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General introduction

General introduction
A narrative
A 40‐year‐old man called John had a second episode of pneumonia. John had a
profound intellectual disability (ID), was wheelchair‐bound, could not sit or stand, and
had to be fed. He probably had a swallowing disorder because of the neurological
damage. He had spent three weeks in hospital during a first episode of infection and
malaise, and then had returned to the group home where he lived. After two weeks,
John was once again admitted to hospital and referred to a pulmonologist. After
diagnostic investigations, the pulmonologist proposed to open his thorax and to drain
the abscess which was probably causing the problems, an operation involving major
risks for a patient with cerebral palsy, choking problems and epilepsy. John’s mother
was invited by the ID physician (physician for people with intellectual disabilities) to
give her opinion and consent. As she knew that she would have to make a difficult
decision, she brought along a daughter and two other sons for the discussion with the
doctor. She felt that John’s quality of life had diminished and that he had suffered
enough. She asked the ID physician and paid care staff to do what they could without
intrusive treatments and to get him out of hospital. The paid care staff of the group
home, however, who had known him for more than five years, were not of the
opinion that John had deteriorated or was suffering. His mother, who had known him
all his life, had a different impression of John, who had been able to enjoy and love life
in the past. According to her, John had lost his zest for life and she did not want him to
suffer any longer. She asked for a treatment policy aimed at comfort and relief. John
died four months later, after a period of palliative care in his own care home.
In this case, the mother felt that John had been suffering enough. The ID physician
was not aware of the opinion of the family before the moment when serious health
problems occurred, as mother and physician had never seriously discussed John’s
health status. The decision to make was an important one regarding John’s life
expectancy. Paid care staff did not realise how fragile John’s health was. It turned out
that the various participants in John’s care had different views and opinions, and had
never discussed the best options for John.
People with intellectual disabilities (IDs) (for a definition, see the Box below) are
vulnerable as regards health problems and solutions. A recent study in the United
Kingdom, involving patients’ representatives, friends, paid care staff and physicians,
revealed that the quality and effectiveness of health care given to people with IDs
were insufficient. Forty‐two percent of the deaths of people with IDs were considered
premature, and the weakest link in the chain related to problems of diagnosis and
treatment. 1 People with IDs cannot always bear a major burden of diagnostic
investigations and complex treatments. This limited ability to cope with normal health
care solutions comes on top of more than average health problems and limited
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communication skills. People with IDs visit a doctor twice as often as the non‐ID
population and receive repeat prescriptions four times as often.2 They are highly
dependent on others taking their complaints seriously3 and it is difficult to interpret
what they want to tell us.4,5 People with IDs are sometimes highly inclined to give a
desirable answer to please the interviewer, and they cannot always weigh up and
predict the consequences of difficult health decisions.6,7
One of the characteristics of people with IDs is that they need support8,9 and
often cannot make sound decisions by themselves.10 Parents have to make decisions
for their children with IDs from the moment of birth onwards until the end of life,
unlike for their other children, who take their lives in their own hands as they grow
up.
The representational role of parents is often taken over by brothers and sisters
later on in the life of someone with IDs and they are mostly deeply involved in the
lives of their loved ones. Although parents and other next of kin are familiar with
deciding for someone else, they often struggle to make a good decision. While
different families may propose different solutions for the same health conditions and
problems, it is ultimately the physician who is responsible for end‐of‐life decisions.
Two approaches which can support the decision‐making process are ’advance care
planning’ and ‘shared decision making’.11‐13
People with IDs are nowadays living longer14 and in terms of difficult health
decisions, it is the end‐of‐life decisions that are especially burdensome to
representatives.15 End‐of‐life decisions are often made in a palliative care setting (see
the Box for definitions). Palliative care and end‐of‐life decisions are as important for
people with IDs as they are for anyone.16‐18 In fact, it may be argued that they are
even more important, on the one hand because of the more frequent health problems
and on the other hand because representatives are involved. Representatives play an
important role in the making of health decisions for their loved ones.10 Despite all this,
the available literature on palliative care for people with IDs18‐21 and on end‐of‐life
decisions22,23 provides no information on how representatives and other stakeholders
fulfil their roles in the process of end‐of‐life decisions. Recently, ZonMw (The
Netherlands Organisation for Health Research and Development) published a report
on questions surrounding medical decisions at the beginning and end of life, which
aims to contribute to the debate on the appropriateness of care at the end of life.23 In
fact, this is the same question that John’s mother asked: “Do we need to do
everything that is possible?” The ZonMw report states that hardly anything is known
about the way decisions are made at the end of life.
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Box: Definitions
Definition of intellectual disabilities
“Intellectual disability is a disability characterized by significant limitations both in
intellectual functioning and in adaptive behaviour, which covers many everyday social
and practical skills and is sometimes expressed in IQ points (from profound to mild,
range 0‐70 IQ points). This disability originates before the age of 18”.24

Definition of end‐of‐life decisions
“End‐of‐life decisions are those decisions which can lead to or hasten death, whether
intentionally or not. They include withdrawing or not starting medical treatment, pain
treatment with possible life‐shortening side‐effects, and ending a patient’s life with or
without his or her request. These kinds of decisions are extremely important in the
lives of most people, and are known to play a substantial part in the process of dying
in half of the deaths in Western countries”.25

Definition of palliative care
The World Health Organization gives a broad definition of palliative care26: “Palliative
care is an approach that improves the quality of life of patients and their families
facing the problem associated with life‐threatening illness, through the prevention
and relief of suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and spiritual. Palliative
care:
 provides relief from pain and other distressing symptoms;
 affirms life and regards dying as a normal process;
 intends neither to hasten or postpone death;
 integrates the psychological and spiritual aspects of patient care;
 offers a support system to help patients live as actively as possible until death;
 offers a support system to help the family cope during the patient’s illness and in
their own bereavement;
 uses a team approach to address the needs of patients and their families,
including bereavement counselling, if indicated;
 will enhance quality of life, and may also positively influence the course of illness;
is applicable early in the course of illness, in conjunction with other therapies that are
intended to prolong life, such as chemotherapy or radiation therapy, and includes
those investigations needed to better understand and manage distressing clinical
complications.”
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Research questions
This study was initiated because we wanted to know more about the prevalence and
nature of end‐of‐life decisions for people with IDs, but first and foremost because we
wanted to improve the care at the end of life for people with IDs. For this reason we
were interested in the way decisions are taken and whether and how they are shared
between physicians, patients’ representatives and paid care staff.
We decided to involve representatives and professionals in the study and to ask
their viewpoints. People with IDs themselves were not included in this study, as their
roles and contributions were deemed to be complex and delicate, and would need a
separate, comprehensive study. Since we felt that the problem of issuing Do‐Not‐
Attempt‐Resuscitation (DNAR) orders involved different features and problems than
the other end‐of‐life decisions, this aspect was studied separately.
The research questions were:
 What is the prevalence and nature of end‐of‐life decisions for people with IDs?
 How does the process of end‐of‐life decisions work?
 Who plays what role?
 What considerations are important in the decision‐making process?
 What are the problems and pitfalls regarding DNAR orders from the perspective
of ID physicians?

