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Empowerment-inspired patient
education in practice and theory

S Kliim Petersen®, J Tribler, S Molsted

Background

In trying to meet the challenges of
the diabetes pandemic, healthcare
systems face heavy burdens. The
traditional didactic education
offered to diabetes patients appears
not to be very successful, because
patients are often reluctant to take
advice given by healthcare profes-
sionals.! As a result, desired goals
for diabetes control are unmet, giv-
ing rise to serious medical compli-
cations later in life. The lack of suc-
cess naturally brings about frustra-
tion among health professionals
who, in turn, reflect on these old
practices and begin exploring new
avenues.

Facing these burdens, health care
systems worldwide have a strong
incentive and strong economic
rationale to establish more effective
forms of education. Furthermore, an
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The Hillerad Programme has held empowerment-inspired courses for type 2 diabetes
patients, in group settings, since 2003. The courses take patients through a 1-year
programme consisting of three modules (4 days, 2 days and 1 day). The programme
aims to help individuals to discover and develop an inborn capacity to monitor and
control type 2 diabetes, and to realise why lifestyle changes are necessary. This paper
describes the methods employed in the Hillered Programme.
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increasing number of individuals
with chronic disease have their
quality of life challenged in the
absence of effective education. A
new approach is necessary to moti-
vate diabetes patients to develop self-
monitoring, and self-management of
lifestyle changes.

This article describes the experi-
ences gained in an empowerment-
based type 2 diabetes group educa-
tion programme, developed at the
Diabetes School, Hillergd, Denmark.
Group-based education is a very effec-
tive way to improve the control of
blood glucose levels.?2 To date, how-
ever, few studies of empowerment
(using group-based education) have
been undertaken in type 2 diabetes
patients.>® The intervention taking
place in the Hillergd Programme dif-
fers from that offered by other
schools, not least with regard to the
longer amount of time spent with
patients on this programme.>® The
Hillergd Programme also differs from
other schools in terms of the compo-
sition of the diabetes team that deliv-
ers the education, which comprises a
dietitian, nurse, physiotherapist, and
general practitioner (GP).

To ensure that all aspects of the
programme are well integrated, the
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professional disciplines hold classes
together and are actively engaged
in each others’ teaching processes.
The diabetes team finds it very
important that, in order to develop
acting competence and bring about
lifestyle changes over the course of
the programme, the type 2 diabetes
patients become actively engaged
in the practical aspects of improv-
ing their daily life, such as cooking
healthy food, exercising with a
physiotherapist or measuring blood
glucose levels regularly. Such
engagement is a fundamental part
of the programme.

Who are we?

Our diabetes team takes the
patients through an integra-
ted, structured-group programme,
based on the empowerment
philosophy.” Each professional
team member has additional
educational qualifications, which
include diplomas and degrees
in health prevention and promo-
tion; some have studied at the
Danish Institution for Supervision
Employees Development, teaching
and consultation, which has a spe-
cific psychological patient-educator
approach.
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The team’s ‘working toolbox’
(Table 1) is actively employed in
interactions with type 2 diabetes
patients, whenever relevant situa-
tions occur during classes. This gives
a good flow between educators and
patients, helps patients to develop an
understanding of the emotional side
of living with diabetes, and moves
them towards acting competence.

As empowerment of type 2 dia-
betes patients is the programme’s
goal, team members receive contin-
uing education regarding empow-
erment theories (Table 1).
Awareness of this theoretical basis
has proven to be invaluable for
enabling team members to under-
stand the life situations that
patients face. The implementation
of empowerment theories through
the programme is described fur-
ther in this paper.

Empowerment is not a theory; it
is a philosophy
The empowerment process is
regarded as an individual’s discovery
(and development) of their inborn
capacity to control and take respon-
sibility for their lives.” Patients are
empowered when they have:
e “Enough knowledge to make
rational decisions”
¢ “Enough control”
¢ “Enough resources to imple-
ment their decisions”
¢ “Enough experience to evalu-
ate the effectiveness of their
decisions”.”

The role of patients

Since September 2003, over 1100
patients with type 2 diabetes have
attended l-year programmes at the
Diabetes School in Hillergd. These
empowerment-based education pro-
grammes comprise of day-time or
evening courses, held in group set-
tings that spouses may also attend.
Before each module begins, patients
complete questionnaires which
examine their knowledge of type 2
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diabetes and how they rate their
quality of life;® at the end of the
study, results are fed into a Health
Technology Assessment form, which
provides data for further research
purposes.

