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Objective: To introduce a narrative-autobiographical approach in the care and education of adolescents
with type-1 diabetes and observe the effects of this novel approach on adolescents’ self-awareness,
concern for self-care, and well-being.
Methods: Ninety-four adolescents with type-1 diabetes attending one 9-day summer camp in 2004,
2005, or 2006 participated in structured daily self-writing proposals on diabetes, integrated with daily
interactive self-management education. After some months, we sent participants interview-like
questionnaires, and two independent researchers performed a qualitative analysis of the 50 answers that
were mailed back.
Results: Writing about the discovery of diabetes was, for many, a stressful experience, but with a strong
liberating effect. One relevant point was change, which occurred: (a) in the perception of self; (b) in the
relationship with others; (c) in the relationship with the disease.
Conclusions: The integration of autobiography in diabetes camps, by adding the value of sharing
individual stories to the liberating power of self-writing, can allow the adolescents to overcome their
feelings of diversity, and can initiate several changes reﬂecting increased self-efﬁcacy, maturity,
acceptance of the disease and responsibility in self-management.
Practice implications: Self-writing is feasible and well accepted, and provides healthcare professionals a
proper way to patient-centered care.
ß 2009 Elsevier Ireland Ltd. All rights reserved.
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1. Introduction
In recent years, patient education for the self-management of
diabetes and chronic diseases has undergone considerable
changes; it is no longer directive and not merely informative, as
in the past, since we are now aware that adopting a healthy habit
depends less on information and skills than on personal intrinsic
motivation to change [1].
Having focused on motivation to change, healthcare professionals dealing with chronically ill patients have adopted several
models based on behavior science to understand and facilitate
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behavioral change: e.g. the trans-theoretical model [2], the socialcognitive model [3], motivational interviewing [4], active listening
[5], empowerment [6], and several of these have been included in
broader conceptual frameworks conceived for improving the
quality of chronic disease care, such as the chronic disease model
[7] and patient-centered care [8].
Establishing a therapeutic alliance appears especially difﬁcult
with adolescents with type-1 diabetes, who – like those with other
chronic conditions – ‘‘are doubly disadvantaged, engaging in risky
behaviours to at least similar if not higher rates as healthy peers,
while having the potential for greater adverse health outcomes
from these behaviours’’ [9]. They often display a degree of
carelessness towards diabetes, with consequently far from ideal
glycemic control [10,11], and possible early appearance of microvascular disease [12]. An effective education would therefore
appear particularly useful for children and adolescents, but,
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Table 1
Number and characteristics of adolescents and health professionals participating in the summer camps, and number of returned questionnaires.

Number of adolescents
Gender
Age (years)
Duration of diabetes
Questionnaires received (%)
Personnel
Trainees

2004

2005

2006

30
18 m/12 f
16.5 (range 15–18)
6.2 (range 2–14)
6 (20%)
4 MD, 1 RN, 2 Educ, 1 Trainer
5 MD, 1 RN, 3 RD, 2 Psychologist

38
17 m/21 f
16.1 (range 13–18)
6.2 (range 2–15)
25 (66%)
6 MD, 2 RN, 2 RD, 2 Educ, 1 Trainer
6 MD, 5 RN, 1 RD

26
16 m/10 f
16.0 (range 14–18)
6.0 (range 1–15)
19 (73%)
6 MD, 1 RN, 2 Educ, 2 Trainers
5 MD, 6 RN, 1 Psychologist

despite multiple efforts, the results are generally inconsistent and
unsatisfactory, as summarized in two recent comprehensive
literature reviews [13,14], which conclude, discouragingly, that
there is still insufﬁcient evidence to recommend any particular
education program. Even a recent RCT based on the socialcognitive theory showed partially positive results on glycemic
control, but, quite astonishingly, no effect on reported adherence
behaviors [15].
Because emotional disorders are clearly associated with poorer
health outcomes, it appears that emotional regulation is a key
healthcare target even when diabetes self-care is adequate [16]. In
our previous experience of care and education in diabetes summer
camps, however, adolescents appeared particularly resistant to
revealing to themselves and to others their inner feelings and real
concerns.
The narrative-autobiographical approach, introduced as an
educational tool ﬁrst in the humanities [17] and then in medicine
as a component of ‘‘Narrative-Medicine’’ [18], determined a
thorough evolution in the concepts behind the education and
care of people with chronic diseases. It is the educational means by
which, through the use mainly of self-writing, one’s life-history can
be discovered, explored and interpreted by recalling episodes and
experiences that are part of one’s identity [19]. In a narrative
perspective, the disease, especially a chronic one such as diabetes,
represents a breakdown that not only imposes changes in day-today life, but also poses questions regarding the sense of the
existence of the individual, thereby affecting quality of life and
subjective well-being, spoiling one’s future perspectives and plans.
To cope with the problem, the person must understand the
experience of being ill, ﬁnding and assigning meaning to the
condition. Sick individuals must realize and reinterpret their story,
their world and their life [20].
The autobiographical approach has proven effective in helping
people to reveal, ﬁrst to themselves and then to others, their needs
and feelings related to their condition [21]. Moreover, the
possibility of sharing one’s stories with a group of peers may
add an important value to the individual self-care provided by
writing for one’s self about one’s self.
We therefore adopted this approach with adolescents with
type-1 diabetes. Our aim was to observe, using qualitative
research, whether a structured autobiographical approach was
feasible and welcome in the setting of summer camps with
diabetic teenagers, whether this approach could stimulate
participants’ self-awareness and understanding of others, and,
eventually, whether these changes were associated with increased
participants’ interest about self-care and with their well-being. We
also aimed at understanding the signiﬁcance of different autobiographical activities for adolescents with diabetes.
2. Methods
2.1. Context
The narrative-autobiographical approach was used during
three 9-day summer camps that were run at the end of June in