Outline of the thesis
Chapter 2
Although end‐of‐life decisions are seen as an accepted part of dying, not much was
known about these decisions as regards people with IDs when this research project
started. Therefore chapter 2 discusses the prevalence and nature of end‐of‐life
decisions. In a retrospective study, we investigated patient files of people with IDs
who had died in a Dutch centre providing professional care, between January 2002
and July 2007. The numbers and categories of end‐of‐life decisions were studied and
difficult cases were investigated and described.
The population which was studied in the next three chapters was that of
physicians, representatives (mostly next‐of‐kin) and paid care staff involved in the
processes surrounding the deaths of ten people with IDs. ID physicians, represent‐
tatives and most of the paid care staff involved were interviewed. Research questions
2 (How does the process of end‐of‐life decisions work?), 3 (Who plays what role?) and
4 (What considerations are important in the decision‐making process?) were
investigated separately for physicians (chapter 3), for representatives (chapter 4) and
for paid care staff (chapter 5).
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Chapter 3
This chapter reports on a study into the contribution of physicians to the process of
end‐of‐life decisions. The Dutch Association of ID physicians issued a guideline based
on literature and consensus in 2008. This guideline was practice‐oriented and needed
evidence to support doctors (ID physicians, family doctors and medical specialists) in
their work.27

Chapter 4
The role of representatives in the process of end‐of‐life decisions for people with IDs
had hardly been studied. We therefore wanted to know what role representatives
played in the process of end‐of‐life decisions, and what influence they had on these
decisions. Our study included only those processes in which representatives played an
important role, which meant that the representatives could be interviewed in all
cases.

Chapter 5
This chapter reports on a study into the role of the paid care staff in the end‐of‐life
decision‐making process. Paid care staff have often known the people with IDs for
whom they care for a long time and are deeply involved in their lives. They know what
the people they care for like, and what is important in their lives. Their contribution to
the process of end‐of‐life decisions seemed very important and deserved a separate
study. This chapter therefore examines the input of paid care staff in the process of
end‐of‐life decisions.

Chapter 6
The question “What are the problems and pitfalls regarding the issuing of DNAR
orders?” was examined in a separate study. A DNAR order is a special kind of end‐of‐
life decision, as this decision is made in advance by a patient or physician, whereas
when the decision comes into effect, it is often bystanders who have to decide what
to do. DNAR was studied separately because the organizational context is important,
the decision is made in advance and it is often bystanders and not the physicians who
have to effectuate the DNAR decision.

Chapter 7
The final chapter discusses the findings of the above studies and offers recommen‐
dations for further research.
The thesis ends with a summary in English and Dutch.
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Abstract
Background
Whilst end‐of‐life decisions in the general population have received attention in several countries, not much
is known about this in people with intellectual disabilities.
Therefore the prevalence and nature of end‐of‐life decisions was investigated in a Dutch centre providing
residential care for 335 people with intellectual disabilities.
Method
A retrospective study of medical files of people who died between January 2002 and July 2007.
Results
One or more end‐of‐life decisions were taken in 27 out of 47 cases. A non‐treatment decision was taken for
seven residents, possibly shortening life expectancy in some cases. The family was involved in decision
making in half of the 27 cases. No information was found about the process of end‐of‐life decision making.
There was no evidence in the notes that any of the people with intellectual disabilities was asked for his or
her own opinion in taking an end‐of‐life decision.
Conclusion
This study demonstrates that medical end‐of‐life decisions played a part in significant numbers of people
with intellectual disabilities who have died within this centre, but further studies are needed to establish
decision making processes.
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Introduction
This paper considers end‐of‐life decisions for people with intellectual disabilities.
Medical end‐of‐life decisions in Dutch health care include intensified alleviation of
pain or symptoms with hastening of death as a possible side effect, abandoning
potentially life‐prolonging treatment, palliative sedation, ending of life without an
explicit request of the patient, euthanasia and physician‐assisted suicide.1
The wide range of intellectual disabilities from mild to profound means that there
are considerable variations in how much people with intellectual disabilities can
understand with regard to end‐of‐life decisions.
Advances in medicine have increased life expectancy for people with intellectual
disabilities in Western countries and the dying process is changing from acute death
to a more protracted process.2 In the past years, patient empowerment also
developed within the care for people with intellectual disabilities. Consequently, end‐
of‐life decisions have gained more prominence.

Dutch health care law regarding end‐of‐life decisions
In Dutch health care law3 the Contract of Medical Treatment Act uses a
representational model. People who lack capacity in taking health care decisions often
have a representative. Parents are supposed to represent their children until the age
of 18 years if there is lack of capacity. Over 18 years a representative is informal
(partner, children, parents, siblings) or has to be appointed by the court of justice
(mentor or curator). The doctor holds ultimate responsibility for end‐of‐life decisions.
Health care professionals do not act as representatives. The representatives’ role
is to give their view on a particular decision. If consensus is not achieved, and if it is an
important decision, the doctor has the right to overrule the representative.3
The ability of patients to take health care decisions themselves depends on their
capacity. Assessment of the patient’s capacity is primarily the responsibility of the
attendant health care professionals, which will be the doctor in the case of end‐of‐life
decisions.4‐6 However there is some unclarity in the literature, and even more so
among clinicians and in the law, as to what exactly is meant by patient decision
making competence.7
The laws around capacity, consent and medical decision making vary in
countries.8,9

Prevalence of end‐of‐life decisions
End‐of‐life decisions are seen as an accepted part of dying.10 A descriptive study in six
European countries (N=20,480) found that the proportion of deaths that were
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preceded by an end‐of‐life decision ranged from 23% (Italy) to 51 % (Switzerland). In
all studied countries, death was sudden and unexpected in about a third of all cases.11
Van Thiel and colleagues12 did a retrospective study of doctors’ end‐of‐life
decisions in caring for people with intellectual disabilities in institutions in the
Netherlands. There was an end‐of‐life decision in 44% of all reported deaths. The
authors recommend reconsideration of the role of communication with clients,
drawing attention to the expressions of people with intellectual disabilities who lack
capacity.
A lack of capacity should not be assumed. Tuffrey‐Wijne et al.13 found that health
care professionals and daily care givers lacked skill and confidence in communicating
about serious illness with people with intellectual disabilities. Family members and
paid caregivers tended to withhold potentially upsetting information from people
with mild and moderate intellectual disabilities in order to spare them distress. People
with intellectual disabilities themselves wanted information when affected by cancer,
and appeared to be capable of comprehending it.14

Aims
The aim of this study was to establish the prevalence and nature of end‐of‐life
decisions in people with intellectual disabilities in a Dutch residential care centre. The
objectives were to establish the following facts about residents who died between
2002 and 2007: the moment and place of death, aims of treatment, nature and
amount of end‐of‐life decisions, involvement of family and caregivers in these
decisions, frequency of second opinion at end‐of‐life, and the residents’ capacity for
making end‐of‐life decisions.

