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informal care, patient expectations,

patient views, patient-centred care, Results Patients expect their health-care professionals to be under-

qualitative design standing, to treat them with kindness and respect, to have good

communication skills, to provide information in a non-authoritarian
manner while fully acknowledging patients’ know-how. Regarding
the health-care system, their expectations focus on the system’s
ability to respond when required to do so, through a relevant
professional, along with readily available equipment for treatment.
The expectations of people affected by DM1 focus on leading a
normal life and not having their educational, labour, social and
family opportunities limited by the disease. Expectations in people
with DM2 tend towards avoiding what they know has happened to
other patients.

Conclusions ‘Facilitating’, is a key word. Both the health-care
system and its professionals must pay keener attention to the
emotional aspects of the disease and its process, adopting a
comprehensive approach to care. It is vital that health-care
professionals take an active interest in the course of their patient’s
disease, promoting accessibility and an atmosphere of trust and
flexibility.
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Introduction

Diabetic patients in Andalusia are treated at
Primary Care Health Centres by professional
doctors and nurses. These health-care centres do
the follow-up of the process and provide medi-
cine and equipment required for the treatment.
There is also a consultation scheme with differ-
ent specialists, usually working in different spe-
cialized hospitals or clinics. The Andalusian
Public Health System covers all the expenses for
health-care: retired people have their whole
medicine bill paid, and the rest of the population
has 60% paid for them. Since 2002, this disease
has been tackled through a comprehensive
management-process model in the whole region.
In Andalusia, the prevalence of this disease is
around 6-9% of the total population, of which
80-90% is in treatment.’

In many cases, diabetic patients’ care pro-
grammes have only focused on treating the
physiological aspects of the disease, relegating to
a secondary place; or not considering as a clin-
ical entity at all, the psycho-social and emotional
aspects suffered by diabetic patients®*.

At present, this trend is gradually changing
because of health-care service models which are
becoming more patient-centred (patient-centred
care)® " allowing care and services to be geared to
patients’ needs and expectations. A number of
reasons underpin this change: ethical issues, the
widely held view that health-care users are clients,
attempts to make services more democratic and
the influence of the Total Quality’ paradigm in
management of care services. Patients’ contribu-
tion to their own health process is essential; in
fact, in overall terms, health-care professionals
only account for 12% of the total time devoted to
health-care each year in Spain; the remaining
88% is time devoted by relatives and care-givers,
and time spent on self-care.® On the other hand, a
number of reports point to a correlation between
unmet expectations and diminished patient sat-
isfaction, which leads to lower degrees of treat-
ment compliance and hence to worse health
outcomes, and poor quality of care.”

Patients verbalize their expectations on the
basis of their beliefs and views on what the
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health services should involve, in the hope that
they will be provided with the health-care they
need.®

The goal of this study was to pinpoint,
understand and describe the normative expec-
tations held by type 1 and 2 diabetes mellitus
(DM 1 & 2) patients and their relatives. Con-
sistent with the definition adopted by Thompson
and Suifiol,'” we consider normative expectations
as those that express beliefs about what health-
care should entail, and the bare minimum that
patients believe they should expect from the
health-care system and its professionals.

Participants and methods

Design

Qualitative and based on focus groups. This
methodology allows a deep understanding of
interviewees” opinions and priorities'""'* to be
ascertained. Focus groups allow individuals with
a broad range of stances and experiences to
come together as a group, thereby fostering
dialogue and group dynamics which encourage
participation and a free voicing of views. The
study was keen to analyse how group discourse
and a collective vision are constructed, together
with context.'>!* All groups were chaired by the
same person, an independent researcher not
belonging to the health-care system, with
research experience in the field of health-care
and who is acquainted with the use of this sort of
techniques. These skills and experience are
crucial in qualitative research.'”

Four focus groups were formed in two dif-
ferent areas of Andalusia, namely the cities of
Granada and Seville. A guide including topics
and questions (Table 1) was produced for group
steering. To do so, a group of experts was
summoned (people in charge of the DM care-
giving process in Andalusia, nursing staff,
patients and relatives), which proposed subject
areas to be later included in the script. From this
starting point, the research team drafted a series
of questions according to the comprehension
and neutrality criteria of the interviewer, which
were previously tested. Sessions were recorded
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Table 1 Interview script

Please summarize how your health-care process has proceeded from the onset of initial symptoms to date — which
health-care professional you visited first, consultations since then, referrals to other services, where has follow-up been
conducted and how frequent are your appointments. When you were diagnosed, how did you feel about the news? How do

you cope with your disease and treatment?