2004, 2005 and 2006. The location was a small hotel either in
Sardinia (2004, 2005) or in Abruzzo (the mountain region near
Rome, 2006). The number of participants and their characteristics
are shown in Table 1.
The healthcare team that organized and ran the camp is shown
in Table 1. Furthermore, several health professionals working in
diabetes (trainees, also shown in Table 1) attended a master course
on therapeutic patient education, which consisted in participating
in all educational activities with adolescents, being available in
teams to help teenagers in self-management upon request (three–
four children per team), attending one 1-h lesson per day, and
reporting and discussing management problems at post-dinner
meetings.
2.2. Sampling strategy
The adolescents were enrolled in their respective diabetes units
(in general, pediatric diabetes units) on a voluntary basis, upon
invitation by the medical team to the family. ADIG-Lazio and GEDSardinia cooperated in distributing information about the camps,
and organized pre-camp meetings where the organizers met the
candidates and their parents. The criteria for admission to the
camp were: age 13–18 years and having diabetes for at least 1 year;
having problems in the self-management of diabetes; agreement
to participate in the narrative-autobiographical itinerary. No sociodemographic data were considered. In general, a maximum of
three teenagers were accepted from each diabetes unit.
2.3. Daily educational activities at the camp
Morning: physical activities or sport games. Afternoon: (a) 2 h,
autobiographical approach; (b) 1.5 h, diabetes self-management
education. Although different people were responsible for the
planning and implementation of the two approaches, we made an
effort to integrate the narrative and the scientiﬁc approaches and
methods.
2.3.1. Implementation of the autobiographical approach
Each day we suggested one topic to participants for writing. We
then shared the writings by reading them in plenary; anonymity
was ensured to avoid difﬁculties, embarrassment, fear of being
judged.
To facilitate and support self-remembering and narrative
through writing, we associated/integrated other communication
tools, such as songs, poems and readings, along with other
techniques of self-expression, such as choosing images, drawing
and creative workshops.
The list of all self-writing proposals is shown in Table 2. We
used a gradual step-by-step approach, starting with microwritings about needs and expectations and spot mosaic writings
allowing the self-introduction of participants to create the
appropriate narrative atmosphere in the group. We then tackled
some of the daily challenges of living with diabetes, selecting those
which, according to our experience, are the most frequent concerns
of adolescents, i.e. each one’s relationship with food, with one’s
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Table 2
The autobiographic journey.

Day 1
Day 1
Day 2
Day 3

Day
Day
Day
Day
Day
Day

3
3
4
5
5
5

Day 6
Day 7

Day 8

Workshops and subjects for writing and discussion

Scores mean  SD

Why am I here?
What I need and desire from the summer school
My life-history: the interview

5.8  2.4
6.2  1.9
7.3  2.0

Shapes of body: let us speak of ourselves by our bodies (2004)
Creative Workshop: express yourself by creating a mask (2005)
Let us cultivate (and draw) a small plant as a metaphor of care (2006)
One word to describe diabetes
‘‘Fragments’’ of writing about myself
My diabetes and how it affects my relationship with food
‘‘The day when I ﬁrst discovered I had diabetes’’
An image for diabetes
My diabetes and how it affects my relationship with others (parents, friends, girlfriend/boyfriend,
teachers, school-friends, relations, doctors and society in general)
Listening to the stories of others
A message in a bottle (SOS) (in 2004 only)
‘‘Dear Mask, I am writing to you. . .’’ (in 2005 only)
‘‘Dear Plant, I am writing to you. . .’’ (in 2006 only)

6.5  2.6
7.1  3.1
7.3  0.7
8.0  1.9
8.0  2.1
7.1  1.7
9.5  1.0
7.6  1.1
8.4  1.4
9.1  1.4
8.7  1.2
7.2  3.0
7.5  0.7

The meaning of this summer school

7.9  1.8

Suggested workshops and subjects for writing and discussion during camp days (from 1st to 8th). The average scores (n/10) given by adolescents in response to question No. 2
(Table 5)  standard deviation (SD) are shown in the last column, indicating how much each activity has been signiﬁcant for them.

own body, with others, with self-care. Only on the ﬁfth day did we
engage in one of the most complex proposals of self-writing,
namely the recall of the day when diabetes was discovered, which,
for many, is a painful experience and seldom worked through, and,
thus, often blocking the acceptance of the disease and its proper
care. A few examples of adolescents’ writings are shown in Table 3.
2.3.2. The self-management education program
The overall educational strategy was based on the empowerment or patient-centered approach [16], and all healthcare
professionals agreed to refrain from any prescriptive or persuasive
attitude. The adolescents were encouraged to be free in the selfmanagement of their insulin doses and food uptake, and they were

only asked to provide any information they might have about their
blood glucose control to their reference team of trainees, ‘‘because
this information is part of our training and is going to be used in our
daily meetings.’’ The trainees were instructed to encourage
problem solving, but only when advice was requested.
Formal educational activities were limited to 1.5 h per day. The
topics are listed in Table 4, together with the methods adopted, and
included all relevant aspects of diabetes treatment. From day 1 to
day 5 the objective was to let participants acquire the necessary
skills in insulin dosage and carbohydrate adjustment under all
circumstances, including physical exercise of various durations
and intensities, and also to provide novel information when
necessary. No particular monitoring or treatment scheme was