Recent blood-glucose, glycosy-
lated haemoglobin and lipid levels,
together with bodyweight and body
mass index, are obtained from each
patient’s GP. Comparing data from
different modules of the course
facilitates a measurement of the
programme’s effectiveness.

People with type 2 diabetes have
to make many choices every day,
several of which have significant
influence on blood glucose levels.
Such choices may be related to
food, physical exercise, or relations
with friends and family. In the
Hillergd Programme, it is funda-
mental that educators do not judge
how patients should relate to their
diabetes. It is, however, the educa-
tors’ job to impart patients with
knowledge about type 2 diabetes, so
that they develop an understanding
of their situation and therefore
make individualised, qualified deci-
sions regarding issues such as what
to eat and how to exercise.

The team focuses on the indi-
vidual. At the beginning of each
course, patients share the difficul-
ties and barriers they encounter in
daily lives, such as choices related
to food, medicine, physical activity
and relations with family, friends,
and colleagues. Emphasis is placed
on both theoretical understanding
(facts, behaviours), and on practi-
cal aspects, e.g. how to cook healthy
food, as well as the emotional side
of living with diabetes.

The self-management aspects are
based on patients taking responsibil-
ity for themselves by self-monitoring
blood glucose and acting on given
facts, but also developing an under-
standing of their own emotional
reactions to the process they
go through. Antonovsky’s theory of
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sense of coherence’ and his flood
metaphor can help explain to each
of the patients how they may learn to
live with type 2 diabetes. The theory
also helps to explain how each indi-
vidual is unique, and will have to find
his or her own way of living with type
2 diabetes: what works for one group
member may not work for another!
Using the ‘stages of change’ con-
cept!” helps patients to understand
how far they have come in changing
their lifestyle. This concept also
helps explain that it is common
for some people to fall out of a good
rhythm and then come back again,
with better knowledge of their own
behaviour and the process of change
that they have undergone.

The role of educators

Educators have to define their own
empowerment vision and their own
role as healthcare professionals. To
achieve this, and to help team mem-
bers reflect on their daily practice,
off-site supervision classes are held
to guide educators through some
of the more difficult situations that
they face with patients. In addition,
the team is supported by a psycholo-
gist, who assists the educators with
professional supervision and helps
the team to focus on the group
dynamics in the diabetes education
programme.

Unsurprisingly, this brings about
both professional and personal
development for the educators, but
it also reduces the temptation for
educators to solve the patients’ prob-
lems. The educators must be careful
listeners; they have to help patients
to make informed choices about
their selfmanagement. They must,
however, realise that they are not
responsible for patients’ lives. The
educators’ role is to give the patients
experience, motivation and suffi-
cient knowledge to allow them to
make their own decisions and
develop skills for self-care, which
they do by asking questions rather
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than giving answers. Their role is
also to help develop the patients’
capacity to feel socially and emotion-
ally supported, enabling them to
develop self-efficacy,!! to believe in
decisions about behavioural change,
and to reflect on their choices and
on the goals which they hope to
achieve.

Programme modules

Module 1 (4 days; 28 hours)
Emphasis is placed on facts about
type 2 diabetes, and understanding
behavioural aspects of living with the
condition. First, patients share their
diabetes history, the onset of their
disease, personal experiences with
difficulties and barriers to living with
diabetes. During this introduction,
patients tell the team what expecta-
tions they may have for the pro-
gramme, and life in general. They
talk about the areas where they need
more information, and look for
greater understanding and for
motivation to better manage how
they live with diabetes. In this way,
patients decide the contents of the
module and the diabetes team tries
to accommodate all expectations.
Certain elements of the module
are fixed, however, because some
theoretical knowledge, in line
with empowerment philosophy,’ is
required in order for patients to
choose how to change their attitudes
towards living with diabetes. Since
type 2 diabetes has few symptoms
and little pain for a long period,
it is also very important to work
with psychological aspects of the
process towards acceptance of this
condition.

In order for the patients to
develop acting competence, it is
as important for them to be moti-
vated and change their lifestyles as it
is to gain as much knowledge about
diabetes as possible, so that they
make qualified choices.

Learning to measure blood
glucose, and to understand the
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Antonovsky —“Sense of coherence™®

changes?”"

