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ABSTRACT
Obijective: To explore how professional caregivers in communal living arrangements support

people with a mild or moderate intellectual disability (ID) who have diabetes.

Methods: A qualitative study, 13 caregivers participated in semi-structured interviews.

Results: Professional caregiver support in diabetes care is almost solely directed towards
administering medication and controlling food intake. Caregivers want to provide person-
centered care but are hindered by a conflict between protecting a client's health and at the same
time respecting autonomy. None of the caregivers had received training in supporting self-
management; their knowledge about diabetes is limited. The few that engaged their client in
self-management stressed the importance of a positive and collaborative approach.

Conclusion: This study provides a first insight into the challenges that professional caregivers
experience when a client with ID has diabetes. More education for caregivers seems needed.
Self-management support is likely to benefit from consensus among caregivers about what
comprises person-centered care and self-management in people with ID who have a chronic
disease.

Practice implications: Increasing caregivers’ awareness of the importance of supporting self-
management in people with ID and a chronic disease is essential. Discussing practice examples
in the light of existing knowledge about developing autonomy will contribute to their
awareness.

1. INTRODUCTION

Diabetes is prevalent among people with intellectual disability (ID). In a Dutch study of people with ID a
prevalence of 11% was found as compared to 6% in people without ID [1]. Every day people with diabetes
need to undertake activities to manage their condition. This is called self-management and involves
understanding and following a medical regimen, making challenging changes in lifestyle and dealing with
the emotions arising from having a chronic illness [2] and [3]. Self-management does not mean that people
have to go it alone. Self-management support is the assistance professional caregivers give patients and
their self-defined circle of support so that they can manage their chronic condition on a day-to-day basis
and develop the confidence to sustain healthy behaviors [4]. Effective self-management support goes
beyond telling people what to do. It involves taking into account a person's needs as well as providing
opportunities to learn and to increase beliefs in one's capabilities [2]. Taking into account a person's needs
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implies that partial self-management is also an option, for example in people with ID who cannot or do not
wish to exercise complete control over the management of their condition. Therefore, self-management
never is an ultimate goal, it is a means to develop and maintain well-being.

Diabetes management mainly takes place in the home environment and not in a medical setting. In the
Netherlands, most people with ID live in community housing, in which professional caregivers provide
support related to daily living [5]. In general, these caregivers are social workers; they are not trained to
support clients with a chronic disease such as diabetes.

In recent decades policy concerning the care for people with ID has developed from normalization, i.e.
living conditions as close as possible to the regular circumstances (deinstitutionalization), towards
inclusion, autonomy and quality of life, i.e. supported living and individualization [6]. This has led to new
approaches in care. Important incentives for these changes involved modified opinions about what
constitutes ‘good care’ and a ‘good quality of life’. Nowadays, patient-centeredness, autonomy and self-
development are important aspects in care [7] and [8]. For the caregivers in (communal) living
arrangements new roles presented themselves along with these changes, with the emphasis shifting from
care towards support and coaching [9] and [10]. The question should not be ‘what is needed?’ but rather
‘what are the needs of this person?” However, it is not as easy as that in reality, especially not in case of a
chronic illness. A central issue associated with the support of people with ID and chronic illness is the
dilemma of creating room and opportunity for autonomy on the one hand and providing good care and
protection if needed on the other hand [9] and [11]. Further, it is pointed out that exercising autonomy can
be difficult for people who are dependent on care and at the same time addressed as clients [12] and [13].
Likewise for people with ID, new roles have presented themselves. For the professionals the question is
how to create conditions for exercising autonomy and encouraging self-management in people who are not
familiar with these roles.

Professional caregivers have been relatively neglected as a focus for research in the field of intellectual
disability services [14]. No studies have been conducted to explore staff's knowledge and perceptions
related to supporting someone with 1D that has diabetes, whereas their support is essential for people with
diabetes to learn and develop self-management skills and to deal with the consequences of the disease in
daily life. In the present study we will explore qualitatively the role of professional caregivers in providing
support to people with a mild or moderate ID who have diabetes.

2. METHODS

2.1. Participants

The participants in this study were professional caregivers in living arrangements recruited via the
members of the “Living Together” Panel. This is a national panel of people in the Netherlands with mild or
moderate ID and their relatives. The panel is representative with regard to age, gender and distribution
between people with mild and moderate disabilities [5]. Members of the panel with ID live in community
housing or other living arrangements for people with ID; a small number live independently with or without
professional care. At the time of this study, in 2010, the panel consisted of 630 people with ID. Twenty-four
persons with ID had diabetes. They were identified in a previous panel assessment by themselves or their
relatives with help of a general question about the presence of diseases. The names of 13 regular caregivers
were provided by the panel members with diabetes or their relatives; the other 11 panel members with
diabetes did not live in community housing and were supported by their family. The regular professional
caregivers received information about the research by mail and were approached by telephone by the
researcher (MC). All caregivers agreed to participate in the study.

