years – known as the transition 
phase – can, therefore, bring unwanted effects. Studies have 
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reported, for example, decreased outpatient clinic attendance, 
higher loss to follow-up rates in specialist adult care services, ele
vated glycosylated hemoglobin (HbA1c) levels, and inadequate self- 
efficacy and self-management skills [9–12]. 

Given the vulnerability of young people with T1DM in the tran
sition phase, fostering commitment to continuity of diabetes care in 
this period is an important task for both pediatric and adult care 
services [4]. Current consensus recommendations in diabetes care 
articulate the importance of providing developmentally appropriate 
healthcare and active involvement of young people [3, 4, 6, 13–17]. 
This concept recognizes that young people develop understanding, 
coping and self-management skills at varying rates and intervals 
irrespective of their age, under the influence of individual experi
ences, capabilities and motivation [3, 16, 18]. One should consider 
that various aspects of development may impact on other life tran
sitions (e.g., moving away from the family home, education, career, 
social and intimate relationships) and vice versa [4, 16, 19]. 

Professionals involved in transitional care are in a core position 
to set up young people for a lifetime of positive health-related be
haviors and relationships with healthcare services [4]. They can help 
young persons to meet the expectations that the healthcare system 
places upon them by modelling appropriate relationships, helping 
them acquiring skills and knowledge, and overcoming barriers to 
become active participants in care [19]. Consultations in transitional 
care are crucial for facilitating a young person’s autonomy, em
powerment, and self-management [20]. These consultations allow 
healthcare professionals and young people to build a shared un
derstanding of how diabetes care is integrated with what else is 
going on in these young people’s daily lives and what priorities they 
set at that particular point in their development [1, 19, 20]. Person- 
centered communication facilitates this by empowering a patient to 
take an active role and express needs, preferences, values and con
cerns [21–24]. Previous studies confirmed that providing care from a 
holistic perspective, investing in building positive relationships with 
young people, and facilitating an active role of the patients in care 
are conducive to positive health outcomes [1, 25, 26]. 

Thus, healthcare professionals will be better equipped to engage 
with the young people and provide person-centered care when they 
take into account the young people’s developmental context. This 
will allow to explore how T1DM is impacting on a young person’s 
roles and responsibilities in the broader sense [19]. However, the 
uptake of recommendations on developmentally appropriate 
healthcare remains unknown. Research showed that healthcare 
professionals still spend much time and effort on disease manage
ment; i.e., achieving control, minimizing disease progression, and 
reducing complications [1, 27, 28]. They would do well to pay more 
attention to person-centered care around transition and transfer  
[20]. Apart from some studies [29,30] – which both conclude that 
young people want to be more involved in their care, but also call for 
more research – little is known about patient-provider interactions 
in the transition phase (15–25 years). 

Hence, this study is unique in that it aims to gain insight into the 
interactions between young people with T1DM and healthcare 
professionals during outpatient hospital consultations in the years 
before and after transfer to adult care. Deeper understanding of 
these interactions could help unravel how active involvement of 
young people with T1DM in their care can be promoted, thereby 
limiting unfavorable health outcomes. 

2. Methods 

2.1. Design and setting 

Within the framework of a Netherlands-based mixed-methods 
research and quality improvement program named ‘Better Transition 
in Type 1 Diabetes’ (2016–2018), we carried out semi-structured 

participant observations with an overt approach – in which the re
searcher’s role is to undertake research with brief exposure to collect 
observation data (i.e., “observer-as-participant” approach) [31]. The 
improvement program aimed to advance transitional diabetes care  
[32] by supporting healthcare professionals to improve their tran
sitional care arrangements based on findings from the literature, 
mirror meetings between young people and healthcare profes
sionals, and research. The current observational study focused on 
gaining more insight into the interactions between young people 
with T1DM and healthcare professionals during the transition from 
pediatric to adult care. Professionals’ actions, intentions and beliefs 
were explored in relation to existing knowledge about those young 
people’s needs and preferences. We applied the focused ethno
graphic method, which is a pragmatic form of ethnography that 
intends to collect focused data based on a preliminary formulated 
central question and, therefore, concentrates on specific problem 
areas [33,34]. Results on the pre-defined topics can be obtained 
within a short time span in several settings simultaneously [33,34]. 