Which parts of your treatment are you more at ease with and which cause more hassle?

In what ways did your life change before and after diagnosis?

How were you told about your condition? What information were you given at the time?
What background information have you been given? Do you really understand what’s going on?
Have you got any questions? What would you like to know and do not? What do you do when in doubt? Who do you resort

to? How are your concerns addressed?
How have you been treated?
Do you feel that health-care professionals are sympathetic?

Have you felt supported by health-care professionals? Have you received psychological support at any time? Have you ever

needed it?

What would you change in the health-care assistance provided? What would you rather keep?
How would you define your relationship with health-care professionals? What sort of relationship would you prefer?

and transcribed verbatim. The sessions were
conducted in a pleasant atmosphere and were
not hindered by the disparate backgrounds of
those recruited to take part.

Sample and participants

A prior definition of the most typical profiles of
subjects with DM1 & 2'*'® was carried out,
designed from the bibliography on the subject
and the contribution of clinical experts. Using
these profiles, the patients were selected through
a two-stage theoretical sampling (systematic non-
probabilistic sampling)."”

1. Selection of health centres, guaranteeing that
in the study people receiving care in different
health centres, from different city areas
and different areas from the two provinces
(Granada and Seville) will participate.

2. Selection of participants. In each of the
selected health centres, we were assisted by
the nursing staff which provided a list of all
the patients that complied with the defined
profiles. Using this list, the participants were
selected randomly. The components of this
sample are given in Table 2.

A study such as this does not seek statistical
representation, but rather as a ‘representation’ of
the array of possible discourses in the population
under study.'! In all cases, participants were

receiving care delivered by the Andalusian Public
Health-care System: they periodically visited their
health centres, their specialists at the designated
hospitals, occasionally the emergency services,
and in some cases, had visited a private specialist.
The aim of this study was also to achieve intra-
group heterogeneity. All the participants were
briefed on the aim of the meetings, asked for their
consent and were guaranteed full confidentiality.

Data analysis

Data analysis was conducted using the Nudist
VIVO program. The perspective of the analysis
was developed in three stages: descriptive, ana-
Iytical (identifying the expectations and basic
relationships) and interpretative (seeing the
explanation and comprehension of the compiled
information).'® First, a tree of codes was pro-
duced from the different dimensions reflected in
the interview script and the data were compiled
from the groups (Table 3). transcripts were read,
assigning the codes to each text. The outcomes
were described for each of the categories of
analysis, trying to identify shared opinions and
experiences, as well as particular ones. Finally,
the results were explained in relation to the
studied profiles (type of diabetes, age group,
gender, length of time with the disease, attitude
and clinical condition).
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in the groups. Mothers acknowledge that their
life has changed in order to take care of their
children and control their disease. This is man-
ifested by all women independently of their
occupation, more frequently than their partners.
They live with the constant worry that their
young ones may not be properly controlled, with
the fear that their blood sugar levels may be
unbalanced, the fear of the unforeseen and the
hope that once they grow up they will become
more responsible for their condition and that a
scientific discovery may improve their quality of
life. Parents live in anguish of the fact that the
disease would hinder the life expectations (at
educational, social, emotional level, as well as
quality of life) of their children:

“Sleepless nights, with controls at 12, at 6...
There’s no respite, no weekends or holidays...”
(Mother, DM1)

When diabetes arises during teenage years,
attitudes range from total responsibility to total
denial of the problem. Some of the young people
interviewed talk about their condition with a
mixture of contempt, self-importance and defi-
ance. They want to show that although the disease
did raise anxiety about their future, they have
learnt to live with it and are no longer concerned.
They claim to know enough about their condition
to take care of themselves and emphasize that
their relation with health-care centres is indirect in
nature — through their mothers who act as ‘inter-
mediaries and messengers’. Regarding treatment,
they understand clearly that treatment has to
adapt to their lifestyle and not the other way
around, and amidst the process to gain some sort
of ‘normality’, in general, they do not feel sup-
ported by health-care professionals:

“What doctors study in theory is very different to
what happens in real life...One day you can’t keep
to your time-table, because you're eating out; you
know you’ll never become the best athlete in his-
tory; you know very well that if you go out club-
bing one night, you won’t be getting up early in the
morning... (Teenager with DM1)

Elderly people with DM?2 face diabetes in a
very different way. The majority express a crip-
pling fear in terms of the possible consequences
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of the disease, in most cases because they have
seen its effects in close friends, relatives who died
young, suffered amputation of the limbs, or
are visually impaired or blind as a result of
diabetes...

“My mother had her two legs amputated, so I
don’t need anyone to tell me that I'm going to die —
I know”. (Male, DM?2)

On the other hand, they experience treatment
demands as a form of ‘slavery’ which governs
their daily routine, jeopardizing their lives and
relationships:

“The disease doesn’t hurt; it simply turns you into
a walking clock”. (Female, DM?2)

The emotional experience of the disease as
well as the needs it triggers both exert a pro-
found influence on the expectations that emerge
with regard to the health-care system and its
professionals.

Expectations regarding health-care professionals

Understanding: “I want them to be understanding
and sympathetic”

In every group, the participants manifested the
need that the health professionals treating them
show a genuine interest in their lives and how they
experience the disease, and not that they centre
solely on the figures emerging from diagnostic
tests. They need them to be capable of customiz-
ing their recommendations and advice to each
particular case. They think that the health-care
staff should be able to ‘put themselves in their
place’ and understand the patients’ personal
circumstances. These opinions are more critical
among the youngsters and mothers of children
with DM 1. Adults with DM2 appear, in principle,
to be more satisfied with the health professionals,
although when they listen to the above concerns
within their focal groups, they share them:

“The doctor said, listen I don’t care what you say,
I don’t care if the weather’s bad, it’s really not my
problem; if it’s raining just put on a raincoat and
wellies, but she’s got to exercise. A child with
diabetes cannot lie in after eight in the morning”.
(Mother of young girl with DM1)
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“They throw the numbers at you: 120 — Oh, that’s
awfull They never ask what happened that day, if
you lost your job or something...” (Young man
with DM1)

“You visit your endocrinologist, you get weighed,
measured, you’re given your test results and told
you’ve got to lose weight — lose weight and that’s it,
end of story”. (Female with DM?2)

Treatment and communication capacity: ‘I want
to be treated with courtesy, to be reassured and be
able to talk about my treatment and concerns”
Patients must be treated with respect and cour-
tesy. This is manifested in all the groups and by
all the participants:

“This chap’s great with my granny; he’s really
kind. When I call him he comes over to the house
to see her straight away. I want them to treat me
with kindness and courtesy; that’'s what we all
want, more so if we’re talking about an older
person; I want doctors and nurses to understand...
it’s a mixture of many things”. (Female carer of
elderly female patient with DM2)

The interviewees, young, adults or elderly,
patients or care-givers, all acknowledge that a
pleasant atmosphere should be encouraged dur-
ing consultations, with no hurrying, nurturing
trust so that patients are able to share their con-
cerns and fears with health professionals, to
manifest their doubts and ask for the advice they
need. This will contribute to overcoming fear of
the disease and build the basis of a positive and
therapeutic relationship. Brusque manners will
only inhibit and restrict patients. Patients
with DM1, the younger ones, and those with
liberal professions seem to be the more demand-
ing ones:

“If we could simply tell them how we feel, it would

make things easier for us”. (Male with DM1)

“I'm distressed, I'm scared, I feel sad... but I never
tell them about it. You don’t discuss your feelings
with the doctor”. (Female, DM?2)

They demand a constructive relationship
which would seek options and alternatives.
When the monitoring and control of the disease
is based on revisiting diagnostic test results, and
on scare-tactics, as a way to motivate patients,

interviewees say that their reaction is to distance
themselves from health-care professionals, to lie
or rebel against the treatment. This is what
usually happens with young, adult and elderly
patients who do not perceive the complications
brought by the disease. Some of the participants
have changed doctor because of this and have
attended private specialists:

“You go along, get your test results, they tell you
more or less how things are progressing, and you
get an ear bashing because you’re not keeping
strictly to your treatment”. (Young male with
DMI1)

In every group, they coincided in the need that
professionals had the capacity for listening
actively to talk about their difficulties in fol-
lowing the treatment, and that they were able to
explain how to adapt it to their lives by con-
veying positive messages, giving them support so
that their quality of life can be as good as pos-
sible. In this regard, self-help groups are also
seen as a necessary option.