Methods
Data were collected in a Dutch centre providing residential care for 335 children and
adults with intellectual disabilities. People lived in wards or group homes of four to 12
persons (mostly clustered together on a campus; most had lived together for many
years). Some people had been cared for in this centre for decades. Health care was
provided by a physician specialized in the care of people with intellectual disabilities,
as is usual in the Netherlands.
The medical files of all residents who died between January 2002 and July 2007
were systematically reviewed with the use of a checklist. This checklist (Table 2.1) was
developed by the current authors based on the existing literature about end‐of‐life
decisions in people with intellectual disabilities 12 and more general literature.1,11
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After an iterative process of consultation of project members and experts the
checklist was finalised. All required information could be traced in the files.
Furthermore the files were kept on the basis of day to day care.
We thus concluded that the quality of the files was more than sufficient for this
aim
Differences in frequencies were tested with the Chi square test.
The process of end of life decisions is illustrated by case scenarios.
Table 2.1

Checklist for screening medical files.

Gender
Age of dying
Place of dying
Death (un)expected
Focus of treatment plan
Degree of intellectual disabilities
Long lasting diseases
Cause of death
Underlying disease
Disorder leading to EoL decision
Nature of EoL decision preceding death

EoL influencing life expectancy
EoL improving the quality of life
Partners in decision
Lack of capacity of the resident on EoL
Resident had influence on EoL decision
Second opinion sought

Male / Female
In decades
Residential setting / Hospital / At parental home
Yes / No
Cure / Comfort and symptom relief
Mild / Moderate / Severe / Profound
Chronic obstructive pulmonary disease / Heart failure / Cancer /
Neurological diseases / Other
Pneumonia / Heart failure / Choking / Epileptic fit / Exhaustion /
Other / Unknown
Chronic obstructive pulmonary disease / Heart failure / Cancer /
Neurological disease / Other
Chronic obstructive pulmonary disease / Heart failure / Cancer/
Neurological disease / Other
Intensified allevation of pain or symptoms / Abandoning
potentially life prolonging treatment / Palliative sedation /
Ending of life without an explicit request of the patient /
Euthanasia / Physician‐assisted suicide.
Yes / No
Yes / No
Patiënt / Representative / Nurses / Chaplain / Psychologist
Yes / No / Not recorded
Yes / No / Not recorded
Geriatrician / Neurologist / Paediatrician

Results
Forty seven residents died during the study period (34 women and 13 men). More
residents (19) died in their fifties than in any other decade of life. Overall, the age of
death in the study population was lower than in the general Dutch population (Figure
2.1).
Residents with severe and profound intellectual disabilities died at a younger age
than those with mild and moderate intellectual disabilities (Figure 2.2).
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The presumed causes of death were pneumonia (9), exhaustion (6), heart failure
(3), peritonitis (3), epileptic seizure (2), cerebrovascular accident (2), choking (1),
unknown (21).
Thirty‐five residents died at their residential home or ward, ten in hospital and
two at home with their family. Death was unexpected for 23 residents.
The treatment plan was either focused on cure (17 residents) or on comfort and
relief (30 residents). In the comfort group death was expected significantly more often
than in the cure group (p<0.001). An end‐of‐life decision was taken for most residents
in the comfort group. All residents whose death was expected had a treatment plan
focused on comfort.
Reported causes of death can only be assumed to be correct, as none of the
deceased had a post mortem.

Figure 2.1

Age of death in the national population and in the study population.

Number of deaths
25

Age of death related to degree of ID in study population
Mild to
moderate ID

20

Severe to
profound ID

15
10
5
0
< 60

>= 60
Age (years)

Figure 2.2
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An end‐of‐life decision was taken in 27 out of 47 deceased. There were no
instances of euthanasia, assisted suicide or ending of life without an explicit request of
the resident. All end‐of‐life decisions are listed in Table 2.2; while Table 2.3 shows the
estimated effects on life expectancy.
Table 2.2 End‐of‐life decisions in study population

Number of
Patients
Dementia
Cancer
Heart Failure
No lust for life
Other
Total

9
6
2
2
8
27

Withholding
Withholding
nasal feeding
therapy
tube
3
1
2
3

3
8

3
7

Type of Decision
Pain relief/
DNR
Symptom
control
7
1
7
6
2
1
2
1
7
3
25
12

Second
Opinion
4
6
2
2
7
21

Table 2.3 Supposed effect on life expectancy
Type of Decision
Withholding
Pain relief/
nasal feeding Withholding
Symptom
tube
control
therapy
DNR
No influence on life expectancy
6
4
24
12
Possible influence on life expectancy
2
3
1
0