2.2. Participants 

The study population consisted of providers of transitional care 
to young people with T1DM, working in multidisciplinary diabetes 
teams in twelve regional and teaching hospitals participating in the 
‘Better Transition in Type 1 Diabetes’ program. Their self-selection for 
participation indicated that they were motivated to improve their 
transitional care. The sample size was not predetermined, but we 
invited professionals from different backgrounds, resulting in par
ticipation of pediatricians, internists, pediatric diabetes nurses, 
diabetes nurse specialists, dieticians, and psychologists. We aimed to 
reach variation in settings by studying three different types of con
sultations: 1) consultations in pediatric care, 2) consultations in 
adult care, and 3) joint consultations with professionals from pe
diatric and adult care. All patients involved were aged between 15 
and 25 years and had been diagnosed with T1DM. They were asked 
to provide consent for observation in advance. 

2.3. Data collection 

We observed outpatient hospital consultations in which health
care professionals, these young people, and in a number of cases 
parents as well participated. Consultations in each setting were 
observed for about 4 h in total. The participants were told that the 
overall aim of the research was to gain a better impression of the 
working ways, procedures and routines in the consultation room for 
this specific age group, which might help to further improve tran
sitional care processes. The application of a semi-structured protocol 
ensured that all these aspects were included in the observations 
(Table 1) [35]. The boxes in bold in Table 1 indicate the focus of the 
current study. 

The observer – who was present in the consultation room but 
maintained a neutral stance – took field notes and wrote down the 
findings in narratives on the same day to ensure that the spoken 
words during the consultations were well captured. In addition, 
notes of informal talks with the healthcare professionals, alongside 
the observations were included in the narratives [36]. The different 
observers all had a background in health sciences or nursing and 
were trained prior to conducting the observations. We have no in
dication that their presence disturbed the interactions. 

2.4. Data analysis 

Data were analyzed by using a constant comparative analysis 
method [37]. Observation narratives were coded thematically by two 
researchers (MP & HH), of whom HH is a young person with T1DM 
who was a youth panel member in the ‘Better Transition in Type 1 

M.A.C. Peeters, H.G. de Haan, R.A. Bal et al. Patient Education and Counseling xxx (xxxx) xxx–xxx 

2 



Diabetes’ program and participated in the mirror conversations with 
healthcare professionals [32]. For optimal interpretation of the ob
servation narratives, HH participated in the current study as a co- 
researcher. 

MP and HH started by reading the narratives several times in
dependently and considering what the interactions and field notes 
implied. They wrote memos about the essence of what was hap
pening in the consultation room, and these were discussed within 
the entire research team, in the light of the central research question  
[38]. Leading themes deriving from this discussion were focused on 
interactions between healthcare professionals and young people, 
and how this affects patient engagement; i.e., whether the health
care professional: 1) engaged in open and in-depth conversations; 2) 
addressed psychosocial and other non-medical issues; 3) used mo
tivational interviewing techniques; and 4) involved the young 
people in shared decision-making. Based on these themes, MP and 
HH pulled the data together and classified the findings into two 
contradictory categories: preferable practices versus non-preferable 
practices (Table 2). The results were discussed until consensus was 
reached on the final distribution among the categories. 

2.5. Ethics approval 

The Ethics Review Board of Erasmus MC approved the original 
study protocol as well as the updated addendum (MEC-2014–246). 
Ethics approval was also obtained from all local hospital review 
boards. All participating young people and their parents (in case of 
minors) had received an information letter about the goals of the 
study, and they were ensured complete confidentiality and anon
ymity. All participants provided written informed consent for ob
servation during their consultation(s). Pseudonyms were used in the 
observation narratives. 

3. Results 

3.1. Background characteristics 

Sixty-one outpatient hospital consultations with young people 
with T1DM in the transition phase, with a mean age of 19 years, 
were observed. The consultations lasted between 15 and 30 min and 
included consultations in pediatric care (n = 23), adult care (n = 17), 
and joint consultations (n = 21). Involved professionals were pe
diatricians (n = 25), internists (n = 17), pediatric diabetes nurses 
(n = 27), diabetes nurse specialists (n = 21), dieticians (n = 8), and 
psychologists (n = 3). Parents were present in 23 of the consultations 
(38%); mostly in pediatric care (n = 11) and during joint consulta
tions (n = 9). Two patients brought their partners to the consultation 
and one came with her grandmother (all in pediatric care). 