They want open communication, direct, where
they are looked straight in the eye. As regards this,
it is revealing how computers are pointed out as
obstacles to achieving it, as something that sepa-
rates them from their doctors:

“You go to see the doctor, but he doesn’t see you.
All he sees is his computer, and says: “show me
your tongue, or you’ve got to do this or that; or
let’s see, tell me where it hurts?” It used to be
different; there were no computers in consultation
rooms, and doctors used to take their time to have
a good look at you and they’d say: “well, I think
you’ve got this or that; you can do this about it,
can’t do that”. Nowadays, they’ve only got time
for their computers. (Male, DM2)

Information: ““More information in order to
control my diabetes”
Information about their disease and its process
is considered a key aspect to controlling diabetes
and improving their quality of life:
“It should be improved with more information,
more information to people with diabetes .Just
that would be an achievement, knowing what it is

and dealing properly with the three aspects, since it
isn’t that dangerous”. (Elderly man DM?2)
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Parents of children with DMI1 (specially
mothers as main care-givers) particularly
manifest the need for more information on
how to deal with any problems that could
occur. They acknowledge that the informa-
tion provided by the health centres, in most
of the cases, is not enough to clarify any
doubts. Meeting other people with similar
experiences, in particular through associations,
frequently becomes a source of additional
information.

Teenagers’ opinions compiled in the groups
show that they believe they have enough infor-
mation, most of it from the Internet, which for
them is an accessible (more than health-profes-
sionals) source as well as reliable (as good as the
best one).

Adult patients, with either DM1 or DM2,
who took part in the groups believed they had
good information, although it had been
obtained over a long period of time and by
various means. The main source of information
is the family doctor, followed by the endocri-
nologist, friends and relatives, mass media,
books or encyclopaedias and Internet. These
patients complete this information with the
consultations they obtained by other means:

“I bought a book on diabetes in that stall at the
book fair; of course I was interested because I
had it. I've read several books on the subject. I'm
well informed. Here they explained things to me,
they explained a few things, didn’t they?, ‘you
have to eat this, have to do that, you ought
to...”, but after that book I've learnt a lot”
(Adult man DM2).

Older patients with DM2 are those who voice
fewer expectations about improvements on this
issue, as they consider that they have sufficient
information from the health-care professionals,
who are their main source of information along
with TV programmes. Both sources are consid-
ered as reliable.

In general, all the groups expected to receive
enough information about the disease, treat-
ment, care and a prognosis, transmitted in
straightforward language, easy to understand
and sensitive to the emotional repercussion it
can produce:
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“They should explain to you, for example, what is
more or less harmful for you, for example: 4 of the
so called sugar-free pastries or a small slice of a
normal cake?”” (Elder man DM2)

They particularly demand sensitiveness when
the diagnose is given to the patient, taking into
account the reactions that might occur, to be
encouraged and reassured, and to be informed
about the risks of having the disease gradually,
in ‘small doses’. These expectations are primarily
manifested by the younger group and parents of
children with DM1, but are shared by all the
participants:

“At the beginning, when you haven’t a clue

about diabetes and they tell you that your child

could lose his sight, that he could go into a

coma and die, it’s really heartbreaking. What’s

the point of going to the doctor? Instead of
coming to see them for help and encouragement,

all these visits do is cause dreadful distress.
(Father of child with DM1)

“I was told: “there you are, you are diabetic, take
this and don’t eat or drink those ones, and so on”
(Male Adult, DM2)

“At hospital (...) they’d tell you about diet, how to
swap ingredients, they’d say you could lead a
normal life, OK! You’d have to exercise and keep
to a strict diet and insulin regimen... They say ““if
you get these three things right, you’ll be fine”” and
they’d really make you feel good about it”. (Young
female with DM1)

Recognition: “I want them to acknowledge my
know-how on diabetes”