2.2. Interviews

We conducted face-to-face interviews with professional caregivers who support the people with diabetes
in community housing. We interviewed 13 caregivers. Nine caregivers, seven women and two men, were
qualified and experienced social workers (>5 years) in the care for people with 1D; one woman was a
trainee in this field. Three other female caregivers were qualified nurses. Eleven caregivers worked in small
community houses; two worked in a residential facility.

The interviews were semi-structured. The interview format consisted of four main questions: how do
caregivers support individuals with diabetes, how do they provide opportunities for self-management, what
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problems do they encounter, and do they themselves need support in supporting the people with ID and
diabetes.
All interviews were completed by the first author (MC). Almost all interviews lasted 40-60 min.

2.3. Analysis

The interviews were audio recorded and the tapes were transcribed verbatim. Thematic analysis was
conducted using strategies from grounded theory. First, conceptual labels were given to groupings of
similar phenomena (open coding) related to the research questions, for example ‘perceptions about
diabetes’ or ‘way of providing support’ [15]. In the second phase (axial coding) minor concepts were
related to broader level concepts. For example, ‘educational material’ and ‘living arrangement’ were related
to ‘contextual factors’. A team of two researchers (MC, MR) evaluated the interviews, discussed the data
and the codes, and made comparisons. Data analysis was iterative so that the later interviews enabled us to
test and further explore themes from the initial analysis. Using the criteria generated from the discussion
process as a guide, the first author then completed the analysis. The software package MaxQDA 2007 was
used to analyze the data.

3. RESULTS
Four inter-related themes that have an impact on diabetes support emerged from the analyses: person with
diabetes, knowledge and educational needs of the caregiver, finding a mode, and contextual factors (Box 1).

[BOX 1]

3.1. Person with diabetes: perceived severity of diabetes

Eleven caregivers did not perceive diabetes as a serious disease. Only if a person has to take insulin
injections or if there is a possibility that they might lose consciousness, is it perceived to be more serious.

“It is just a condition of her old age, due to her weight.” (nursel3/client with moderate ID)

“It's serious only if she has a hypo. | think that sometimes her blood glucose level is really too low, at
times we cannot wake her up.... that's how diabetes manifests itself.” (social worker3/client with moderate
ID)

3.2. Perceptions regarding motivation and capability of person with diabetes

All professional caregivers showed compassion for the difficulties persons with diabetes are confronted
with in daily life, especially in relation to food intake. On the other hand, they also gave examples of
situations when they did not trust the client with diabetes. These situations mainly involved eating in secret,
stealing food, and lack of responsiveness.

“He forces others to hand over food t0o....he always tries to get others to butter a couple of extra
sandwiches for him and the food disappears from the table, just like that.” (social worker4/client's level of
ID unknown)

She didn’t react at all — dead scary — but she heard everything. She disconnects herself it seems, to create
distance from all daily business. Whether it has to do with diabetes, | actually don’t know”. (social
worker2/client with moderate 1D)

Caregivers were not always convinced that their clients with diabetes were motivated to be engaged in
self-management activities. This was thought to be due to traits of character or a lack of interest in health-
related issues.

“She has been to school, she can read and write, but diabetes does not interest her at all”. (social
worker9/client with mild ID)

“Basically she's a bit lazy, | think. She finds it easy to let others do things for her. She is passive, difficult
to move. That is simply her character.” (social worker7/client with mild 1D)

Nine caregivers were rather negative about the capability of the person with diabetes to learn and self-
manage diabetes to some extent.

“She would never be able to learn it herself — to inject insulin — she is too dependent on us for that. To
fine-tune the doses, there are too many operations needed, she could never do that”. (social worker8/client
with moderate 1D)

This is a NIVEL certified Post Print, more info at http://www.nivel.eu

7(3), 383-388



Cardol, M., Rijken, M., Schrojenstein Lantman-de Valk, H. van. Attitudes and dilemmas of caregivers—
supporting people with intellectual disabilities who have diabetes. Patient Education and Counseling;

(3), 383-388
niver

“l don’t think he could do that himself, he lacks intellectual ability, I also think he would be too lazy and
that he doesn’t know how insulin works. He will never learn anything.” (social worker6/client with
moderate 1D)

3.3. Knowledge and educational needs of the caregivers

Knowledge about diabetes varies. Nurses have more knowledge than social workers. Most social workers
underwent additional training to learn about diabetes. These short courses took a couple of hours and
focused on the different types of insulin and how to inject. After the training the caregiver was authorized
to give injections. Supporting diabetes self-management was not part of the training. Sometimes a colleague
who is a certified nurse gave the training.