3.2. General impression 

Analysis of the observation narratives revealed different patterns 
of interaction. Some healthcare professionals took a directive atti
tude towards the young people and actually started the conversation 
without first asking them a question (non-preferable practice), while 
others adopted a coaching approach and made the young people 
active partners in their own care (preferable practice). The dis
tribution among preferable and non-preferable practices was 
somewhat skewed. In most cases, an alternation of preferable and 
non-preferable examples on the themes mentioned in Table 2 was 
observed. This pattern was alike in the pediatric and adult care 
settings, and was also found in the setting of joint consultations. 

Box 1 and Box 2 present composed cases illustrating the differ
ences in preferable versus non-preferable patient-provider interac
tions in the transition phase. Both cases are intended to give an 
impression of how a consultation can proceed, from the beginning to 
the end. 

3.3. Person-centered care 

The central focus of many consultations appeared to lie on 
monitoring young people’s diabetes management, so as to ensure 

Table 1 
Observation guide (based on the study protocol of Sattoe and colleagues [35]).    

Topic Aspects addressed  

Background information Hospital 
Department 
Setting (pediatric care/adult care/joint care) 
Healthcare professionals present 
(disciplines) 
Young person (gender, age, presence of 
family) 

What is going on in general Activities 
Actions 
Interventions used 
Reporting 

Environment and 
atmosphere 

Process 
Consultation room layout 
Attitudes and involvement of attendees 
(verbal and non-verbal) 

Diabetes team Attendees 
Task division and coordination 
Communication between healthcare 
professionals (verbal and non-verbal) 

Interaction* Division of roles 
How the young person behaves and how 

he/she experiences his/her involvement 
Parent’s role and attitude (if present) 
Healthcare professional’s role and attitude 

Communication (verbal and non-verbal) 
Topics addressed (content, by whom, and 

how extensively) 
Questions asked and how they are 

responded to (both ways) 
Shared decision-making  

* Main focus of the current study.  

Table 2 
Clarification of preferable versus non-preferable practices in patient-provider interactions.     

Theme Preferable Non-preferable  

Person-centered care Attention to individual attitudes and priorities in 
diabetes management; 
open and in-depth conversations 

No/little attention to individual attitudes and priorities; shallow conversations 

Psychosocial aspects Both medical and non-medical aspects are 
addressed 

Strict focus on medical aspects 

Motivational interviewing Follow-up on the replies and signals given by the 
patients (patients’ cuesa) 

No follow-up on the replies and signals given by the patients 

Shared decision-making Involving patients in decisions about their care and 
treatment 

Decisions about the patient’s care and treatment are predominantly made by the 
healthcare professional, without patient involvement  

a Defined as: “a hint, which might be an expression or signal, mostly verbal but also nonverbal, which indirectly indicates an issue of presumed importance for the patient and 
implies an emotion, worry or uncertainty that the patient would like to bring up, or a move to another topic, that should demand an exploration from the provider” [39].  
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that they follow the treatment recommendations. At the same time, 
the healthcare professionals often paid little attention to the young 
person’s individual attitudes and priorities regarding his or her 
diabetes management (Box 1). It is evident that patients’ priority 
given to the management of blood sugar levels widely differs. Al
though the importance of controlling values and preventing outliers 
is widely supported by both diabetes healthcare professionals and 
patients, it is not always the main priority in a young person’s daily 
life. An 18-year-old patient illustrated this: “It does not interest me 
that my values are high as long as I am feeling good.” General in
structions and treatment recommendations did not seem fit into 
personal life goals of these patients and, therefore, did not make any 
sense to them (Table 3). In such cases, a more profound exploration 
of how patients dealt with the diabetes seems warranted, but such 
exploration was not often observed during the consultations. 

3.4. Psychosocial aspects 

To obtain a comprehensive view of the young patients, it is im
portant for healthcare professionals to pay attention to psychosocial 
aspects such as school, work, social and intimate relationships, and 
leisure activities. For example, a 19-year-old woman asked her in
ternist for advice on alcohol consumption, as this interferes with 
blood sugar levels. Together they explored the risks and a suitable 
solution (Table 3). Furthermore, showing interest in one’s personal 
life instead of being asked questions about the diabetes at the be
ginning of a consultation can help to make the patient feel com
fortable and to establish partnership (Box 2). Observations like these, 

however, were relatively exceptional. Psychosocial themes were 
often not addressed during the observed consultations. 