Patients, who control and take care of their
diabetes, each and every day, become great
experts on the disease. They know how to adapt
their treatment; they understand what the signs
and symptoms mean; they learn how to control
critical episodes. However, they feel that physi-
cians tend to dismiss their knowledge. So, they
call for full acknowledgement of their expertise,
and hope that they will be listened to when vis-
iting a health-care centre. Regardless of their
occupation, people who manifest these expecta-
tions in the groups are fundamentally those
patients who have been living with DM1 and
DM?2 for a long time:
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“I’ve got to be my best doctor because I’'m going to
have to live with this every day”. (Young male with
DMI1)

“That man came in here saying I had no idea of
what diabetes is all about. Come on, I've been
dealing with it for five years, how can he even
suggest that I don’t know what I'm talking about?
When I came to the Children’s Hospital and told
him my daughter takes X number of centimetres,
he said “‘hey, you must be mad, that’s completely
wrong!” How can he say that sort of thing?
(Mother of young girl with DM1)

Expectations regarding health-care centres

Regarding primary care consultation: ““I want to
be seen regularly by a professional who knows
about diabetes™

Patients with DM2 voice their need for a
specific consultation for diabetes at their
health-care centre, manned by expert profes-
sionals. They also demand continuity of care
on the part of their GP who they see as a ‘safe
haven’ providing safe and customized care,
their main carer, who carries out regular
follow-up and helps them keep their disease in
check, has complete medical records of their
disease, and knows them personally. Someone
they can trust. This makes them feel more
secure:

“I think there should be a specific consultation for
diabetes at each health centre”. (Male, DM?2)

“What I like most about the treatment is my
doctor’s follow-up — she’s got my medical records,
and I might lose track of something, but it doesn’t
bother me because I know she’s got it all under
control”. (Female, DM2)

“I’ve had four GPs over the last year, and each one
has changed my treatment and the diagnosis.
They’re driving me mad”. (Male, DM2)

Regarding specialized care consultation: I want
to be seen by the right professional every time”

Patients with DM1 expect to always be treated
by endocrinology specialists and not GPs with
less experience in the disease. They expect their
endocrinologist to see them whenever they need

him/her, so they request more channels to be
established — for personal or telephone access —
to tackle crises or unforeseen events (e.g. a 24-h
hotline). They also call for specialists in endo-
crinology to be present at hospital emergency
admissions. They expect the public health-care
system to provide a swift and efficient response
in the face of a crisis:

“I went in for a check-up today, after three
months. I’'ve been told to change my insulin to a
different acting one, and I've been told to come
back in 4 to 6 months time. What if this type of
insulin doesn’t work for me? What do I do? Do 1
go back to the one I had before? What dosage
should I use — more or less? I could also ask for an
appointment, but when would I get it? With insu-
lin, you inject it and immediately get a reaction...”
(Young male with DM1)

“I take my daughter in to see the endocrinologist
every four months. I think its absurd, because she’s
had hypoglycaemias over that period of time, she’s
poorly controlled and I've got nowhere to go. If I
take her in through emergency admissions, all I get
is a paediatric doctor with no experience with
diabetic children; there are no specialists, so all
they say is “go and see your endocrinologist
tomorrow”. But then, I call him and he can’t see
me because his diary’s full of appointments”.
(Mother of young girl with DM1)

Patients with DM1 and DM2 request that the
specialists they have to resort to for follow-up of
their condition — ophthalmology, cardiology,
podiatry, and others — should give them timely
check-up appointments, with no waiting-list
related delays:

“I feel I'm gradually losing my eye-sight. I'm dia-
betic, so it’s not the same as someone who doesn’t
have this disease because diabetes damages your
eye-sight. But I've got to wait regardless, and in
four months time, I might be almost blind, because
I can tell that I'm gradually seeing less and less”.
(Female, DM2)

“He had a problem in his foot. That was way
back in December. He was given an appointment
for March... a child with diabetes, can you
believe it? I had to see a private podiatrist and it
turned out to be a papilloma, and he’s got
another fifteen more. What would have hap-
pened if I'd waited till March?... (Mother of
young boy with DM1)
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Regarding the necessary material and tools for
treatment: ‘I want to be provided with all that T
need”