Anderson and Funnell - “Empowerment in diabetes education””
Bandura - “Self-efficacy, how firmly do you believe in your lifestyle

DiClemente and Prochaska - “Stages of changes” 10
Dalum and Sonne - “Motivating education, resistance, barriers”!2

Table 1. The diabetes team’s toolbox: studies of empowerment theory

symptoms of high or low blood
glucose, are important elements in
the programme. Also important is
the encouragement of diabetes
patients to relate to his or her
blood glucose level and to take
action with regard to physical exer-
cise, food and medicine.

Structured parts of the pro-
gramme begin with the nurse taking
patients through subjects such as
blood glucose metabolism, symp-
toms of high and low blood glucose
and the genetics of type 2 diabetes.
Late complications are addressed,
as is the risk of developing heart
failure due to the high lipid con-
centrations. Medications that lower
blood glucose and blood pressure
are also covered.

Healthy food preparation is
also part of the programme, and
patients are often enthusiastically
engaged at working in the kitchen
with a dietitian and nurse. Different
recipes are tested and tastes are
challenged. Patients often express
surprise that healthy food, with all
these vegetables, can be so tasty!
Here the patients are also able to
talk about the experiences that they
gain from the course, while cook-
ing the meals.

The dietitian also seeks to meet
the type 2 diabetes patients’ need
for knowledge about carbohydrates
and fibre, and how these influence
blood glucose levels. First, the
group discuss their experiences,
then the dietitian teaches about low
animal-fat meals, how to lose weight
and how to maintain healthy
weight. The group visits a nearby
shop to discuss food shopping,

learn how to read food labels, and
be guided in the process of choos-
ing food items.

Physical activities that are rele-
vant for this group, e.g. Nordic
walking (brisk walking with sticks),
are tried out. Patients measure
their blood glucose levels before
and after physical activity, to help
illustrate the positive effect of activ-
ity and ideally to build their motiva-
tion to be more active. Back pain
(and other joint pain), which are
frequently reported by patients,
often act as barriers to become
more physically active. The after-
exercise blood glucose measure-
ment, however, presents a good
basis on which to discuss how to
overcome such barriers.!?

Part of this module also aims to
empower patients for their GP
consultations, so that they feel they
are allowed to address any prob-
lems. The importance of coming
to the clinic every 3 months is
discussed, on the basis that this
will enable timely adjustment of
medicine doses and will allow
early detection of possible late
complications.

At the end of this module, each
patient sets goals and defines
what lifestyle improvements he
or she wants to undertake, until
the group meets again. The edu-
cators support the patients to
develop strategies in order to
meet their goals. The team finds
that Bandura’s theory!! about self-
efficacy is useful, helping type 2
diabetes patients to realise how
determined they are with regard to
each goal for lifestyle change and,
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on a scale from 1 to 10, how firmly Patient discussions cover how emotions about living with a

they believe in each

change.

specific

Module 2 (2 days; 14 hours)

The patients return 3 months later
for the second module, which
focuses on the individual’s need for
finding motivation and overcoming
barriers; this module also provides
further theoretical education. As in
Module 1, the patients decide how
the 2 days should be formed. If the
team senses that a group of patients
have specific difficulties with chang-
ing their approach towards lifestyle
changes, they are asked to reflect on
the problems in small groups. This
setting is particularly conducive for
discussions about the benefits of a
changed lifestyle. Here the patients
discuss what the advantages of
changing lifestyle may be, com-
pared with keeping the lifestyle they
have, which often causes them to
see their diabetes differently.
Spouses work in another group,
which gives them the opportunity to
share their concerns regarding
their husband’s or wife’s attitude
towards his/her disease.

The team emphasises the impor-
tance of each patient’s goals. Each
patient shares how well he or she
has managed to purse the goals
of Module 1. What worked? What
didn’t? The Stages of Changes con-
cept!! is used to illustrate that chang-
ing lifestyle is not a linear process. It
is not unusual for habits to improve
for a little while, then the patient
falls back into his previous habits.
The patient gets to express at what
stage of change!! he finds himself,
and how the experience gained over
the previous 3 months will help
him reach the next stage. Patients
are asked to focus on what they
would like to be able to do in
another 10-15 years and define what
is worth living for, using the images
of these inspirations to help them
stay on track.
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complicated it can be for them to
handle work, family, medicine, phys-
ical activity and diet. With regard to
the latter, it is not least the fact that
it can be difficult to be socially
accepted when in some situations it
is necessary to say ‘no’ to food
offered. These are stressful choices
that patients have to make every day.