3.5. Follow-up on the cues given 

Although psychosocial aspects were not always addressed, most 
of the professionals did ask the young persons how they were doing. 
However, these conversations often remained shallow, as profes
sionals often did not follow-up on the cues given by the young 
persons. Thus, the young persons were generally not supported in 
integrating structural diabetes management into daily life. A more 
preferable situation is, for example, the conversation between an 
internist and a young adult, during which possible explanations for 
the patient’s high HbA1c values were explored together (Table 3). 

3.6. Shared decision-making 

The young people’s expected involvement in shared decision- 
making was often limited due to inadequate follow-up. Some pro
fessionals even stressed this explicitly, such as an internist did 
during his first contact with the patient in adult care: “I will be a 
strict coach, I expect you to follow-up on my treatment recommenda
tions as much as possible.” A more preferable practice in the light of 
shared decision-making was the conversation between a pediatri
cian and a patient about blood glucose monitoring. The pediatrician 
did not only provide information and advice, but also asked the 
patient about his own ideas to prevent outliers. The patient in
dicated that he should count carbohydrates better, upon which the 
pediatrician specifically asked how he was going to do this. In this 

Box 1 
Composed case of non-preferable interactions in the consultation room. 

An 18-year-old girl, Lynn, has just made the transfer from pediatric to adult care and visits the internist for the first time. She has 
brought her mother. Right after they enter the consultation room and sit down, the internist starts talking about high blood glucose 
levels. She says: “The values have never been so bad before!” No further questions are asked about how Lynn is doing in daily life 
activities. On the contrary, the internist continues the conversation by asking her what she has done recently to prevent the “bad” 
values. She is also wondering whether the pediatrician’s recommendations have been taken up and what she wants to do about the 
high values herself. Lynn seems to be uninterested; she does not really care. She says she has never had a really bad day and that she 
is not going to change anything. Her mother, who did not say much until then, looks somewhat frustrated and states that she almost 
hopes that things will go wrong so that her daughter finally becomes more alert about her condition. Then, the internist starts to 
explain the importance of structural measurements for a type 1 diabetes patient. However, she does not try to unravel the reasons 
behind Lynn’s behavior. She urges her to measure more frequently and advises her to do this at fixed times. “Blood sugar should be 
tested at least twice a day,” the internist declares. Lynn shows little concern; she still seems to be uninterested and pays little attention 
to the doctor’s instructions. She says that she never experiences hypos and has not been admitted to hospital in recent years: “I am 
fine with that.” Even when the internist explains that the consequences of poor therapy adherence may not become apparent until 
years later, Lynn remains indifferent. One last time, the doctor stresses the importance of behavior change, after which the con
sultation is over.  

Box 2 
Composed case of preferable interactions in the consultation room. 

A 22-year young man, Alex, has a regular follow-up visit with his diabetes nurse specialist. He came alone and the conversation starts 
with small talk about his study, internship, and future career goals. Then, the nurse asks Alex what he would like to discuss today, 
upon which he says that he’s concerned about his high blood glucose values. Together they look at Alex’s pump details and glucose 
results, and discuss how Alex deals with his values at work, in the evenings and on the weekends. The nurse asks about Alex's 
preferences in dealing with his high values. She suggests more physical activity, but Alex says that he is too busy with work at the 
moment. Therefore, a new insulin is proposed, and the nurse explains how this works. Alex responds openly. The nurse asks whether 
it would be helpful to write down what she has just explained, and Alex agrees. The conversation continues about Alex’s eating habits 
and, especially, the carbohydrates intake. Alex says that he sometimes eats cookies in the evening, but that he wants to adjust his 
eating pattern. The nurse tries to gauge what is feasible for him. She explains that in case he does not want an extra insulin injection, 
he could opt for reducing his carbohydrates intake. Alex finds this is a good idea. "The cookies are just for the hunger pangs," he says, 
after which the nurse explains what could cause these hunger pangs and how to prevent this. The nurse summarizes what has just 
been discussed and performs some medical checks. Finally, she asks Alex if there are any questions left and reminds him that it is 
always possible to contact her between the regular follow-up consultations that take place every six months, for example to adjust his 
insulin regimen.  
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way, the treatment decisions were not only supported, but even 
suggested by the young person himself. 