Second
Opinion
0
0

The family was involved in decision making in half of the cases. In the other half,
the resident didn’t have family involved, and had no other formal representative. This
was almost always the case for the older residents, who mostly had no children, and
whose siblings were not involved or had predeceased them. The nurses supporting
the residents were involved in the end‐of‐life decision making process in all cases.
In 21 out of 27 residents with end‐of‐life decisions, a second opinion was sought
from a physician other than the ID‐physician, mostly a geriatrician or a neurologist. No
second opinion was sought for five (out of nine) residents who had dementia (often in
Down syndrome) and for whom an end‐of‐life decision was taken, possibly because
the family and doctor had a long time to prepare for an expected death.
Twenty‐six residents had a do‐not‐resuscitate order. This order was acted upon
for one resident (see below).
A non‐treatment decision was taken in a further seven of the deceased residents,
details of end‐of‐life decisions are given below.
Nothing was noted in the files about the views of the residents themselves, nor
about their capacity to take an end‐of‐life decision.
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Cases
Non‐resuscitation decisions
A non‐resuscitation order was activated in the case of a boy who died at the age of 15
from a not adequately treated epileptic seizure. The boy had a profound intellectual
disability and West syndrome, a rare and difficult to treat syndrome with epileptic
seizures. His parents had requested that no treatment would be offered in case of
emergency, and asked the ID‐physician and neurologist not to refer the boy to
hospital when the epileptic seizures could not be managed. Although death had not
been expected, the boy died in the centre following an epileptic seizure. His death
appeared to be the result of following the do‐not‐resuscitate order. Only the do‐not‐
resuscitate order was recorded in the files, not the considerations of the parents or
the doctors.
Non‐treatment decisions
 A 15 year old boy with no verbal communicative skills had Hodgkin disease. His
parents and pediatrician had decided to forgo treatment because of its complexity
and the possibly life‐threatening side effects. The treatment of Hodgkin disease
generally has a high success rate. The parents were afraid they could not handle
the medical problems on top of the boy’s long‐standing challenging behavior; he
was subsequently admitted to the residential centre in this study. He died of
Hodgkin disease within a year. At his parents request they took care of him at
home during the last two weeks of his life.
 A 60 year old lady with mild intellectual disabilities had disseminated breast cancer.
The oncologist did not consider any treatment options for her, noting in her
hospital transfer letter that ‘because of her intellectual disabilities, chemotherapy
is not possible’. The diagnosis or prognosis was not discussed with this lady. After
she was admitted to the residential centre, she was not informed at the request of
her family, who wanted to protect her from distress. Although the caregivers at the
centre believed it would be better for her to be informed about the expected end
of her life, the family’s wishes were respected.
 A 64 year old lady with moderate intellectual disabilities had a chronic neurological
disease and serious signs of a neoplasm in abdomen. Her three brothers and the
medical team felt there was a very severe decline in her quality of life during the
last years. The relatives, the neurologist, the ID‐physician and the geriatrician
discussed the situation, and they all agreed not to trace the neoplasm. The most
important reason for not starting a diagnostic pathway was the client’s perceived
increasingly poor quality of life. She was not informed about this decision by either
family or by professionals.
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 Parents had previously requested for their 15 year old son not to be treated in case
of medical decline. When the son developed an umbilical rupture, they changed
their mind and asked to refer their son to hospital for surgical intervention. He died
from complications following the intervention. For the parents it was difficult to
stick to their former decision.
 A 65 year old lady with Down syndrome had dementia. She had been treated for
pneumonia repeatedly and with increasing frequency, and died of a final episode of
pneumonia which was left untreated. The patient was choking on her own saliva,
and at this stage treatment was considered to be futile. For the involved
representative it was very difficult to discuss this complicated situation with the
other family members. Finally he agreed with the doctor’s proposal of non‐
treatment.
Removal of nasogastric feed tube
Two residents with Down syndrome and dementia returned from hospital with a
nasogastric tube.
 One woman with symptoms of an extensive cerebral vascular stroke removed the
tube herself. As the attendant doctor, caregivers and family thought the cerebral
damage was very extensive, they decided it was in her best interest not to give her
another tube.
 A 52 year old man went to hospital at the end of life because of an epileptic
seizure, and a nasogastric tube was inserted. The hospital medical team did not
discuss the benefit of the tube for this resident with the relatives. At the residential
centre, the focus of the treatment plan had been discussed with his relatives
several months earlier. They agreed with the proposal not to give fluid by
nasogastric tube if oral intake would diminish. After his return from hospital the
tube was removed, in line with former agreements, because relatives and
caregivers felt it would not improve his quality of life. Not the length of life but the
quality of life was the most important focus in the terminal phase.
It is possible that the removal of the nasogastric tubes shortened life expectancy.

Euthanasia request
An older mother requested euthanasia for her 50 year old son who she felt had a poor
quality of life. In his youth, this man was able to communicate more clearly, to walk
and cycle, and to work in a sheltered workshop. Over the years there was a very
serious decline of his physical health. He was wheelchair‐dependent and was fed by
his caregivers. He remained in bed for most of the day. Repeated medical
examinations did not reveal the cause of his progressive deterioration. As the man
himself could not express his thoughts or indicate the severity of his complaints, the
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doctor could not agree to the mother’s request. In Dutch legislation only a person
himself can request for euthanasia, no other person can do so, even not parents.

Discussion
Notwithstanding increasing longevity in people with intellectual disabilities, they still
die at a younger age than the general population15. People with severe and profound
intellectual disabilities have more physical and health problems, which will shorten life
expectancy even more2.
Half of the residents died unexpectedly. Sixty percent of the deceased residents in
the study population had a recorded end‐of‐life decision, including those who died
suddenly. In the Dutch general population, the total frequency of end‐of‐ life decisions
between June 2001 and February 2002 was 44% in non‐sudden deaths.11 End‐of‐life
decisions occurred in 70% of all deaths in a prospective cohort study in long‐term care
patients with a life‐expectancy of six weeks in 16 nursing homes representative for
the Netherlands.16 This higher percentage is not surprising, given that the prognosis
was only six weeks. The percentage found by Van Thiel in people with intellectual
disabilities12 was 44%, which did not include residents who died in hospital. It could be
that the percentage in our study is relatively high because in this particular residential
care centre, discussions with representatives often start early in the course of a
disease. The advantages are not only that advance directives are in place, but also
that relatives are more accepting of the dying process, even though death remains
unexpected at times. The fact that half of the deaths studied were expected, reveals
that end‐of‐life decisions and end‐of‐life care are a key issue for research and service
providers.
A non‐treatment decision was taken in seven of the deceased residents, possibly
shortening life expectancy in some cases. In the Netherlands a study in the general
population demonstrated that end‐of‐life decisions only have a small influence on life
expectancy.17 There are no reasons to presume that this is different in the care for
people with intellectual disabilities.12 On the other hand, young people with a disease
like Hodgkin are routinely offered curative treatment. In the case described, the
decision by doctors and parents not to treat the 15‐year‐old boy was not based on his
medical condition, but on the fact that he had challenging behaviour and was unable
to understand the burden of treatment and its side effects. This decision resulted in
his death a year later.
The example of the 60 year old lady with breast cancer shows a lack of
deliberation between doctors, family and patient whether there should follow
(palliative) treatment at end‐of‐life. It seems clear that the doctors in both cases made
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a non‐treatment decision on the basis of their intellectual disabilities, rather than
their physical illness.
The cases illustrate that advance planning, for example through do‐not‐
resuscitate orders, seems to give certainty. In the absence of such planning, decisions
are taken at the moment they are required, a time when emotions can run high and
decision making can be more difficult.
As illustrated in this study, parents have a very important voice in taking end‐of‐
life decisions, particularly for young people. It is difficult for anyone but the person
him‐ or herself to judge quality of life. Parents know their children intimately and will
have a distinct opinion on the child’s quality of life, but there is a worrying possibility
that a parent’s assessment of poor quality of life leads to discriminatory or even
unethical practice if it is not also carefully considered by a range of carers and
professionals. The doctor has to consider the medical facts and not presumed quality
of life. It is clear that end‐of‐life decisions, particularly if quality‐of‐life assessments
are involved, present complex problems that need to be negotiated with care.
Doctors will generally seek consensus with representatives and other caregivers.
In a qualitative, ethnographic study in two nursing homes in the Netherlands an
attempt was made to clarify the decision making process when withholding the
artificial administration of fluids and nutrition in patients who lacked capacity.18 One
of the conclusions was that doctors tried to create the broadest possible basis for the
decision making process and its outcome, mainly by involving family.
However, not every person with intellectual disabilities has family involved. In a
retrospective study in a long‐term residential care centre in the USA, only 20% of the
850 people with severe disabilities had family involved in their welfare decisions.19
Half of the residents in our study had family involved in end‐of‐life decisions, which
can be seen as a more favorable situation. In the other half, some family lived far
away and rarely visited the resident. In those cases, it seems appropriate to involve
distant family members in some way, but not to base end‐of‐life decisions solely on
the opinion of relatives who may not know the resident very well.20
Communication between doctor and patient took place in only 38 percent of end‐
of‐life decisions in the Netherlands in 2005.17 In our study population discussions
between the resident and the doctor never occurred, or at least were not recorded in
the files. However in half of the deceased there was a discussion with the
representatives. Hardly anything was recorded about the process of decision making,
nor about the diverse roles of the people involved.
Seeking consent is a fundamental part of good practice in the care for people with
intellectual disabilities.6 Health care professionals should be trained to give
information in an adequate way.14 As Van Thiel concluded, it may be that health‐care
professionals too often presume a lack of capacity in people with intellectual
disabilities, without actually testing this.12
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The capacity of residents to take a health‐care decision was not recorded in their
files, which leads us to assume that it was never assessed. It seems that end‐of‐life
decisions were not discussed with the residents, nor were they informed about this
after the decision was taken. The physician and the family didn’t want to discuss end‐
of‐life decisions with the resident probably because they supposed the resident
couldn’t understand the message and because they wanted to protect him or her.
Finally a few limitations should be noted.
This study was carried out in only one service center with 335 clients. This is a
small and not representative proportion of the total Dutch population of people with
intellectual disabilities (estimated to be about 111,000 people21).
Causes of death recorded were all presumed. In the Netherlands, postmortem is
not common practice in cases of natural death.
The results were further limited by the fact that this was not a prospective study,
but a retrospective review of files; the considerations of those involved in decision
making were not written down in any detail.