Module 2 also discusses how to
travel with diabetes, focusing on
handling medicine, accessibility of
healthy food and staying physically
active during a trip. The GP is
involved in this discussion.

Healthy food preparation is also
covered, and if the patients wish to
continue enjoying their favourite
dishes we help them to exchange
unhealthy items in the recipes, so
that they develop their acting com-
petence in a way that gives them
courage to change lifestyle.

Finally, again, patients set goals
for their lifestyle changes, paying
particular regard to building moti-
vation to maintaining the changes
brought about following Module 1.

Module 3 (1 day; 6 hours)
The final module takes place 9
months after Module 2 (12 months
after Module 1) and is a follow-up
on managed lifestyle changes.

Each patient shares how he or
she has managed to remain moti-
vated regarding their lifestyle
changes, and expresses goals and
hopes for the future. In this session,
patients have the opportunity to
seek personal guidance to help
build motivation and resources for
a life with type 2 diabetes.

Again, healthy food is pre-
pared, but this time for a feast.

The patients and educators par-
ticipate in a 1-3 km walk, and at the
end of the module, the patients
play a specially designed game that
refreshes their knowledge about
type 2 diabetes. This gives patients
the possibility to express all their

chronic disease.

Over the course of the pro-
gramme, patients’ relationship
building is observed: for instance,
some may decide to meet for Nordic
walking. Patients are encouraged to
contact their local type 2 diabetes
organisations and visit websites
operated by the National Diabetes
Foundation.

Experiences gained from the 5
years of study

Quantitative data obtained via the
Health Technology Assessment form®
will not be published before the end
of 2008. However, anecdotal observa-
tions made by the diabetes team sug-
gest that patients develop an under-
standing of their situation and build
practical knowledge. Patients appear
to share responsibility with their
group, which helps them to accept
the many psychosocial issues that
are related to living with diabetes.
Relationships within the group
help maintain motivation, caring
and focus.

Whereas discussions regarding
the need for lifestyle changes are
an important part of this interven-
tion, experiences in the Hillergd
Programme show that it is also very
important to address the emotional
side of living with a chronic disease,
such as sorrow, anger and the need
for acceptance that this disease is
chronic and will never disappear.
These can be frightening to discover.

Discussion

The Hillergd Programme is
designed to help patients to
develop their inherent capacity to
manage living with diabetes,
thereby causing their diabetes to
become self-managed. The struc-
ture and content of the l-year pro-
gramme, as well as the diabetes
team’s close involvement, appear to
help type 2 diabetes patients to
achieve their goals.
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At the end of the programme,
patients often ask for further con-
tact and follow-up, suggesting that
they would like to come back, to
refresh their motivation and dia-
betes knowledge. Patients say that
they enjoy meeting other group
members, as it gives them the
opportunity to talk freely about
their diabetes in a manner comfort-
able for them. This contrasts with
the situation at home or at work,
where they feel they need to
restrain themselves.

Future

With the considerable experience
that we have gained, it is time to
consider programme modifications
and improvements. The current
team wishes to expand the pro-
gramme with open-house events,
where former participants are
invited. Recently, a pilot study
focusing on a particular ethnic
Turkish minority has taken place,
and we expect to increase this into
other ethnic groups.

Similarly, a group of ethnic
Danes (non-attenders) has been
identified, who do not respond to
invitations to attend the Hillergd
programme. This group is gener-
ally comprised of younger people
with poorer health than the refer-
ence group attending the pro-
gramme. A pilot study involving a
group of non-attenders was under-
taken in spring 2008, primarily to
understand why these people

do not respond to invitations to
participate. While it is premature to
report on this study, interviews with
the non-attenders give some clues.
Specifically, one lady said that she
was very engaged in the life of her
children and grandchildren, whose
social circumstances were such that
her support to them was vital. All
this took time away from her, so she
felt she did not have time to focus
on her own health (Sanne Kliim
Petersen, unpublished data).

It is conceivable that healthcare
professionals working in other
chronic disease areas have similar
issues with non-attenders. It is, how-
ever, striking that searches of all
major databases did not identify a
single study which looked into the
issues facing non-attenders. Such a
finding is somewhat surprising,
since this group will develop into a
heavy financial burden for the soci-
eties concerned.
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