4. Discussion and conclusion 

4.1. Discussion 

Our study revealed a wide variety in interactions between young 
people with T1DM and healthcare professionals during outpatient 
hospital consultations in the transition phase. We certainly observed 
good practices, but nevertheless also a variety of non-preferable 
practices, indicating that some healthcare professionals had diffi
culty to adequately interact with these young patients. In fact, we 
noticed that most of the observed consultations presented examples 
of both preferable and non-preferable practices. This would imply 
that there was often still room for improvement to actually get 
young people involved. Furthermore, parents’ influential role in 
young people’s health and development – and so the importance of 
appropriate parental support in transitional care – should not be 
underestimated [40]. This was not the focus of our study, but future 
research into the parents’ role during transition is recommended. 

It is widely known that healthcare professionals treating ado
lescents and young adults do not always acknowledge and address 
their patients’ development and health-related issues [28,32]. Our 
observations confirmed this medical focus in transitional care for 
young persons with T1DM, and revealed that the healthcare pro
fessionals often inadequately responded to the patient’s replies and 
cues. Although routine attention for psychosocial aspects is 

identified as a core element in transitional care, these aspects are 
still not always covered in practice [32,41]. There even seems to be a 
significant discrepancy between professionals and young people 
regarding the discussion of psychosocial issues, raising the issue of 
the efficacy of the communication strategies being employed by 
professionals [28]. 

In general, patients appear to assess the quality of their care 
largely through the perceived quality of the communication process; 
i.e., whether professionals listen to them carefully, understand their 
needs and preferences, and provide clear and sufficient information  
[23]. Especially in the care for young people with chronic conditions, 
a person-centered and holistic approach seems essential to support 
them in their transition towards independence, empowerment, and 
involvement [32]. This requires professionals’ attention to go beyond 
medical aspects, also addressing developmental and psychosocial 
challenges, so that these young patients can make choices in their 
care that best fit their individual circumstances [23,32]. Additionally, 
there is sufficient evidence for the importance of effective commu
nication for patient outcomes [1, 25, 26], also specifically for young 
people with diabetes [20,42]. 

Experienced gaps in transitional care following the principles of 
developmentally appropriate care, may be explained by the notion 
of epistemic injustice as a common, possibly pervasive feature of 
healthcare [43]. Based on this notion, young persons’ experiences 
and interpretations may be heard and considered by professionals, 
but judged irrelevant or insufficiently articulated, as they do not 
always recognize that taking their young patients seriously is of 
potential therapeutic value. As a consequence, the improvement of 

Table 3 
Examples of preferable versus non-preferable interactions between young people and healthcare professionals.     

Theme Preferable Non-preferable  

Person-centered care A patient visits her diabetes nurse in adult care for the first time after 
transfer. The nurse introduces herself and then asks the patient what 
she does in daily life; school, hobbies, holidays and sports are 
discussed. They talk about when the diabetes was diagnosed and how 
she has dealt with it in recent years. The patient seems to feel 
comfortable and continues to signal that it does not really interest her 
that her values are not good, as long as she feels good. They discuss 
about what the patient is doing about her diabetes so far. (F; 18 | AC*; 
nurse) 

Directly at the start of the consultation, a dietician tells her patient: “A 
HbA1c of 60, last time it was 53. That’s really high for someone who 
doesn’t eat carbohydrates.” Then, she asks the patient to take a look at 
his recent values and starts explaining about the working of glucose, 
fructose, and granulated sugar. (M; 22 | AC; dietician) 

Psychosocial aspects A patient asks her internist about drinking alcohol and how to prevent 
hypoglycemia. The internist emphasizes that she should be open 
about what and when she’s consuming. Then, the internist can see 
when and how much her blood sugar levels drop, and then give 
adequate advice. The internist explains: “Of course it is better not to 
drink or to drink small amounts, but if you want to do so, we must 
discuss how this can be done as safely as possible.” (F; 19 | AC; 
internist) 

“How are you?” asks the diabetes nurse, who meets the patient for the 
first time in adult care. “Could be better,” he answers. The nurse does 
not follow-up on this, but talks about adult care: “Consultations will be 
shorter, less frequent, and probably less personal here.” Then the 
conversation continues with discussing medical aspects such as blood 
sugar levels, hypoglycemia, and measurements. Finally, she asks 
whether the patient smokes, drinks alcohol or uses drugs, and when 
the last eye and foot checks were performed. She writes everything 
down and, after asking the patient if he has any questions, the nurses 
end the consultation. (M; 22 | JC*; pediatric nurse & adult care nurse) 