“You learn all the necessary stuff: injecting, assessment of blood glucose values and taking action:
injecting.” (social worker5/client with moderate I1D)

To what extent training was offered varied; it sometimes fully depended on the initiative of the caregiver.
In two cases training was impeded by managers. Nevertheless, most caregivers did not have a need to learn
more about diabetes, while at the same time they mentioned several dilemmas. Some respondents wanted to
learn more about diabetes; others felt comfortable because they always have access to a physician in case
something should go wrong.

“Once, a resident had fallen out of bed and appeared to be unconscious. You immediately think of
something else — did not think of diabetes. Even though | knew he had diabetes — he had medication for it.
How stupid of me — just didn’t think of it.” (social worker3/client with moderate ID)

“If there is something we’re concerned about, that's no problem, we just call the general practitioner.”
(social workerl/client with moderate 1D)

“We lack the basic medical knowledge, there are only a few qualified nurses. That's why we frequently
call on a physician. (trainee/client with moderate 1D)

3.4. Finding a mode: self-management support

In general, the client's diabetes did not constitute a prominent feature in the support caregivers provide. If
the person needed insulin, the care tended to be perceived as more intensive.

“Of course in the beginning it's different, for a while, you are facing a person with ID and in addition to
that diabetes, that's two separate things. But there comes a time when we look on it as one trajectory. It's
troublesome when they have it, but not insurmountable, let me put it like that.” (social worker9/client with
mild 1D)

The caregivers who were qualified nurses mentioned they were more attentive towards a client with
diabetes:

“Diabetes involves support with practical things such as injecting insulin, and we are more attentive
towards her health. Because of her diabetes she has a risk for increased blood pressure, so we keep an eye
on that. Also, she can be somewhat more tired; if she wants to take a nap in the chair we don’t disturb her.”
(nursel2/client with mild I1D)

“If you have to inject insulin, you are more on the alert. It makes the support a bit more demanding.”
(nursell/client with moderate ID)

When asked about the special care or support they provided in relation to the diabetes, all caregivers cited
medical management (injections, blood glucose tests) and controlling food intake. Some also mentioned
support in teaching how to deal with dietary rules:

“We can take away everything for him, but when he visits his friends or parents, the situation will be
different. So, you try to teach him to deal with the situation. Here at home we facilitate and protect him, but
we also teach him to deal with difficulties he may encounter elsewhere.” (trainee/client with moderate 1D)

It was not clear for the professionals who bears the responsibility for the diabetes management of a person
with ID. Mostly, caregivers regarded themselves as being responsible; often the physician was also held
responsible. Two caregivers regarded the manager as responsible and two others regarded the person with
diabetes as also being responsible.

In general, the way the professional caregivers provided support was more directed towards control and
prohibition, than towards developing self-efficacy and autonomy. The four caregivers who had a positive
attitude towards the learning ability of the individuals with ID spoke of trust and a positive approach as key
components of their support. To compliment someone on something works better than to tell them what
they should not have done. They gave examples of how they had tried to increase the confidence of the
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person with ID and to engage him/her in self-management activities. Creative solutions and flexibility
provide opportunities to engage the person with ID in diabetes management.

“Last week was her birthday, we organized a “lite” party. Together we bought strawberries and made
delicious salads”. (social workerl/client with moderate 1D)

“H. needs a lot of insulin, which for her makes it difficult to inject herself, because her hands are bothering
her. Now we do it in two goes, so she doesn’t need to put so much effort into it.” (nursel2/client with mild
ID)

Personal goal setting, appointments and structure emerge from the interviews as additional important
aspects of support. Impeding and facilitating factors related to providing diabetes support as mentioned by
the respondents are listed in Table 1. The table shows that facilitating self-management involves a
structured and developmental approach. Contextual factors of importance are consistency within the team
as well as collaboration with health care professionals and family. Impeding contextual factors for self-
management support are a lack of diabetes education material, other residents in the community housing
that need a lot of attention, and diabetes material such as an indicator for blood glucose level that does not
work properly.

[TABLE 1]

3.5. Finding a mode: balancing health management and quality of life

The caregivers indicated they wanted to be person-centered in their support, but they described dilemmas
of providing good diabetes care as opposed to person-centered care, especially in relation to food intake.

