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Abstract:

The purpose of this study is: 1) to overview the knowledge from the literature about adolescents and their diabetes man-
agement; 2) to review the knowledge from the literature in adolescents' developmental perspective and their diabetes man-
agement; 3) to discuss nursing care and interventions for adolescents with diabetes and their family.

The 63 articles provide the following conclusions: 1) Adolescents are at risk for poor illness management; however, there
is a limitation to the conclusion that the stage of adolescence is a risk factor. There is a need for longitudinal research to
investigate illness management and its relations to adolescence' developmental perspectives. 2) Nurses need to assess
adolescents and their families to balance between "dependence” and "independence™ based on adolescents' readiness for
illness management. 3) It is important for nurses to assess adolescents' diabetes management systematically, not only
with metabolic control. Nurses need to help adolescents and family work together as well as include them in the decision-
making process. Peer support groups and psycho-educational interventions are helpful to improve psychological adjust-

ment to diabetes and metabolic control.
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INTRODUCTION

Insulin Dependent Diabetes Mellitus (IDDM) is one of
the common endocrine childhood chronic illnesses.
Though it affects one of every 1000 children under 18
years old in the U.S., IDDM has no cure. Compared to
children in the U.S., Japanese children have a lower risk
of developing IDDM: one to two children out of
100,000. However, we should not underestimate the im-
pact of diabetes. According to a report from the Japan
Diabetes Society (2001), the prevalence has been in-
creasing from 1.53/105 to 2.0-2.8/105 in the last two dec-
ades. In addition, children with Non-Insulin Dependent
Diabetes Mellitus (NIDDM), which is typically preva-
lent in the obese and in those over age 40, have in-
creased from 2/10° to 4-6/105 due to dietary
modification to a Western style diet.

Children with diabetes and their family must adjust

their life to the illness. Diabetes management requires

complicated day-to-day regimen, such as insulin injec-
tions, monitoring of blood glucose levels, management
of hyperglycemia and hypoglycemia, and careful regula-
tion of diet and exercise. It is imperative for children to
actively cooperate and carry out day-to-day manage-
ment to avoid long-term complications.

Previous literature identifies adolescents as "at risk" for
psychosocial adjustment problems and poor diabetes
management {Amer, 1999a; Grey, Cameron, & Thurber,
1991, 1997; Williams, 1999). The series of psychologi-
cal, social, and physical changes during adolescence con-
tribute to poor diabetes management. For example,
adolescents seek more autonomy or may experience re-
bellious feeling, spend more time with peers than fam-
ily, and undergo hormonal changes of secondary sex
development. Adolescents struggle to balance between
their developmental demands and diabetic management
demands.

It is important for nurses to recognize factors that pre-
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dict adolescents' poor diabetic management, which have
a reciprocal relationship with their psychological adjust-
ment. In addition, Wysocki and colleagues found that
problems adjusting to diabetes in early adolescence tend
to persist into young adulthood (1992). Thus, there is a
need to identify adolescent individuals who are at risk, It
is critical to intervene to prevent further maladjustment
problems and complications as scen as possible. Moreo-
ver, rescarch on the impact of diabetes on children and
adolescents is prolific in the U.S. and Western countries,
while little research is reported in Japanese articles. It
would be beneficial to review the recent literature in
Western countries and use the knowledge as a guide for
providing better nursing care for Japanese adolescents.

The purpose of this study is: 1) to overview the knowl-
edge from the literature about adolescents and their dia-
betes management; 2) to review the knowledge from the
literature in adolescents' developmental perspective and
their diabetes management; 3) to discuss nursing care
and interventions for adolescents with diabetes and their

family.

METHOD

To review the articles, T have used computerized data-
bases, CINAHAL, MEDLINE, and PsychInfo with the
following key words: child, adolescent, diabetes, illness
management, adherence, compliance, and self-care. The
search is limited to English-language, from 1990 until
present. A total of 92 articles were found, and after care-
ful review, 63 articles were included. In this present
study, the term "illness management" includes both com-

pliance and adherence.

OVERVIEW OF THE LITERATURE

Over the last two decades, research has paid consider-
able attention to the risk factors predicting poor iliness
management, since poor diabetic management, often
measured by blood glycemic fevels (HbAIc), leads to se-
rious complications. Previous investigators have used
different terms, such as "compliance” and "adherence,"
similar in meaning (Amer, 1999b), There are many stud-
ies to investigate diabetes adherence to/ compliance with
diabetic management. Diabetes management/ adherence
is examined with various psychosocial parameters; for

example, adjustment and ego-defense level (Jacobson et

al., 1990), self-efficacy (Littlefield et al., 1992; Ott, et
al., 2000, self-esteem, anxiety, depression and psycho-
pathology (Kovocs, et al., 1990; Kuttner et al., 1990),
family response (Faulkner, 1996}, social support {(Bur-
roughs, Harris, Pontious, & Santiago, 1997), and coping
strategics (Boland, & Grey 1996; Grey, Cameron, &
Thurber, 1991; Nakamura & Kanematsu, 1994).
Research shows that no clear single factor consistently
predicts poor illness management. The various parame-
ters interplay with attributes of the child, family, illness,
and environmental factors. Those factors influence ado-
lescents as risk factors and also resistance factors which
mediate or buffer risk factors. The interaction is com-
plex and has a non-linear and multi-dimensional relation-
ship {(Amer, 1999a ; Wallander & Varmi,1992).