Conclusions and recommendations for further study
This study has demonstrated that medical end‐of‐life decisions played a part in
significant numbers of people with intellectual disabilities who died within a
residential care setting. The decision‐making process was not clear from their medical
files, and further research is needed to establish this. In particular, it would be
important to investigate to what extent people with intellectual disabilities and their
representatives are involved in such decision making. The views of the representatives
were important as demonstrated in some of the cases. This raises the question
whether it is right that the opinion of the representative carries so much weight. As
this is by no means a one‐off occurrence in practice, it needs to be addressed. A
further, more comprehensive study of decision‐making processes in the end‐of‐life
care for people with intellectual disabilities would be important in order to
understand the thought processes and influence of various stakeholders, including
people with intellectual disabilities themselves, families, doctors, nurses and other
carers. Guidelines should be developed and implemented to support policy makers
and practitioners in this important aspect of care for people with intellectual
disabilities.
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Abstract
Background
The aim of this study was to investigate the process of end‐of‐life decision‐making regarding people with
intellectual disabilities (ID) in the Netherlands, from the perspective of physicians.
Method
This qualitative study involved nine semi‐structured interviews with ID physicians in the Netherlands after
the deaths of patients with ID that involved end‐of‐life decisions. The interviews were transcribed verbatim
and analysed using Grounded Theory procedures.
Results
Four main contributory factors to the physicians decision making process were identified, three of which
are related to the importance of relatives’ wishes and opinions: (1) Involving relatives in decision making. As
they had assessed their patients as lacking capacity, the physicians gave very great weight to the opinions
and wishes of the relatives and tended to follow these wishes. (2) Delegating quality of life assessments to
relatives. Physicians justified their end‐of‐life decisions based on their medical assessment, but left the
assessment of the patients’ quality of life to relatives, despite having their own implicit opinion about
quality of life. (3) Good working relationships. Physicians sought consensus with relatives and paid care
staff, often giving greater weight to the importance of good working relationships than to their own
assessment of the patient’s best interest. (4) Knowledge of the patient’s vulnerabilities. Physicians used
their intimate, long‐standing knowledge of the patient’s fragile health.
Conclusion
In order to take a more balanced decision, physicians should seek possibilities to involve patients with ID
themselves and other stakeholders which are important for the patients. Physicians who have known the
patient over time should rely more on their own knowledge of the patient’s needs and preferences, seek
the input of others, and openly take the lead in the decision making process.
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Introduction
In the process of end‐of‐life decisions for people with intellectual disabilities (ID),
physicians struggle with the roles and tasks of themselves and other caregivers and
representatives. End‐of‐life decisions are those decisions which can hasten death,
whether intentionally or not. They include withdrawing or not starting medical
treatment, pain treatment with possible life‐shortening side‐effects, and ending a
patient’s life with or without his or her request. These kinds of decisions are extremely
important, and are known to play a substantial part of the process of dying in half of
the deaths in Western countries.1 End‐of‐life decisions are just as relevant for people
with ID as for the general population.2,3
Normally, patients should play a key role in any decision‐making process that
affects their lives, but people with ID are sometimes unable to do so. Assessment of
someone’s capacity to decide is a part of the decision‐making process and is often not
straightforward. In the Netherlands, it is the responsibility of the relevant health care
professionals to assess this capacity where health care decisions are concerned4 and
to consult with the patient’s representative as stipulated in the Contract of Medical
Treatment.5 A “representative” (often a close or distant relative) is a legal entity
carrying the power of substituted decision making for patients who lack capacity,
although the roles and responsibilities of representatives in end‐of‐life decision
making are not clearly defined. For example, physicians can disregard the wishes of
representatives about medical decisions; but they would need to have clear reasons
for doing so, such as their assessment that the course of action proposed by the
representative would be harmful to the patient5. England and Wales has a model
where medical decisions for those who lack capacity are based on an assessment of
‘best interest’ rather than on substituted decision making; it gives the explicit
opportunity to take into account a broad range of views.6,7
In both the Dutch and the UK models, relatives of the individual with ID have the
important task of giving advice and especially of taking into account the patient’s
quality of life. Ultimately, however, it is the ID physician who is responsible for end‐of‐
life decisions, not the representative.5
Knowledge about the process of decision‐making regarding people with ID, and
knowledge about quality of life as a contributing factor in end‐of‐life decisions, is very
scarce. Some studies have examined end‐of‐life decisions in nursing homes for the
general population.8 General palliative care literature shows that clear decision‐
making is an important component among the factors contributing to a good death.9
The aim of this study was to investigate how physicians make end‐of‐life decisions
for patients with ID, and in particular, what factors affect the process of decision
making.
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In this paper we use the term ‘patients’ (rather than ‘clients’ or ‘people’) with ID
to reflect their physical life‐limiting conditions; they were under the medical care of
the ID physicians who use the term ‘patients’ for people on their caseload.