Table 3
Examples of adolescents’ writings at summer camps in various moments of the journey.
Needs and desires (day 1)
I need someone who can understand me and with whom I can share what other people don’t want to hear.
I’m here because at this time I need to have contact and an exchange of views with people who are in the same situation as I am and who might understand
me better.
I need to understand better what is happening to me.
Wishes?! I have many. The most important one? Impossible. Another one: feeling ‘‘normal’’. In some degree diabetes limits me.
I hope I can somehow feel normal again, I’m not saying I feel different, but sometimes people’s ignorance makes me uneasy, and it is only during these camps
that I get to meet many other people who can see and understand my point of view.
The day when I ﬁrst discovered I had diabetes (day 5)
I didn’t want to admit to myself what had happened to me. The conﬁrmation, the harsh and sad reality came all of a sudden; maybe I wasn’t ready, it arrived
when I had to give myself my ﬁrst injection. And then I didn’t cry anymore, nor did I relieve my feelings, I kept all the sorrow inside of me.
Accepting it straightaway was forced; I had to! But inside of me, this acceptance has never been full. I can smile when I talk about it; I can say I accept it, but I lie
when I do, not to myself though, but to the others.
I can’t feel like people who don’t have diabetes; society itself sets us limits. I can’t either consider diabetes a friend, talking is easy for those who are not in our
situation. You choose your friends, friends don’t set you limits.
Unfortunately and despite my trying, I haven’t been able to accept diabetes, and this very often devastates me, although I rarely let it show, because I don’t
want my close ones to worry about me.
When people ask me: ‘How did you take it when you found out you had diabetes?’, I answer I don’t care at all, but it’s not true because I believe such things can
never be accepted, especially when you’re surrounded by people who don’t know what that means.
Dear Mask (Day 7)
Dearest,
How many times have I searched for you. In the middle of the night when, paralyzed with the fear of losing my way, of never ﬁnding the way home again, my
only true comfort was you, my guiding star. Your never-ending brilliance, your constancy and your being there have always reassured me when I’m looking
for certainty.
True, sometimes you are hidden, but I know you have not disappeared, that you will not desert me, that you will reappear if I know where to look.
It has happened that, at times, you were not in the same place as I, but I only have to move to ﬁnd you again: in the inﬁnite sky you are always there. Each time
that I have found you again, you have given me the strength to carry on along the interrupted road, which, illuminated once again, seems more beautiful than
before, and the desire to go along it more intense. I’m leaving you with thanks that you exist, and if, one day, you become a shooting star, I shall be ready to make
my wish.
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Table 4
Topics for the self-management education program and methods adopted.
Day 1
Day 2
Day 3
Day 4
Day 4
Day 5
Day 5
Day 6
Day 7

Hypoglycemia, practical issues
Insulin, the rules
Management issues during day-long
physical activity
Nutrition 1. Estimate of weight
of servings
Exercise on carbohydrate counting
Nutrition 2. Estimate of carbohydrate
content of servings
Exercise on carbohydrate counting
Relationship with others
Questions and answers

Metaplan1, 3 groups
Work in 6 small groups
Discussion in plenary
Exercise, 2 groups
Buffet dinner
Exercise, 2 groups
Buffet dinner
Role-playing
Plenary

suggested. The methods used were interactive 90% of the time, and
exchanges of opinions and solutions were encouraged to favor
peer-to-peer learning. On day 6, we dealt with a range of ‘‘social’’
issues, on request, including any possible limitation associated
with having diabetes. On day 7, we dealt with ‘‘special’’ topics, on
request, such as pregnancy, chances of transmitting diabetes to
children, risk of diabetes complications, and risk of addictive
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behaviors, always keeping a reasonably optimistic and nonjudgmental attitude.
Formal group education was also the moment when we dealt
with any biomedical issues that might have arisen during the
autobiographical activity, always adopting a maieutic attitude. In
this way, we implemented an integration of the two approaches.
2.4. Qualitative research about the autobiographical approach to the
education and care of people with diabetes
To understand the educational and therapeutic value of
integrating the autobiographical approach with the other various
interventions, we wanted to analyze the reﬂections and experiences of the youth who had attended our camps. Therefore, in
December 2005 (18 months after the ﬁrst camp and 6 months after
the second), we mailed to all participants in the 2004 and 2005
camps a semi-structured questionnaire consisting of 12 openended interview-like questions about the camp and the selfwriting experience, and 1 question asking to score the various
activities on a scale of 1–10, with 1 = least impressive and
10 = most impressive (see Table 5). In order to verify whether a