“We can control her very precisely. But that's not support, that would be control and she would have no
life.” (social worker9/client with mild ID)

“For his health the best thing would be to be in a closed institution, where all the food is controlled and he
cannot go out. But his life would not be pleasant then.” (social worker6é/client with moderate 1D)

Whether their support was more directed towards health protection or well-being depended on a person's
health status and behavior more than on the severity of the ID. Most professionals seemed to define person-
centeredness as the ultimate freedom of choice of doing as one wants. They address the meaning of the
concept of person-centered care: “If someone functions as a three year old, how can he decide for himself
what is good for him?” (social worker2/client with moderate 1D)

A few caregivers were less black and white and focused on clarifying a person's wants as a starting point
for negotiation and consent to encourage autonomy and partial self-management.

“She wanted to go to the village by herself. Previously, this was not allowed because she sometimes stole
food from the shops. ... We made a plan, practiced together and succeeded. Now she does some shopping
for us, and buys her own healthy desserts. Sometimes it goes wrong, then we talk about it. She is so proud
of doing this.” (social workerl/client with moderate 1D)

In Table 2, the different ways the professional caregivers provided support related to food intake were
organized along the extent to which the individual with diabetes is informed and engaged. Most of the time,
the initiative was left with the caregivers, whereas the person with diabetes was informed (“not good for
you”) and the kitchen cabinets were closed. Informing and engaging the person in self-management is rare.
In one case, the caregiver had handed over the initiative to the person with diabetes, but it was stressed this
occurred only because the client was in good health.

[TABLE 2]

4. DISCUSSION AND CONCLUSION

4.1. Discussion

To maintain optimum well-being, people with ID who have diabetes need support. To our knowledge, this
is the first study that provides insights into the challenges that professional caregivers experience in
providing this support.
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Only 24 persons in our panel had diabetes (4%), which is less than the prevalence rate in the Netherlands.
Probably the prevalence of diabetes among the panel members is higher and the low rate was caused by the
openness of the question asked. Although the number of interviews conducted was limited and the results
cannot be generalized to the support given by all caregivers in communal sheltered housing, we were able

to draw some conclusions.

This study shows that self-management support in diabetes care provided by caregivers in sheltered
housing is mostly directed towards taking medication and controlling food intake. By contrast, interviews
with people with ID who have diabetes show that they also have needs related to dealing emotionally with
the illness and that they have questions about their future [16]. Furthermore, examples of engagement by
people with ID in self-management activities show that this contributes to their wellbeing [16]. A small
proportion of the caregivers in this study gave examples of supporting the development of autonomy and
self-management, i.e. providing opportunities to learn and develop ways to deal with new situations. The
basis of their support consisted of trust, consistency and collaboration. Although all caregivers stressed that
they wanted to provide person-centered care, it was difficult to succeed in doing so. Most of them were
bothered by the dilemma between providing good care, such as preventing a person from unhealthy eating,
and at the same time providing person-centered care and respecting the autonomy of the person with
diabetes, as described in the literature [9], [11] and [17]. In general, their solution to solve the dilemma is to
take over. However, this kind of support impedes people with ID from developing their own engagement
and self-efficacy in diabetes management.

The results may not come as a surprise given the fact that the professional caregivers were not educated to
support diabetes self-management; they had merely learned some extra medical skills. In addition, they did
not regard diabetes as a serious disease. It can be questioned whether diabetes education for caregivers in
sheltered housing should remain as basic and lacking accountability as is currently the case. This applies
not only to diabetes, but probably also to other chronic conditions. The caregivers report dilemmas that can
cause tension in the patient—professional relationship, and they also describe situations in which the persons
with ID are exposed to health risks, such as frequent high or low blood glucose levels. The caregivers in
this study are not unique. In an Australian study among health professionals from a range of service types
two thirds had received no training in self-management support techniques [18]. Also studies about other
health conditions stress the need for more education of caregivers [19] and [20]. The few caregivers in this
study who did engage persons with ID in self-management stressed the importance of a consistent and
positive approach. This calls for dialogue and for creativity and flexibility on the part of the caregivers.
Professionals need skills to engage with patients as partners in care and they need a collective vision on
support. Further, a shift to self-management support needs to be underpinned by the system the caregivers
are working in [21]. The prevalence of chronic disease in people with ID is increasing because of
population ageing [22]. Therefore, in living arrangements for people with ID, supporting self-management
of people with a chronic illness should be integral to the vision of good care.