Methods
Setting and sample
In the Netherlands, ID physicians are medical physicians who have undertaken a
three‐year vocational training, whose caseload consists exclusively of people with ID.
In the Netherlands people with ID live at home with their family, in small living
facilities or on a larger campus, and are under the care of family physicians (GPs:
‘General Practitioners’) or ID physicians. ID physicians care mostly for people with
profound, severe and moderate ID; GPs care mostly for people with mild ID.
A group of 12 ID physicians were invited to participate in a research project about
end‐of‐life decisions. Their patients with ID were living in small facilities in the
community or on a larger campus. They were part of a group that met for peer review
six times a year and had known each other for a long time, in most cases more than
ten years. The first author had been part of this group from the start.
In 2008 she asked the peer review group to select any of their patients who met
the following inclusion criteria: (a) died in the past year (excluding sudden deaths); (b)
after a process of end‐of‐life decisions; and (c) involving representatives who agreed
to participate in the study. Six ID physicians identified eight patients who met these
criteria, and these physicians all agreed to participate. They contacted the
representatives involved in their patient and in the decision making process, and
asked if they would agree to a face to face interview. All agreed and the ID physician,
the most significant paid care staff and the representative were interviewed
separately by the first author. As all but one of these representatives were the
patients’ relatives, the term “relative” will be used in the rest of this paper.
Because the deceased patients were initially sampled by convenience through the
ID physicians and most had lived in institutional settings (seven on a larger campus
and three in small living facilities), there were only two people with mild ID out of the
first eight deceased patients proposed. A purposive sampling method was used to find
two further patients with a mild cognitive impairment. People with mild ID often live
in small homes in the community, supported by paid care staff, with medical care
provided by a GP. We used a short paper in a bulletin of the Department of General
Practice at Maastricht University to invite GPs to report the deaths of people with
mild ID. As no GPs responded, ID physicians who were known to have had patients
with mild ID were approached. This resulted in two additional cases of patients with
mild ID who had deceased, and their relatives, with one doctor ultimately refusing to
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participate in an interview (ten patients, seven physicians, nine interviews with
physicians).
Interviews were held between November 2008 and June 2010. This paper reports
the viewpoints of the physicians on end‐of‐life decisions for people with ID. The
findings of the interviews with the relatives and paid care staff will be reported
separately.

Ethical approval
The Ethics Committee of University Hospital Maastricht and Maastricht University
approved the study.

Data collection and analysis
Data collection
An interview guide was developed, as no questionnaire on the end‐of‐life decisions
preceding the deaths of people with ID was available. The interview guide was based
on concepts found in the literature, discussions with the project members and a pilot
interview with an ID physician, and was reviewed by experts (a professor of health
law, a professor of ethics of health care and a senior researcher in palliative care). The
guide was piloted in two interviews not used for the final sample, and encompassed
four topics and probing questions about the participants and their roles, the
considerations which were used, the concept of quality of life and the decision‐making
process (for details see Appendix 3.1).
All interviews were recorded on a digital voice recorder and transcribed verbatim.
The names and other personal details of the participants were removed and replaced
by a code. After each interview, field notes were kept to record impressions of the
interviewees and their environment and to note certain important statements, often
made after the taped conversation had ended. Interview guides were adapted to
reflect emerging themes, following Grounded Theory principles.
Analysis
The interviews were analysed following the procedures of Grounded Theory, a
qualitative research method used to develop an inductively derived theory about a
phenomenon (Strauss, 1990).10 The grounded theory approach uses a constant
comparative method in the analysis process, with open, axial and selective coding.
The first six interviews were open‐coded, which yielded a list of key words and
associated concepts. These words and associated concepts were grouped into a
structure. After six interviews, data saturation was reached. The seventh to ninth
interviews were axially coded, which means that the concept structure was
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broadened and concepts were defined in more detail. Selective coding was used to
identify a core category, after which the other major categories were linked to this
core category. The results of the selective coding process were checked by rereading
all nine interviews which had been used for open and axial coding. Triangulation of
data was achieved by interviewing different sets of stakeholders (physicians, relatives
and paid care staff). The computer program NVivo was used to store and organise the
data.
Member check took place by presenting the results of the open coding at a
meeting of the peer review group of ID physicians, where no new points of view were
expressed.
All interviews were coded by the first author. In addition, each interview was also
analysed by one of the other members of the project group or a physician interested
in end‐of‐life decisions (researcher triangulation). The first author wrote overall
instructions for open and axial coding for the researchers involved in the analysis
process.

Results
Patients were six women and four men, ranging in age from 40 to 78 years. Three
patients died of cancer, two of dementia, two patients had a progressive neurological
disease, two had an unspecified health decline and one patient died of a chronic
pulmonary condition (see Table 3.1).
The nine interviews with physicians ultimately yielded four categories, each of
which represents an important factor that contributed to their processes of end‐of‐life
decision making for patients with ID (see Figure 3.1).
Table 3.1

Age of dying, level of intellectual disability and cause of dying.

Patient 1, 78 yr, mild ID, series of strokes causing serious cognitive decline
Patient 2, 40 yr, mild ID, cancer
Patient 3, 50 yr, severe ID, Parkinson’s disease
Patient 4, 43 yr, profound ID, feeding problems, bowel obstruction
Patient 5, 57 yr, severe ID, Down’s syndrome, dementia
Patient 6, 51 yr, severe ID, feeding problems, general decline, sudden death
Patient 7, 66 yr, profound ID, neurological decline with serious hypothermia
Patient 8, 47 yr, moderate ID, cancer
Patient 9, 73 yr, mild ID, COPD (chronic obstructive pulmonary disease)
Patient 10, 68 yr, mild ID, cancer
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Figure 3.1

Factors affecting the end‐of‐life decision making by physicians for patients with intellectual
disabilities.