Table 5
The semi-structured questionnaire. Question 2 is the only partially closed question, including the list of activities shown in Table 2 and, for each, a score on a scale from 1 to 10.
1. After a period of time, what are your most signiﬁcant memories of your experiences at the Summer Camp and why?
2. For you now, how signiﬁcant are the several proposals we suggested at the camp, and why? Please mark on a scale from 1 (=least impressive) to 10
(=most impressive) how impressive each activity remains for you [The list of workshops follows].
3. Do you remember any of the feelings and emotions that you experienced while you were writing at the camp?
4. Do you think that, by using the Autobiographical Approach, your way of living and thinking and your perception of your life-history have been inﬂuenced,
and, if so, in what way?
5. Do you feel changed by your experience at the camp, and, if so, in what way?
6. In particular, because of your experience at the camp, has anything changed in your relationships with others?
7. Have you written anything more about yourself following the experience of the autobiographical exercises at the camp?
8. Has anything changed since the camp in your relationship with your diabetes?
9. If we ask you again now for one word or an image to describe your diabetes, what would be your answer?
10. Has anything changed since the camp in the self-management of your diabetes?
11. When you have to make a decision concerning the self-management of your diabetes, can you recognize any lasting inﬂuence from the camp – if so, what?
12. What are your hopes for the future?
13. Do you have anything to tell us which was not covered by our questions or have you any comments or suggestions for future camps?

Table 6
An example of the content analysis of elicited texts. Only a few examples of conceptual labels are shown, and all the categories that contribute to one macro category.
Conceptual labels

Category

‘‘At start slightly uncomfortable. . . then easy’’
‘‘I remember some shyness and shame, but then courage and the strength to go on’’
‘‘It was a very pleasurable experience’’
‘‘In general, I also enjoyed (a bit) telling about myself’’
‘‘The most profound emotion I felt was the freedom to write things about myself
without feeling embarrassed and without inhibitions’’
‘‘I felt free’’
‘‘Through writing I immediately experienced each emotion I recalled’’
‘‘What I felt was sadness and anger because memories are painful when recalled’’
‘‘I was moved in hearing some of the writings ‘that day when I discovered I had
diabetes’. Mine made me weep’’.
‘‘It was even more moving to hear my story being read during the sharing of writings’’
‘‘You got to make me weep and then to make me rid myself of a weight I didn’t think
I had inside me. . .’’
‘‘Feelings have been very strong, I shivered for the rest of the day; negative thoughts
surrounded my mind, but then, thinking better, it was very good for me’’
‘‘To me, that moment was unforgettable, even if it hurt me a lot to relive certain moments’’
‘‘Whichever letter you read, by anyone, tears came out of my eyes by themselves!
This was a fantastic emotion, but sad at the same time’’
‘‘When they read those letters about ‘the discovery of diabetes’, that was one of the
worst experiences in my life. . . maybe it taught me something’’

Embarrassment, shyness

Macro-category

Enjoyment and well-being
Writing liberates

Writing makes you relive
your pain
Hearing one’s own story
is a new experience
generating great emotion
Writing appears in its
ambivalence, as a process
that, through re-actualization
of suffering, may become care

Initially, the writing proposals
induce confusion, discomfort
and shyness in revealing to
others such intimate parts
of the self.
Autobiographical writing
clearly appears as an
ambivalent experience: on
one side, it makes the subject
relive pain and is a process of
suffering; on the other side,
it frees and generates happiness
and well-being. After some time,
the memories of the writing
experience remain strong and
positive, as if re-living suffering,
as well as the experience of
listening to one’s own and
to others’ stories, is a necessary
step to care.
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Table 7
Examples of semantic units and categories showing change in the perception of
one’s self or in the relationship with others.
Self-esteem and conﬁdence
‘‘Many things have changed with my parents, with friends. . . I feel
more self-conﬁdent’’
‘‘I am more convinced about my decisions’’
‘‘Before I was afraid of everything, but, after this nice experience, I cheered
up, and I feel changed’’
‘‘I feel changed inside; I am more willing to go on’’
Maturity
‘‘Everything had an important meaning, and it helped me to grow
and to understand’’
‘‘I feel more mature from all points of view’’
‘‘Certainly it was important for me. These are experiences that do not
happen everyday, and they help you to grow not only physically, but,
most of all, mentally’’
No more embarrassment or shame
‘‘I feel more extroverted’’
‘‘I can give much clearer replies to those who ask me what I am wearing
(the insulin pump)’’
‘‘Now I feel better when I am with others’’
‘‘Now I feel more secure and less concerned about the thoughts of others
seeing me self-inject insulin or taking some sugar sachets’’
‘‘Less shame in saying I have diabetes, when it’s needed’’

saturation of categories had been reached, in December 2006, we
mailed the same questionnaire to the participants in the 2006
camp; because no additional themes appeared, we considered the
sample size sufﬁcient.
Because the only contact information we had for participants
was their home addresses, we sent paper questionnaires by mail.
To encourage freedom of expression, we did not ask them to sign
questionnaires. To increase the response rate, we sent a reminder
to all participants 2 weeks after the ﬁrst mailing.