Follow-up on 
patients’ cues 

A patient shares his struggles with measuring, especially in 
combination with sports and work. The internist tries to gain more 
insight into this by asking: “What do you find difficult about it; do you 
mind that people see you measuring?” The patient answers that the 
problem is that he does not always remember to measure, after which 
the internist asks how he can help with this. He emphasizes that the 
young adult should do it on his own, but that he can take on a 
coaching and guiding role. (M; 19 | JC; pediatrician & internist) 

A nurse asks his patient how often she measures her blood glucose 
levels, upon which the patient says: “That differs, I actually do not 
know.” It turns out that the patient sometimes does not measure for a 
whole week. The nurse reports this in the patient’s medical record but 
pays no further attention. He only asks: “Are you going to try to do 
better from now?” (F; 20 | AC; nurse) 

Shared decision- 
making 

During a joint consultation with two diabetes nurse specialists from 
pediatric and adult care, respectively, the conversation turns to the 
patient’s wish to participate in Ramadan. The adult care nurse strongly 
discourages this, because of the high risks involved for people with 
T1DM. The pediatric nurse seems to be more open to the patient’s 
values and religious considerations, although she recognizes the 
associated risks. She tries to think about solutions and suggests 
looking for alternatives that give a satisfying sense of participating; 
e.g., shorter fasting times or preparing different meals. In this way, the 
pediatric nurse tries to follow-up on the expressed wishes of the 
young person and involved her in shared decision-making. (F; 18 | JC; 
pediatric nurse & adult care nurse) 

A young person visits the pediatrician for a regular follow-up 
consultation, together with his father who still plays a big role in his 
diabetes management. “Let us see how you can become more 
independent,” says the pediatrician to the young person. She instructs 
him to measure every time before eating and before going to bed from 
now on. “That will give dad a better night’s sleep,” the pediatrician 
says. “And do not forget to send us your data more often. So, go for it!” 
(M; 17 | PC*; pediatrician) 

*PC=pediatric care; AC=adult care; JC=joint care.  
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communication skills as part of professionals’ continuous learning 
process is not self-evident. Many professionals assume they are al
ready performing well in this area and, consequently, focus on the 
acquisition of new technical information, insights and skills [23]. 
Furthermore, they are concerned that listening to patients’ worries 
and addressing their individual difficulties and needs requires too 
much time, which they do not have because of the pressure to see as 
many patients as possible in a day [23]. 

Another important aspect, specifically in diabetes care, are 
choices in language. Person-first, strengths-based, and empowering 
language is expected to improve patient-provider interaction and 
enhance a patient’s motivation, health, and well-being [42]. In 
contrast, words or phrases that have potentially negative connota
tions can contribute to stress and feelings of shame and judgement 
in T1DM patients – e.g., ’nonadherent’, ’poorly controlled’ and ’bad 
values’ – and our observations confirm that this still occurs in daily 
practice. 

To give healthcare professionals more insight into the potential 
therapeutic value and needed improvements of the transition and 
transfer experiences, mirror meetings with young people are highly 
recommended [44]. In the ‘Better Transition in Type 1 Diabetes’ pro
gram, such group discussions with healthcare professionals served 
as an eye opener for diabetes teams on the different aspects of in
teraction (Table 2), and encouraged them to listen to young people’s 
voices [32]. Concrete preferences or recommendations appearing 
from these conversations, such as choices in language, are relatively 
easy to apply. 

In addition to the individual factors associated with person- 
centered care, Luxford, Safran and Delbanco [45] argue for adopting 
a strategic organization-wide approach for successfully advancing 
person-centered care with a focus on patients as ‘customers’ of the 
healthcare service. It appeared from our study that the provision of 
person-centered care and the use of effective communication stra
tegies still seems challenging for professionals from all diabetes 
teams, regardless of their organization of transitional care or whe
ther they were working in the pediatric or the adult setting. Also in 
joint settings, healthcare professionals were still searching for best 
practices, which could be a consequence of poor collaboration and 
communication between pediatric and adult healthcare profes
sionals [46]. Professionals sometimes appeared to feel a bit un
comfortable as such a joint setting is also new for them. 