Involving relatives in decision making
The participants involved in the process of end‐of‐life decisions were physicians,
relatives and paid care staff, and in exceptional cases other professionals.
In all nine cases, the physicians reported that they had not consulted or involved
their patients in the decision making process. In some cases there was a very clear
lack of capacity, as in that of a patient with Down syndrome and dementia, or that of
a patient with profound ID. Each physician who was interviewed about a patient with
moderate or mild ID was convinced that their specific patients had been unable to
understand the consequences of a choice and could not comprehend the process of
decision‐making. As one physician said:
No, she was not mentally competent. She might have a mild intellectual
disability as regards verbal intelligence, and she had considerable practical
skills, as she was able to play the piano, read music, and read articles in The
Watchtower [a magazine], but her emotional development was at a much
lower level (MD 9)
About the choice of starting palliative chemotherapy, another physician said:
No, we didn’t consult A about this, as we thought that A did not possess the
required level to understand this. This idea of “what if…”. A simply wasn’t up
to that. (MD8)
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As they had assessed their patients as lacking capacity, the physicians gave very
great weight to the opinions and wishes of the relatives and followed these wishes in
all but one of the cases. In fact, they made implicit suggestions to the relatives that
they (relatives) had the right to decide upon the treatment policy. Despite this, the
physicians saw themselves as the person who made the necessary medical decisions
and took responsibility for their decisions.
Her sister said explicitly that she appreciated the fact that she was given this
information, but that I took full responsibility for the management. Well, the
management basically consisted of pain control using a morphine plaster, and
if she regained some consciousness, we would see if we could offer her some
liquids. (MD7)
The relatives quickly became convinced that there was no remedy for her. …
So the relatives immediately clearly stated that they wanted no palliative
chemotherapy, nothing that would put an additional burden to her; they
didn't want to torment her (MD8).
The considerations used for the decisions were developed in a complex and often
protracted process, in which participants discussed the direction of the further
treatment policy, a policy that could change over time depending on changes in health
issues. One doctor, discussing the relatives of a patient with a neurological disease,
said:
It’s a process in which everyone involved gradually moves towards a decision.
The relatives’ wishes carry a lot of weight. (MD3).
The one case where the physician acted against the relative’s wishes involved a
family asking for palliative sedation for their relative with ID. The physician felt
strongly that this was not in the patient’s best interest and did not comply with the
family’s request, although he found not following their wishes a very difficult thing to
do.
Physicians preferred to discuss end‐of‐life decisions in a stable and calm situation,
when emotions were under control and enough time could be spent on a sensible
discussion. Nevertheless, the physicians also reported that they did not always avail
themselves of the opportunities that came along in everyday care situations.
When you see people deteriorate over a period of six months or so, you start
to look ahead, to see how far you will go, where does it end, and then you
discuss this with the relatives. But if it’s someone where there’s no clear
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deterioration in the course of two or three years, no, I don’t think it would be
discussed. But I’m only guessing, of course. There are some people where you
will do this. As soon as someone from the team or a relative happens to
mention it, or a related topic, you tend to think, “yes, we really ought to
discuss this sometime.” (MD6)
The physicians did not mention the weight they gave to the contribution of paid
care staff in the decision making process. It may be of interest here to report that
these paid staff (who were also interviewed as part of the overall study) themselves
felt that they did have an important contribution to make.
The role of the paid care staff, as seen by physicians, is to inform them about
symptoms and signs they notice in the patients and to test the considerations and
grounds which contribute to a decision for a particular patient.

Delegating quality of life assessments to relatives
None of the physicians introduced the concept of quality of life in their description of
the decision‐making process, but in all nine cases they were asked if an assessment of
quality of life affected their end‐of‐life decision. They seemed to have an opinion
about this theme but did not put it into words. Physicians were inclined to leave it to
relatives to evaluate the patients’ quality of life, and as has already been described,
the relatives’ evaluation and opinion about their loved ones’ quality of life carried
great weight. The physicians themselves only gave their medical considerations as
explicit contributions to the decision. They were reluctant to discuss their own
opinions of their patients’ quality of life. When asked whether they had views on
quality of life, physicians did not deny this, but added that they were not entitled to
use this in treatment decisions.
However, it seemed that the physicians’ own assessment of the patients’
quality of life did contribute to their end‐of‐life decisions in an implicit way. Off the
record, they certainly had their own opinion about the quality of life of patients whom
they had often known for many years. The account of one physician illustrates this
implicit opinion:
I find it hard to comment on that [quality of life]. Whether life … I do think
that if you see someone go from an independent, mobile woman with her
own clear opinions deteriorating into a kind of vegetable over a period of
seven years. Although there were good moments, that’s true. But then I think,
‘Let her go. Just let her go.’ It’s actually a hopeless situation. It’s just a case of
prolonging a miserable life, even though it had its valuable moments. I don't
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want to be judgmental. You often hear specialists say, ‘Is this life still worth
living?’ or things like that. That makes me think, ‘Who am I? God?’ (MD1)
Another physician said:
I think that, as we had concluded in the earlier conversation, that his quality
of life had rapidly deteriorated. And of course we restarted oral feeding, but it
was all of course just little morsels. And he kept choking on the food. It was …
well. So that was based on the talk we had in October, when the relatives felt
that his quality of life had become very low compared to the previous
situation. (MD3)

Good working relationships
According to the physicians, good working relationships with relatives and paid care
staff were the most important contributing factor to ensure an effective process of
decision making. The “working relationship” with relatives refers to that part of a
professional’s relationship with relatives that facilitated the process of decision‐
making. In this process, the importance of developing a good relationship and work
towards consensus seemed to be given greater weight by the physicians than the
importance of arriving at a decision that was in the patient’s best interest. This was a
negotiation process with a degree of give and take, and sometimes physicians ‘gave
in’ to the relatives against their own better judgement.
We agreed at that time to administer a nasogastric tube, even though I did
not agree with that at all. But the relatives were particularly worried about
one thing, the familiar story: ‘If they become dehydrated, they get terrible
thirst. That’s such a torment.’ However often I told them that this wasn’t true,
I think I just didn’t get through to them. So I agreed that a nasogastric tube
would be applied if there were signs of dehydration. (MD1)
Paid care staff included mostly nurses and trained support workers with a
background in social care. A good relationship with paid care staff was necessary for
the physicians because paid care staff could often provide them with detailed
information and knew how to interpret the signals given by patients. Physicians were
able to see the main health problems, but subtler changes in physical wellbeing might
escape their notice, as most patients did not complain. They therefore depended on
paid care staff for the interpretation of these signals and for knowledge about
patient’s wishes and preferences. In cases where the patient’s health declined
gradually, it was often the paid care staff who noticed the decline, rather than the
doctor or relatives.
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Well, it was especially the signals I got from the nursing staff, who of course
had got to know him pretty well by then. And they told me: ‘We find it very
difficult. We see no … we never really see him happy.’ It was often little things
that they noticed that showed them ‘he’s OK for now.’ But most of the time
he was actually not OK. Those were the signals I got. (MD3)