The elicited texts were subjected to content analysis, in analogy
with the data analysis of the ‘‘grounded theory’’ method [22], by
extracting semantic units from the writings through a process
called ‘‘conceptual labeling’’, and grouping them into various
categories by a process of understanding and interpretation. The
categorization and grouping were accomplished by one of us (NP),
for 2004 and 2005 under the regular supervision of her doctoral
tutor. The analysis was then systematically repeated by an
independent educator (GR) and, whenever a difference in labeling
or categorization arose, a confrontation of opinions was performed
by the two until they reached agreement. An example of the
conceptual labeling and categorization of answers is shown in
Table 6.
3. Results
The number (and percentage) of questionnaires received per
year is shown in Table 1. Overall, we sent out 94 questionnaires
and received back 50 (53.2%), with a substantially lower response
rate in 2004 than in 2005 and 2006.
Table 2 reports the scores given by adolescents to the different
writing experiences. Among the proposals repeated in all camps,
those which received the lowest scores (with a relatively large
variance) were the ones for the ﬁrst day. The most signiﬁcant
proposals remain those linked to the discovery of diabetes, which
were almost unanimously judged the most impressive (highest
scores and relatively small variance).
The analysis of texts generated 771 conceptual labels (12732
words), which were grouped into 61 categories (628 words) and 16
macro-categories (1406 words).
Table 6 reports, as an example, the analysis of the comments
about feelings and emotions linked to self-writing elicited by
question 3 (Table 5). The 74 conceptual labels (of which only 15
examples are shown) were grouped into six categories, which

Table 8
Examples of semantic units and categories showing change in the relationship with diabetes.
Accepting the illness
‘‘I went through a denial of the disease, but now that’s over’’
‘‘Thanks to the camp, coming in touch with people having my same problem, I managed to accept it, even if with difﬁculty, because now it’s part of my
life, it’s part of me’’
‘‘Now I am at peace with myself’’
‘‘I started to come to terms with it and to stop thinking, Why just me? Well, since it happened to me and to so many others, we must learn to accept it
and to live with it’’
‘‘I am even more convinced that we can live even better, just as those who don’t have it’’
‘‘My relationship with diabetes has changed; it is more peaceful now maybe also thanks to a natural evolution of the acceptance of the disease’’
‘‘I accept it more and don’t consider it an obstacle any more’’
A new perspective on the Illness
‘‘It makes you look at the world of illness in a different way’’
‘‘Before I felt it as an enemy and kept it at a distance pretending it didn’t exist because I didn’t want to accept it. That’s why I ate anything I wanted and ignored
the levels of glycerin’’
‘‘Before I felt a certain anger and negativity in facing up to it, this has now been removed’’
Responsible attitude
‘‘Now I try not to worry too much about it, to give it a certain importance, to take the best possible care and always to have regular checks because I really
care about my health’’
‘‘After the summer camp I am more careful and reasonable in what I do’’
‘‘I take care of my diabetes in a more aware and responsible way. Before the summer camp, I took care of myself because I HAD to; now I do it because
I want to be well and not suffer the consequences in the future’’
Becoming independent
‘‘Before I did what they told me; now I do what I need’’
‘‘At the summer camp, I improved particularly in my way of balancing the food with the insulin, regulating when I have to eat either more or less or in
a different way, trying to avoid hypo- and hyper-glycemia’’
‘‘I became more independent after the summer camp’’
‘‘Now I decide how much insulin to take, relative to the carbohydrates that I eat, without leaving this decision to my parents’’
The therapy
‘‘It helped me to understand and accept that the pump was not what I had thought: a heavy, invasive apparatus, but, in fact, a useful way of managing my
diabetes, and, for this reason, after 2 weeks, I decided to try this new system’’
‘‘Less than a month after the camp, I started to use the pump’’
‘‘I learned to adjust treatment mathematically, following also some formulas I have seen at the camp’’
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contributed to building a theory according to which self-writing
about diabetes appears to be an ambivalent experience, ranging
from only positive to only negative feelings for few adolescents,
while including a different mix of both components for the great
majority of them.
Self-writing was also described by 65 semantic units as a tool
facilitating: (1) self-reﬂection and introspection, (2) knowledge of
others, (3) new learning and self-awareness, (4) re-construction of
one’s own story, (5) response to a need, (6) relief, and (7) distancing
from sad feelings.
A relevant point emerging from the questionnaire is change,
which, for many participants, occurred in three directions.
(1) Change in the perception of one’s self: adolescents increased
their self-conﬁdence and trust in their potential. Based on 35
semantic units grouped into 4 categories (Table 7).
(2) Change in the relationship with others: they overcame
obstacles and shame to make their diabetes known to others.
Diabetes has become an issue of sharing and confrontation at
home and with friends. The fear of not being accepted is over.
Based on 32 semantic units, 2 categories (Table 7).
(3) Change in relationship with the disease: diabetes is better
accepted, has become ‘‘a piece of the self’’, its representations
and relative feelings are more positive, and its daily management has become a more independent and responsible
practice. Based on 137 semantic units, 7 categories, and 2
macro-categories (Table 8).
Written comments were also helpful in explaining some
‘‘strange’’ scores. For example, one participant scored 1 on the
activity with masks and wrote: ‘‘I did not make any mask because I
have worn a mask all life long, for years’’. Another explained that
he/she had scored 1 on all activities of the ﬁrst days because he/she
had forgotten them. Only one participant scored 1 on the sharing of
self-writings about the discovery of diabetes and suggested that
we not share those any more ‘‘because everyone has suffered that
day, more or less, and it is not a nice thing to do’’, and concluded:
‘‘As to the rest, compliments, you have been very good. Kisses’’.
4. Discussion and conclusion
4.1. Discussion
We introduced the narrative-autobiographical approach in
diabetes education, as a support and integration of biomedical
care, and we adopted a qualitative research paradigm to understand the meaning of our approach in the lived experience of
adolescents with diabetes. Consistent with this paradigm, the
results we have obtained are narrative, and they can tell us which
constructs of meaning recur and with which behaviors they may be
associated, but not with which frequency they appear, nor any
causal relationship.
Our choice is supported by a growing concern expressed in the
literature about the appropriateness of quantitative research alone
in understanding the perspectives of patients [23] and was
conﬁrmed by some inconsistency in the scores, ranging from 1
to 10 both by and between participants. This would have been
frustrating in a purely quantitative perspective, but was often well
explained by the accompanying open answers.
Typical of qualitative research is to remain ‘‘open’’. No
theoretical construct can ever be considered as ﬁnally shaped,
and the process of generating theories can never be considered as
ended.
The content analysis of texts has made us fragment the
participants’ replies in semantic micro-units, thus losing the vision
of each individual’s entirety in favor of a theoretical choral re-