Studies confirm that children with diabetes are vulner-
able to develop psychological adjustment problems and
psychopathology, such as depression and eating disor-
ders for adolescent girls {(Blanz, et al., 1993; Grey et al,,
1995; Golden 1999). In addition, a recent review found
that some combination of the following factors make
adolescents vulnerable and place them at greater risk for
poor diabetes management: female gender, high stress
level, poor self-perception, poor coping, and stressed
mother {Amer, 1999a).

On the other hand, scant research examined illness man-
agement from developmental perspectives, especially
for children and adolescents. {Dunbar-Jacob,et al.,
2000). Methodological difficulties may explain the lack
of research from developmental perspectives. Most re-
search uses cross-sectional design. Amer (1999a)
peinted out, for example, a longitudinal study would be
necessary to competently establish the notion that the in-
creasing age from childhood to adolescence deteriorates

metaboelic control.

DEVELOPMENTAL PERSPECTIVES

As children reach adolescence, they develop formal op-
erational thought; they become capable of comprehend-
ing abstractions and hypothesizing unobservable

constructs. This cognitive development allows adoles-
cents to plan ahead and to grasp the complex tasks in
diabetes management (Hanson, 1990). Also, adolescents
are establishing autonomy. Parents and health care pro-
viders expect adolescents to be more independent in self-

care and manage the illness competently. In addition,




parents begin to yield diabetes management responsibil-
ity to adolescents.

According to the rescarch that investigated developmen-
tal changes in diabetic self-care, children and adoles-
cents by age 12 are capable of playing a significant role
in their diabetes management vsing the 38 skills recom-
mended by the American Diabetes Association (ADA).
(Wysocki, Meihold, Cox, & Clarke,1990). In the same
research, investigators show physicians, nurses, and
other health care providers estimating that, by age 14,
50% of adolescents master all of the 38 skills.
Adolescents' performance of self-care diabetes manage-
ment is not always sufficient. Several investigators have
speculated that inappropriate expectation for self-care re-
sponsibility may cause poor metabolic control. Saucier
and Clark (1993) found that chitdren aged 10-14 who
participated actively in selfecare management have
poorer metabolic control than same-age children who
are less active in diabetes selfecare. Consistently, Wy-
socki and colleagues (1996) found that adolescents who
engaged in excessive self-care autonomy demonstrated
poor adherence, diabetes knowledge, and glycemic con-
trol.

In fact, a study reported that adolescents’ often misman-
age diabetes {Weissberg-Benchell et al.1995). Food-re-
fated mismanagement, such as eating an inappropriate
diet, is common within the 10 days before a clinic visit.
The main concern is the relatively high prevalence of
adolescents' missing a blood test and falsifying results
(29%) because the actual results were too high, and miss-
ing an insulin injection (25%). This study also revealed
that there were significant differences between adoles-
cents' admitted mismanagement practice report and par-
ents' expectation of adolescents' mismanagement. The
result indicated parents underestimate the frequency of
mismanagement behavior.

As teasons for mismanagement, first, the most frequent
is "forgetting," since immediate reward from playing
with peers and their acceptance may overweigh reward
for diabetes management (Cerreto & Travis, [984). Sec-
ond, Giordano et al. (1992) and Dickinson (1999) ex-
plain early adolescents’ preoccupation with the present.
Young adolescents may understand that how they man-
age diabetes at present will influence their future health
condition; however, their focus is fully in the present.
The lack of future concern make engaging in diabetes

management less of a priority, Third, fantasies, from a
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false sense of security, may alse influence adolescents’
management (Harter 1990). Giordano et al. (1992}
stated that adolescents try to believe miracles; for exam-
ple, by following religion and ignoring their medical
regimen in order to test their fantasies and beliefs. Hav-
ing fantasies and believing miracles may be their coping
strategies to handle their emotional disturbance,

During the process of diabetes-management responsibil-
ity transferring from parents to adolescents, previous lit-
crature widely suggested gradual transfer with parents'
supervision is necessary; thus, family involvement be-
comes less directive, more indirect, cooperative, and
emotionally supportive (La Greea,1998). Considering
that during adolescence metabolic control deteriorates,
nurses need to take a closer look and re-examine the
transferring process to guide adolescents and family, Fol-
lansbee (1989) recommends assessing adolescents' self-
care readiness based on each adolescents’ need in a
multi-dimension, such as knowledge, cognitive complex-
ity, performance, locus of control, and family environ-
ment. Parents' active involvement as a supervisor is
required; however, research shows parents' overly rigid
or perfectionist pattern for diabetes management is harm-
ful for the management. The author suggested that the
adolescent and family work as a team during this trans-
ferring process. Nurses need to be concerned with how
to best keep the Tamily supporting adolescents' diabetes
management.