Good control of diabetes requires daily use of a
series of tools — syringes, lancets, reactive strips
and others — as well as the relevant medication.
As chronic patients, they expect the public
health-care system to assist them by helping
them obtain the material they need to control
blood sugar levels, and the necessary treatment
dosage. How? By streamlining access to the
health-care system, by implementing improve-
ments to the organization and by reducing red-
tape and the necessary paper work and waiting
times. Patients call for mechanisms to be put in
place such as long-term treatment cards, and
other measures to facilitate access and reduce
the inconveniences and delays involved in
obtaining inspection clearance:

“Well I had to go in one day to get an appoint-
ment, the next day to see the doctor and get a
prescription. Then yet another queue to see the
inspector, and another visit the day after to collect
it” (Mother of young girl with DM1)”The problem
is that this is for life. We aren’t going to be told we
needn’t take any more medication in a month’s
time. We're going to be doing the same thing next
month, and next year. So they should make our
treatment easier”’. (Young female with DM1)

Discussion and conclusions

The use of a qualitative methodology in this
study allowed us to implement a deep and
comprehensive analysis with our informants, the
same as in some articles we have referred
to.”12192% Grasping a deep understanding of the
reasons that underpin patients’ responses and
the reasons underlying their behaviour and
attitudes is the core value of qualitative methods
and the reason why they have been used so
extensively over the last few years in the field of
health-care. ‘To unravel what other methods
cannot’® and ‘to reach a profound understand-
ing of what appears to be obvious’'® are, at
present, the fundamental challenges for health-
care professionals and managers alike. The het-
erogeneity of patients that have taken part in the
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study has been very positive and has contributed
meaningfully and with a broad perspective to the
outcome.’> On the other hand, one of the
shortcomings of the study is that the personal
opinions of each profile are not very saturated,
and so we shall continue our research along this
line.

The fact that DM is a chronic disease, toge-
ther with the variety and complexity of the risks
it poses, determine the expectations held by
patients and their relatives, and their own
views.?!*? In every group, we devoted a great
deal of time to researching the experiences of
each of the interviewees and their emotional
response to the disease. Their perception and
reaction to the diagnosis, the concerns the dis-
ease causes, the fear of the most negative con-
sequences that might occur, nervousness about
the future, the changes their lives have to
undergo to control diabetes, among others, are
some of the aspects that give shape to the emo-
tional experience of the problem. These are
aspects that have a decisive influence on their
beliefs about the disease, on how they face it,
which is not usually considered in its treat-
ment. 71223

Patients and relatives voice expectations that
would improve their health and life standards;
expectations that have been classified, funda-
mentally, along two lines: the health-care pro-
fessionals who treat them, and the health-care
system and its management.

Regarding the health-care professionals, they
overtly demand understanding of their situation
and flexibility or customized treatment; good
manners, i.e. kind and considerate; communi-
cation skills and abilities in terms of listening,
time for expressing concerns; building up an
atmosphere of confidence in the consultations
which could encourage asking questions or
clarifying concerns, talking about concerns and
fears; sufficient, clear and meaningful informa-
tion, expressed in a clear way, and acknowl-
edging their know-how in treating their own
diabetes.

The outcomes coincide with those obtained by
other studies which argue that relational aspects
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are crucial in the course and outcome of the
disease, and also in terms of patients’ assessment
of the care they receive.”'*2%?* The study con-
ducted by Frank® reported that what irritates
the patients most are short, very technical con-
sultations which ignore the psycho-social aspects
of the disease, and where no interest is shown in
their views about their condition.’

The ideal relationship and communication
style between professionals and patients should
facilitate agreement and pacts’?', in clear, easy-
to-understand language,?’*** where patients
are invited to ask questions and voice their
concerns,'*?%?7 taking into account emotional
issues,'**® proposing positive alternatives, while
offering innovative, useful and non-repetitive
information. Participants who reported satis-
factory experiences with health-care profession-
als, invariably give more priority to the fact that
they are treated as human beings, with skills and
feelings or emotions, and not solely as diabetic
patients.'>!"”

Patients call for a more intimate and humane
relationship® that adopts a participatory and
inclusive health-care model, in turn focused on
achieving an increasingly therapeutic and flexi-
ble relationship that concentrates on the indi-
vidual and his or her circumstances,>*?%3°
taking full account of each patient’s lifestyle and
priorities.'?