61

construction of the group. This is an unavoidable limit of a method
aiming at ﬁnding common themes by a multiple-eye, crosssectional reading of texts. Therefore, it has been difﬁcult to relate
some effects to speciﬁc causes: namely, in general it is impossible
to assign the described changes speciﬁcally to the self-writing
activities. It seems more likely that the changes were due to the
integration of the narrative-autobiographical and the medical
approaches, resulting in a novel educational style, open to the
listening and respect of each individual and to the encouragement
of the possibilities of each life-history present at the camp.
One weakness of this study is the fact that almost half of the
questionnaires we sent out were not sent back. As the lowest
response rate was obtained from the 2004 group (20% vs 69%), we
think that the longer time gap (18 months vs 6 months) might have
led to lower adherence to the survey.
4.1.1. Comparison with other studies
To our knowledge, this is the ﬁrst study on the use of the
narrative-autobiographical approach, including expressive writing, with adolescents with type-1 diabetes.
The power of writing to reveal thoughts and feelings otherwise
difﬁcult to express orally has long been known. The possible
therapeutic effect of written emotional disclosure, ﬁrst described
more than 20 years ago [24], has been studied in adults with
several chronic diseases [25–34] and also in adolescents with
asthma [35], mostly with positive results, sometimes limited to
some aspects, either physical or psychological.
An important difference with our study is that, since the
beginning, written emotional disclosure consisted mainly in
writing about any emotionally signiﬁcant fact, and this has also
allowed a number of studies to be performed with healthy
individuals. In our opinion, focusing on a strong emotional aspect
of the current disease, like the day of its discovery, may have a more
relevant impact. While the liberating effect of general emotional
disclosure may be expected to be general, in our instance, it was
reasonable to anticipate an effect more directly linked to diabetes
and to the acceptance of its consequences in terms of life changes,
responsibility, self-management, etc. For many, this was indeed
the case, as shown in Table 8, without, through this, excluding the
biological effects of emotional discharge, still possible and
particularly relevant in case of diseases such as diabetes, for
which persistent stress may be a cause of imbalance.
As previously described both in adults [29] and in adolescents
[35], written emotional disclosure was associated with negative
feelings in some participants. In fact, the well-known liberating
power of re-living negative emotions is one of the reasons that
prompted us to adopt the autobiographical approach. Indeed, all
but one of the participants in the survey recalled a sense of wellbeing and of liberation, at different intervals after the camp.
In the only previous study using expressive writing with ill
adolescents [35], individual solitary disclosure at home was chosen
because writing in group settings ‘‘may have reduced effects due to
social distractions, whereas solitary disclosure may be more
powerful’’. Contrary to this assumption, we believe that, in our
study, writing in a group – which was always done in a focused
atmosphere – gave an added value to writing, because it offered the
opportunity to share each individual story with all.
4.1.2. Unanswered questions and future research
Despite the positive results observed, several questions remain
unanswered.
This qualitative study, by its nature, cannot answer questions
such as how many changes were induced by the autobiographical
approach, in which percentage of patients, or by which mechanisms. Further studies are needed to quantify effectiveness and to
establish causal relationships between different interventions and
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the resulting changes. To answer these and similar questions
without losing the richness of the qualitative approach, an
integrated quantitative–qualitative research is indicated [36].
The non-adherence to the study by almost half of the
participants raises the question whether negative feelings may
have been concealed, and, although this seems unlikely given the
freedom with which criticism has been expressed by some
participants, the clariﬁcation of this aspect would require further
research.
Although not examined in this study, many healthcare
professionals who attended the camps were enthusiastic about
the use of autobiography with adolescents, because, for the ﬁrst
time, they saw adolescents unveil their inmost feelings, opening up
within themselves and with the group, ﬁnding a new meaning for
their disease and their life; this experience represented an
important change also for their professional activity. The same
impression was given by the adolescents’ parents at two follow-up
meetings a few months after the camps, where several ‘‘spontaneous’’ positive behavioral changes were reported. Obviously,
these important aspects deserve more research.
4.2. Conclusion
Writing about one’s self and one’s own story appeared to be
feasible during a summer camp and was highly appreciated by
adolescents with diabetes, helping some of them to develop selfawareness, self-training and the continued discovery of innermost
feelings. For many, it represented a safety valve, an outlet for the
distress and sorrow accompanying the disease.
Sharing the individual writings within a group was, for the
adolescents, an important occasion of mutual comparison and
exchange, allowing some to overcome the feelings of loneliness
and separateness accompanying the disease.
Many of the resulting changes described by adolescents after
the camp reﬂect an increase in self-efﬁcacy, maturity, acceptance
of the disease and responsibility in self-management; all factors
contributing, by deﬁnition, to a better quality of life. This is a
therapeutic goal on its own, and, moreover, it has reportedly been
associated with healthier behaviors [16].
4.3. Practice implications
This project represents a concrete implementation of the biopsycho-social model of chronic care [37] and restores the
humanistic vocation of patient education, suggesting that the
complexity of chronic disease can be managed by integrating the
narrative and the biomedical views.
Attentive, empathic listening to patients’ stories is an
essential part of the current approach to patient-centered
chronic disease care, in particular to diabetes care [5–7,16]. The
use of self-writing makes patients’ self-expression an easily
reproducible and exportable method, and listening to peers’
stories in a group adds an important value to self-expression.
The ease with which adolescents, in the course of our camps,
poured, onto a white sheet of paper painful memories and sad
emotions that they would not reveal otherwise while under the
‘‘social control’’ of the group of peers, made us hope to have
found a key to adolescents’ (self)-care.
To start from life stories has allowed us to build a theory about
living with type-1 diabetes and may help clinicians and policymakers understand the lived problems and difﬁculties of adolescents with type-1 diabetes, which often have little to do with blood
glucose values, but nevertheless can strongly inﬂuence them.
The narrative-autobiographical approach appears to be a
proper way to patient-centered care. In fact, it puts the patient’s
self-writing at the center, and the writing becomes both the