Lastly, contrast and ambivalence characterize the ado-
Iescent period (Cerreto & Travis, 1984). Adolescents de-
scribe the benefit of diabetes management as freedom;
at the same time, it becomes a barrier, a burden of re-
sponsibility (Hanna & Guthrie, 2000). Even adolescents
who seem to experience no problem with diabetes man-
agement may not always be competent. Adolescents
wax and wane in being independent. They learn from
the process of their trials and errors to be competent for
diabetes management. Thus, it is important for nurses to
help adolescents and also families to guide by achieving
a balance between the adolescents' perception of free-
dom and the burden of responsibility, and to reinforce
the positive aspects of their benefit and by helping them
to ameliorate the negative aspects of illness management
(Hanna & Guthrie, 2000a, 2000b).

NURSING IMPLICATIONS
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Previous studies have showed there are many factors
inter-related to adolescents’ diabetes management. How-
ever, in the clinical setting, nurses may tend to overlook
those factors and focus only on the data of metabolic
control. Dickinson (2000} points out clinicians under the
medical model tend to emphasize index of "numbers.”
Nurses often look at the data of blood glucose levels
only and judge adolescents as compliant or non-compli-
ant, or label them as "Good contrel" or "Bad control.”
The author reminds us to see each adolescent as a
unique individual, and as a whole person.

In addition, nurses and other health care providers be-
lieve that good adherence to the medical regimen leads
to good metabolic control; however, it is not true. Re-
cent studies showed that metabolic control is not a valid
measure of adherence since adherence and metabolic
conirol are not directly correlated (Bond et al., 1992; Du
Pasquier-Fediaevsky, 1999), Nurses should assess ado-
lescents' diabetes management systematically, not only
with metabolic control. Thus, it is important to compre-
hensively assess adolescents' iliness management using
psychological aspects as well as physiological data sets.
Nurses need to listen 1o adolescents' story and to under-
stand their experience of living with diabetes.

Nurses also should provide management options and in-
clude adolescents and familics in the decision-making
process for their diabetes management. In the former re-
search, compliance and adherence were used inter-
changeably. Recent researchers from the clinical view
have defined carefully the difference between the terms
"compliance” and "adherence" from the point of who
makes decisions about treatment. Adolescents and their
family have the right to make decisions about their own
care; this view is called "adherence.” They do not just
follow or obey the medical advice from health care pro-
viders who are authority figures; to do so is "compli-
ance” (Drickinson, 1999; Tim & Lowes, 1999). Those
studies state that nurse should use "adherence" rather
than "compliance". This is an acknowledgement that
adolescents and their family are active, knowledgeable,
and independent participants in their own care.
Furthermore, nurses need to provide circumstances
where adolescents can freely discuss their concerns and
wortries as well as give encouragement and reward for
their good performance. Daneman {1991) wrote that ado-
lescents' mismanagement, such as falsifying blood test

results and cheating, may be coping strategies to please

or to avoid being badgered by parents or health care pro-
viders who are authority figures. Negative comments
and criticism hinders adolescents’ psychosocial factors,
such as self-efficacy, self~esteem, and motivation (Little-
field, et al., 1992). Christian et al., (1999) suggested that
adolescents need several learning experiences to build
confidence in becoming more independent from parents;
they are "o gain on going factual knowledge, to be al-
lowed to make choices, to have opportunities to validate
choices, to practice complex decision making, and to
spend periods of time away from their family to practice
new skills."(p.259).

Grey et al. (2000) reviewed interventions for adoles-
cents and reported what kinds of interventions are effec-
tive. This study found that traditional educational
interventions help adolescents to increase knowledge
about diabetes, but are not effective in improving their
metabolic control. On the other hand, psychosocial inter-
ventions, time-limited, structured psychoeducational in-
terventions and peer support groups are efficient to
improve adolescents' psychosocial adjustment as well as
their metabolic control. These psychoeducational inter-
ventions include social skiil training and problem solv-
ing using actual diabetes scenarios. Family
interventions, such as parental skills and conflict resolu-
tion are also effective to reduce the parent-child conflict

about their illness management.

CONCLUSION

This study suggests that there are considerable factors
contributing te poor adolescents' illness management.
Resecarch identified adelescence is the stage of risk for
poor metabolic control and adherence/ compliance.
However, the cross-sectional design of those studies has
limitation in confirming the results. Thus, there is a need
to investigate longitudinally adolescents’ metabolic con-
trols and predictors of adherence/ compliance from de-
velopmental perspectives. Secondly, it is important for
nurses to assess adolescents comprehensively and indi-
vidually with developmental perspectives, It is critical to
help adolescents and farilies work together, especially
illness management responsibility shifts from parents to
adolescents. Nurses need to carefully assess adolescents’
cognitive and emotional readiness for taking illness man-
agement responsibility. Also, nurses should assess fam-

ily involvement and guide how family can best support




the adolescents. Third, nurses and other health care pro-
viders should include adolescents and their family in
their treatment decision-making process. Recent study
showed that including adolescents in peer support group
or psychoeducational interventions is efficient to im-
prove their adherence / compliance as well as metabolic

control.
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