Implementing a structured conversation model, such as the 
diabetes consultation model of Rutten and colleagues [47], which is 
supported by the Dutch Diabetes Federation [48], could perhaps help 
improve interactions between young people and healthcare profes
sionals. Fig. 1 shows how this stepped model fits with the themes 
that emerged from our observations. 

In step 1, the diabetes healthcare professional addresses both 
medical and non-medical aspects with attention to individual 

attitudes and priorities of the young person. This means that the 
choice of topics to be discussed is not protocolled, but that the 
choice depends on the patient’s actual situation and agenda-setting. 
In step 2, personal and health-related goals are set together, where 
motivational interviewing techniques can be useful. In step 3, shared 
decisions related to personalized health goals and treatment options 
are made. Lastly, the consultation is completed in step 4 with an 
assessment of the experienced professional support. We hardly ob
served this step in our study, although it is considered important for 
follow-up. The model seems well applicable and is expected to result 
in more patient involvement including shared decision-making, 
which is appreciated from a patient perspective [47,48]. In the end, a 
more person-centered approach is expected to facilitate patient 
empowerment and self-management [24]. A possibly useful tool to 
bring the model into practice is the Self-Management Web, which 
facilitates an open and patient-led conversation about various life 
areas [49]. The Self-Management Web ensures a holistic view and 
encourages shared decision-making between patients and health
care professionals; the patient is in charge of selecting an area to 
work on if support is desired. 

4.1.1. Strengths and limitations 
A strength of this study is the participatory observational design 

that provided deep insights into patient-provider interactions during 
outpatient consultations in the transition phase. Furthermore, the 
study was conducted among members of fifteen diabetes teams in 
various outpatient settings (pediatric care, adult care, and joint care) 
and across a wide range of disciplines. Unfortunately, we could not 
make systematic comparisons among these disciplines as they were 
not equally distributed in our data collection. Moreover, healthcare 
professionals were present in many different combinations during 
consultations. Apart from that, our study did not reveal any trends in 
performance, neither by type of professional (i.e., doctor, nurse, or 
allied healthcare professional) nor by setting (i.e., pediatric or adult 
care). Unique in our study was the participation of a young person 
with T1DM in our research team, which enabled to achieve optimal 
interpretation of the observation narratives. 

Our study results were limited by its cross-sectional design, 
which could only provide a momentary snapshot of the interactions 
between young people with T1DM and their healthcare profes
sionals in the transition phase. Longitudinal studies are required to 
facilitate a developmental perspective in research by gaining insight 
into follow-up and interactions over time; e.g., how personal and 
health-related goals and decisions have been evaluated [50]. Fur
thermore, since the observation narratives contained only limited 
direct quotations, we could not in all cases link findings to the actual 
data. Nevertheless, we preferred a participatory observational design 
above video recordings, because we wanted to disturb the natural 
process of interactions in the consultation room as little as possible. 

Fig. 1. Structured conversation model of Rutten and colleagues [47].  
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After all, it is not uncommon for others to be present during a 
consultation. 

4.2. Conclusion 

Healthcare professionals treating young people with T1DM in the 
transition phase are challenged to empower these young people to 
take an active role in their own treatment, by exploring their in
dividual norms, values and priorities regarding the management of 
T1DM in daily life more in depth. Deeper understanding of attitudes 
and motivation may enable healthcare professionals to tailor self- 
management support and treatment recommendations. By adopting 
a more person-centered approach, young people are expected to 
become owners of their diabetes management and care. This might 
help to limit the risks of unfavorable health outcomes, thereby im
proving their future prospects. 

4.3. Practice implications 

First of all, encouragement of active patient involvement on a 
higher organizational level with a culture supportive of change and 
learning, can help diabetes teams to make their transitional care 
service more person-centered. On the healthcare team level, the use 
of a structured conversation model to support interactions between 
young people with T1DM and healthcare professionals could pos
sibly contribute to more person-centered transitional care and is, 
therefore, highly recommended. Combined with the use of the Self- 
Management Web to facilitate patients’ agenda-setting and shared 
decision-making, the application of such a conversation model 
seems promising in advancing the quality of transitional care for 
young people with T1DM. In addition, systematic attention for 
judgmental versus non-judgmental language choices is required. 
Mirror meetings could be a valuable tool to reveal such hidden 
realities among young people with T1DM. 
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