transfer vehicle and the story container for the care relationship,
allowing healthcare professionals to approach the patients’
expression of painful feelings. However, for an effective practice,
the human and relational attitudes of healthcare professionals,
which have not been duly considered in education research [38],
should be integrated with speciﬁc educational skills on, e.g. the
choice of the writing path, the timing and method of its
implementation, the decision about the proper moment to deal
with traumatic events, the creation of decompression moments.
Applying this approach in diabetes camps with adolescents
appears particularly relevant, but there are possible indications for
broadening the interest of this study to the care of diabetes at large
and, more generally, to the care of other chronic diseases. Indeed,
the autobiographical approach can help any individual come to
terms with being ill and foster motivation to make changes.
Acknowledgments
We are grateful to the doctors, nurses, dieticians and other
healthcare professionals who helped us in organizing and running
the summer camps. We are also grateful to Raffaella Sommacal,
president, and Rita Forti, vice-president, ADIG-Lazio (Association
of parents of children with diabetes, Rome region), who have
contributed to the recruitment of adolescents and to the logistic
organization of the camps. We thank GED (Gruppo Educazione
Diabete), Sardinia, for their cooperation in organizing the camps.
Funding for the study has been provided by Com.E.T. (Committee
for Therapeutic Education), Rome, a non-proﬁt NGO. We thank
Robert Zimmerman for proofreading and linguistic advice. Preliminary data from 2004 and 2005 have been the object of the PhD
thesis of NP, at the University of Milano-Bicocca, Faculty of
Educational Science, May 2006, tutor Prof. Lucia Zannini.
Preliminary ﬁndings were presented at the Conference ‘‘Therapeutic Patient Education 2006’’, Florence, Italy, April 2006, and
have been published on the Journal of Diabetes Nursing, 2007, vol.
11, no 10.
References
[1] Brown SA. Studies of educational interventions and outcomes in diabetic
adults: a meta-analysis revisited. Patient Educ Couns 1990;16:189–215.
[2] Prochaska JO, Di Clemente CC. The trans-theoretical approach: crossing traditional boundaries of therapy. Homewood, IL: Dow Jones/Irwin; 1984.
[3] Bandura A. Social foundations of thought and action: a social cognitive theory.
Englewood Cliffs, NJ: Prentice-Hall; 1986.
[4] Miller WR, Rollnick S. Motivational interviewing: preparing people to change
addictive behavior. New York: Guilford Press; 1991.
[5] Gordon T, Edwards WS. Making the patient your partner: communication
skills for doctors and caregivers. Westport, Connecticut: Auburn House; 1997.
[6] Anderson R, Funnell M. The art of empowerment: Stories and strategies for
diabetes educators. ADA; 2000.
[7] Glasgow RE, Hiss RG, Anderson RM, Friedman NM, Hayward RA, Marrero DG,
Taylor CB, Vinicor F. Report of the health care delivery work group: behavioral
research related to the establishment of a chronic disease model for diabetes
care. Diabetes Care 2001;24:124–30.
[8] Mead N, Bower P. Patient-centredness: a conceptual framework and review of
the empirical literature. Soc Sci Med 2000;51:1087–110.
[9] Sawyer SM, Drew S, Yeo MS, Britto MT. Adolescents with a chronic condition:
challenges living, challenges treating. Lancet 2007;369:1481–9.
[10] Mortensen HB, Hougaard P. Comparison of metabolic control in a crosssectional study of 2,873 children with IDDM from 18 countries. Diabetes Care
1997;20:714–20.
[11] Hamilton J, Daneman D. Deteriorating diabetes control during adolescence:
physiological or psychosocial? J Pediatr Endocrinol Metab 2002;15:115–26.
[12] Brink SJ, Moltz K. The message of the DCCT for children and adolescents.
Diabetes Spectrum 1997;10:259–67.
[13] Murphy HR, Rayman G, Skinner TC. Psycho-educational interventions for
children and young people with Type 1 diabetes. Diabet Med 2006;23:935–43.
[14] Couch R, Jetha M, Dryden DM, Hooten N, Liang Y, Durec T, Sumamo E, Spooner
C, Milne A, O’Gorman K, Klassen TP. Diabetes education for children with type
1 diabetes mellitus and their families. Evid Rep Technol Assess 2008;166:1–
144.
[15] Nansel TR, Iannotti RJ, Simons-Morton BG, Cox C, Plotnick LP, Clark LM, Zeitzoff
L. Diabetes personal trainer outcomes: short-term and 1-year outcomes of a