Self-management programs for people with ID and a chronic disease do not exist. This also goes for
educational material about diabetes that people with ID can understand [16] and that caregivers can use to
initiate dialogue about self-management [18]. Given the dilemmas experienced by the caregivers, it seems
that first the meaning of self-management in the context of people who cannot or do not wish to exercise
some control over their physical health needs to be explored further. Self-management may be too closely
associated with the idea of independence [23], which does not fit the reality of people with ID.

4.2. Conclusion

Caregivers want to provide person-centered care, but they often do not know how to involve the person
with ID in the management of diabetes and what to do when person-centered care and respect for autonomy
conflict with caring for a person's health. Education for professional caregivers about diabetes and self-
management support can benefit the patient—caregiver relationship. Further, the collective vision on good
care should also involve consensus about what comprises self-management support in people with ID who
have a chronic disease. After all, self-management is not the ultimate goal, it is a means to develop and
maintain well-being.

4.3. Practice implications

How to create conditions for exercising autonomy and encouraging self-management in people who are
not familiar with doing so? Agich describes the importance of not striving for an ideal state of autonomy as
in independence. Rather, autonomy should be seen as something all individuals can develop; it is a
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personally unique characteristic which exists in different degrees, depending on a person's circumstances
[17]. Van Hooren et al. recommend taking the caregiver—patient relationship as a starting point. They stress
that deliberation is not only a process of rational arguments, it is also important to “find new perspectives
by opening up one's horizon in response to others” [11]. Discussing practice examples like we did in this
paper and talking about what person-centered care consists of may benefit from input regarding what is
known about developing autonomy in individuals with 1D [11], [17] and [24]. Discussing practice examples
will help to raise awareness of the problem and the importance of engaging people with ID in diabetes
management in a way that fits their needs and possibilities.
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BOX AND TABLES

Box 1. The four inter-related themes with regard to providing
diabetes support resulting from the analyses

1. Person with diabetes

- Severity of diabetes
- Capability of learning
- Motivation

2. Professional caregiver

- Knowledge about diabetes
- Knowledge and skills to support self-management

3. Finding a mode

- Supportin practice: diet control and medical management
& the care program

- Relationship caregiver and person with 1D
- Dilemmas in support
- Responsibilities

4. Contextual factors

- Community housing
- Team
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Table 1
Facilitating and impeding factors related to providing diabetes support, according to the professional caregivers in this study (n=13).

Facilitating

Impeding

Related to the person with diabetes:
Person with diabetes is eager and able to learn

Person with diabetes is interested in own health
Person with diabetes indicates him/herself if something is the matter
Related to the professional caregiver:
Finding a mode:
A clear, structured care program with appointments related
to diabetes management

The needs of persons with diabetes form the basis of a self~-management plan;

the people with diabetes are consulted and agree with the plan
and the goals that are set

Providing opportunities to learn, a positive approach, put
one's trust in the person

To compliment people on their efforts instead of telling them what
they should not have done

Contextual:

All caregivers use a consistent approach: the team members are informed
and keep the appointments made in the plan

Collaborative approach: person with diabetes, caregivers, health professionals
and family work together on the same goals

Related to the person with diabetes:

No ability to learn new skills. Ageing has a negative influence on

a person’s intellectual abilities and skills

Person with diabetes is lazy, passive, does not value independence

Person with diabetes is tense, nervous, frustrated or ill-tempered

Related to the professional caregiver:

Little knowledge about diabetes and about how to support self-management
Finding a mode:

Caregiver does not trust person with diabetes (eating in secret, etc.)

Contextual:

No diabetes information brochures that people with ID can understand
and that can be used in the self~-management support

Other residents in community housing who need a lot of attention

Material: indicator of blood glucose level does not work properly
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Table 2

Finding a mode: different ways of support related to food intake, organized along the extent to which the individual with diabetes is involved in self-management.

More
engagement and
development of

autonomy

N

Little
engagement and

room for learning

Characteristics of

support

Examples of providing support

Initiative with person

with ID

Engaged, joint

decision

Initiative with

caregivers, informed

Initiative with
caregivers, control

and protection

Avoid control, unless a person’s health is
deteriorating (for example, frequent high
blood glucose levels)

Informed and engaged in diabetes
management, appointments in care plan, call
someone to account in case appointments are
not kept, consultation and negotiation around
special occasions (e.g. birthday)

“Not good for you, because you have
diabetes”

Every day the food intake is fixed (amount,
choice)

Kitchen cabinets closed, the person with
diabetes must eat alone, the person's private
room is regularly checked for hidden food or

snacks
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