In chronic diseases like diabetes, where
patients are required to control their treatment
on a daily bases, they become experts in their
own disease and wish this could be acknowl-
edged 6232531

We have not found any studies that compare
both the needs and expectations of patients with
DMI1 and DM2 and the relationship with
health-care professionals. It would be interesting
to advance along this research line and compare
them to the outcomes of this study.

Regarding health centres, accessibility and
response capacity are two dimensions of
quality that are considered as essential. All the
interviewees demand that care be delivered by
qualified staff with some experience in treating
diabetes.'> However, there is a difference,
patients with DM2 wish that reference pro-

fessional could be their family doctor (as long
as he or she had enough knowledge about
diabetes), while patients with DM1 prefer to
have consultations with endocrinologists. Both
groups coincide in the need for easy and reg-
ular follow-up consultations with other spe-
cialists to monitor the effects of diabetes.
These outcomes from patients with DM?2
coincide with the studies by Lawton et al. and
Naithani er al.'”*. Facilitating access to ser-
vices — particularly check-up and follow-up
appointments, and to tackle crises or respond
to queries — while providing continuity of
health-care are both seen as key points in
achieving greater efficiency of the health-care
services'>'?3!. Flexibility, and ‘being there’ for
patients, showing a keen interest and solving
their problems as and when they arise, are
fundamental issues that are much appreciated
by all patients'>'”. To achieve these targets,
the study also proposes the use of various
communication channels (e.g. telephone or in-
ternet), to make health-care centres more effi-
cient, optimizing the time available and
avoiding unnecessary visits. In addition, one of
patients’ essential demands is that health-care
should be provided out of ‘normal hours’ such
as nights and weekends.'?

Regarding both professional health-care
workers and health centres, one key expectation
is receiving support. When facing a chronic
disease such as DM, patients place great
emphasis on the need to receive as much support
as possible, both in terms of the material
resources required for treatment and control of
the disease, and in terms of the emotional
aspects involved.”?%-2428:293335 'Wwith greater
support, patients find it easier to make progress
and to change their lifestyles and habits.**
Learning to face their chronic condition opti-
mistically, feeling that they are being motivated,
while believing and placing their trust in self-
efficacy, has a positive impact on patients’
mental state and on their ability to control their
disease, thus paving the way to a better quality
of life, even when suffering from other dis-
eases.®?%3*3¢ Support is requested in terms of
the following:
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1. Shared responsibility regarding control and
treatment.?%-%-%

2. Helping patients to accept and take full
responsibility for their disease.*?

3. Training patients and caregivers in the daily
routine of care, and in how to face any
unforeseen events that may emerge during the
course of disease control.'*30-3%37

Conclusions

It is of utmost importance to take into account
patients and caregivers’ expectations and needs in
the design and management of health services. In
the case of DM1 & 2, a communication style that
facilitates agreements and pacts, in clear, easy to
understand language, where patients find room to
ask questions and voice their concerns, emotional
issues are taken into account, positive alter-
natives are presented and useful and up-to-date
information is offered becomes appropriate.
Patients call for a more intimate and humane
relationship that would lead towards a more
participatory and inclusive health-care model, in
turn focused on achieving a relationship based on
the individual and his or her circumstances,
taking full account of each patients’ lifestyle and
priorities, through on-going, transparent and
truthful information. Facilitating the access to
services, with follow-up consultations and flexi-
bility, is regarded as a key element in efficacy of
health-care services. It is considered necessary to
streamline the organization and necessary paper
work, to make time-tables and access to physi-
cians more flexible, and to curb waiting times.
Necessary support is demanded from various
perspectives such as sharing the responsibility of
control and treatment or helping patients to
accept their diabetes and training patients and
caregivers in tasks related to care. There is a clear
trend towards patient-based health-care models.

The expectations held by diabetic patients all
focus on a shared priority: that their life and
treatment be made easier. Thus, ‘facilitating’
becomes a key word. On the one hand it involves
the health-care system ‘facilitating’ or providing
health-care assistance and treatment, and on the

other, it entails professionals who are required
to ‘take care of the emotional face’ of the disease.
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