N. Piana et al. / Patient Education and Counseling 80 (2010) 56–63

[16]
[17]
[18]
[19]
[20]
[21]
[22]
[23]
[24]
[25]
[26]

[27]

[28]

diabetes personal trainer intervention among youth with type 1 diabetes.
Diabetes Care 2007;30:2471–7.
Peyrot M, Rubin RR. Behavioral and psychosocial interventions in diabetes: a
conceptual review. Diabetes Care 2007;30:2433–40.
Lejeune P. Le pacte autobiographique. Paris: Seuil; 1975.
Greenhalgh T, Hurwitz B. Narrative based medicine: why study narrative? BMJ
1999;318:48–50.
Bruner J. Acts of meaning. Cambridge, MA: Harvard University Press; 1991.
Good BJ, Del Vecchio MJ. Medicine, rationality, and experience: An anthropological perspective. Cambridge: Cambridge University Press; 1994.
Charon R. Narrative medicine: a model for empathy, reﬂection, profession, and
trust. JAMA 2001;286:1897–902.
Strauss A, Corbin J. Basics of qualitative research: Grounded theory procedures
and techniques. Newbury Park, CA: Sage; 1990.
Anderson RM, Robins LS. How do we know? Reﬂections on qualitative research
in diabetes. Diabetes Care 1998;21:1387–8.
Pennebaker JW, Beall SK. Confronting a traumatic event: toward an understanding of inhibition and disease. J Abnormal Psychol 1986;95:274–81.
Frattaroli J. Experimental disclosure and its moderators: a meta-analysis.
Psychol Bull 2006;132:823–65.
Smyth JM, Stone AA, Hurewitz A, Kaell A. Effects of writing about stressful
experiences on symptom reduction in patients with asthma or rheumatoid
arthritis. JAMA 1999;281:1304–9.
Stanton AL, Danoff-Burg S, Sworowski LA, Collins CA, Branstetter AD, Rodriguez-Hanley A, Kirk SB, Austenfeld JL. Randomized, controlled trial of written
emotional expression and beneﬁt ﬁnding in breast cancer patients. J Clin
Oncology 2002;20:4160–8.
Morgan NP, Graves KD, Poggi EA, Bruce D, Cheson BD. Implementing an
expressive writing study in a cancer clinic. Oncologist 2008;13:196–204.

63

[29] Norman SA, Lumley MA, Dooley JA, Diamond MP. For whom does it work?
Moderators of the effects of written emotional disclosure in a randomized trial
among women with chronic pelvic pain. Psychosom Med 2004;66:174–83.
[30] Frisina PG, Borod JC, Lepore SJ. A meta-analysis of the effects of written
emotional disclosure on the health outcomes of clinical populations. J Nerv
Ment Dis 2004;192:629–34.
[31] Broderick JE, Junghaenel DU, Schwartz JE. Written emotional expression
produces health beneﬁts in ﬁbromyalgia patients. Psychosom Med 2005;
67:326–34.
[32] Kraft CA, Lumley MA, D’Souza PJ, Dooley JA. Emotional approach coping and
self-efﬁcacy moderate the effects of written emotional disclosure and relaxation training for people with migraine headaches. Br J Health Psychol
2008;13:67–71.
[33] D’Souza PJ, Lumley MA, Kraft CA, Dooley JA. Relaxation training and written
emotional disclosure for tension or migraine headaches: a randomized, controlled trial. Ann Behav Med 2008;36:21–32.
[34] O’Cleirigh C, Ironson G, Fletcher MA, Schneiderman N. Written emotional
disclosure and processing of trauma are associated with protected health
status and immunity in people living with HIV/AIDS. Br J Health Psychol
2008;13:81–4.
[35] Warner LJ, Lumley MA, Casey RJ, Pierantoni W, Salazar R, Zoratti EM, Enberg R,
Simon MR. Health effects of written emotional disclosure in adolescents with
asthma: a randomized, controlled trial. J Pediatr Psychol 2006;31:557–68.
[36] Holman HR. Qualitative inquiry in medical research. J Clin Epidemiol
1993;46:29–36.
[37] Engel GL. The need for a new medical model: a challenge for biomedicine.
Science 1977;196:129–36.
[38] Anderson R, Funnell M. The art and science of diabetes education: a culture out
of balance. Diabetes Educ 2008;34:109–17.