Knowing the patients’ vulnerabilities
The fact that the physicians often knew their patients very well, having cared for them
for many years (from two up to 25 years), resulted in a patient‐centered management
strategy based on intimate knowledge about the lives of their patients and their
families. The considerations used in end‐of‐life decisions were rooted in the
vulnerability of the people with ID, whose lives, especially in terms of health issues,
were often highly fragile. However, the physicians in this study seemed to find it
difficult to give rational explanations for their medical decision making, and the
considerations they used to explain the decisions seemed to be identified in
retrospect. At first, physicians tended to offer rather vague reasons for their decisions.
What we did agree on was that, well, her situation was so unfortunate and
that her prospects for recovery to a normal situation were so poor that we
had to let her go. And of course that is what happened. (MD8).
The health situation of the patients involved in this study had been mostly stable
but vulnerable; many patients had feeding disorders and epileptic seizures. In this
fragile state, some of the patients had experienced a distinct health decline. End‐of‐
life decisions were made following a health event which was considered serious and
important. Death often came months or years after these health issues were
discussed, probably because it is not always possible to foresee how physical
conditions will progress.
We made agreements as to what had to be done in case of a recurrent stroke,
or a pneumonia, what to do if she refused to eat or to drink. And those
agreements did not have to be activated for the next two years. (MD1)
Considerations to come to a decision were more implicit than explicit. The
following quote is from a doctor talking about a 50 year old patient who was unable to
move or to speak, with a progressive neurological disease and recurrent pneumonias,
who had been fitted with a gastric tube the year before. The doctor recognised the
medical benefits of sending the patient for repeated hospital admissions, but was
worried about how this affected the patient:
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If I think of the number of times he was hospitalised … And after each time he
returned in a much worse condition. Or well, … much worse? Of course he
would have recovered from his pneumonia, or the gastric tube would work
properly again. But after each hospitalisation it was just … he had lost so
much ground. He would be physically much more tired. And pressure sores,
pressure sores everywhere. (MD3).

Discussion
One of the most striking findings of this study is the weight given to the opinions of
relatives in physicians’ end‐of‐life decision making processes. Three of the four main
contributing factors are related to the importance of relatives’ wishes and opinions.
This may be in part a result of the Dutch legal system, where ‘patient representatives’
are substituted decision makers for patients who lack capacity. Looking at the factors
influencing physicians’ end‐of‐life decision making, several important factors were not
prominent, notably including the perspectives of the patients themselves. A more
balanced assessment of “best interest” (including the perspectives of a wider range of
involved parties) was also lacking.
Physicians felt responsible for the end‐of‐life decision and sought consensus with
relatives and paid care staff. However, this was not “shared decision making” in the
sense described by Charles et al. 11, who states that key characteristics of “shared
medical decision‐making” include that at least two participants are involved (physician
and patient), share information, and take steps to achieve consensus about the
preferred treatment. According to the physicians in our study, they shared the end‐of‐
life decisions with relatives and paid care staff, but not with patients.
Within the concept of shared decision‐making, a distinction must be made
between the process of involvement and the final decisional responsibility.
Practitioners can focus on the process of involving patients rather than considering
who actually makes the decision12. In our study, physicians did indeed involve the
relatives and did take responsibility for the final decision, but where no consensus
could be reached, it was often the relatives’ wishes that influenced the decision most
strongly. Physicians found it very difficult to go against the families’ wishes, although
there was one example where this did happen.
One consequence of physicians’ strong inclination to accommodate the relatives’
wishes was that they were not explicit about how their own non‐medical reasons
influenced their decision. This included their own opinion about the patient’s quality
of life.
Evaluating the quality of life of another person is not easy, and substantial
evidence is available for a lack of agreement between self‐reports and proxy reports,
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including the self‐reports of people with ID.13 Evidence has been found that proxies
cannot predict the preferences of those they represent regarding end‐of‐life
decisions.14
Although the physicians we interviewed knew their patients intimately, the
category of “Knowing the patients vulnerabilities” did not contribute accordingly to
the decision‐making process. In line with our findings, Dreyer et al.8 found that it
appeared to be difficult for physicians to explicitly describe their practices regarding
to end‐of‐life decisions and the values and justifications on which these practices were
based. Physicians should be trained to describe more explicitly their reasons for a
particular decision (including their value based judgements), and habitually discuss
ethical issues to sustain the decision‐making process.15 They should also document
the process of decision‐making explicitly.16
The authors of this paper argue that if a patient is unable to contribute in a
meaningful way to the assessment of his or her quality of life, it is best to involve as
many people as possible in such an assessment. This includes family, friends, paid and
unpaid carers, and members of the medical team who know the patient. Although the
most important role of a physician in this process is to contribute his or her medical
opinion and to outline the pros and cons of proposed treatments (or withholding of
treatments), it is important that a physician, like all other involved parties, is able to
contribute his or her thoughts on the patient’s quality of life and to let this be one
part of the decision making process. If the opinion of only one set of stakeholders (in
this case, the representatives/relatives) is given such heavy weight, there is a danger
that this leads to a less balanced representation of the patient’s own preferences.
In the Netherlands, this should include ID physicians and GPs if they have known
the patients and their families over time. The Dutch situation, where many people
with ID have been well known to their physicians for many years, may be unique.
However, there may be similar situations in other countries, for example with regards
to children and young people with profound and multiple ID and their families.
The capacity of the patients to participate in end‐of‐life decisions was judged to
be insufficient, even if they had a mild level of ID. The non‐involvement of vulnerable
groups in medical end‐of‐life decisions is not unique to people with ID; children, for
example, seem also not to be involved in medical end‐of‐life decisions. 17,18 Other
studies have found that people with mild and moderate ID are capable of giving their
views on end‐of‐life care19, and that the end‐of‐life experiences and preferences of
people with severe and profound ID can be obtained through careful listening and
observation.20 However, this does not often happen, and health care professionals
have been found to be unaware of the emotions of their patients with ID, including
anxiety and fear.21 Physicians and other involved parties should therefore carefully
assess patient’s opinions on end‐of‐life decisions, even if the patient fails the test for
mental capacity; often, such opinions are expressed without words. In the position
statement “Caring at the End of Life” the AAIDD ( American Association on Intellectual
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and Developmental Disabilities) states that people with ID should make their own
decisions, as much as possible.22‐24
“Good working relationships” with relatives and paid care staff supported
physicians in their decision‐making tasks. If it was difficult to reach a consensus, the
physicians tried to achieve consensus by taking time to discuss the issues with
relatives. The et al.25 and colleagues found the same in research among nursing home
physicians, who also sought consensus with relatives about end‐of‐life decisions. In a
qualitative study in 10 nursing homes in Norway, interviews revealed that the nurses
and physicians were more focused on the relationship with the relatives, sometimes
at the expense of respecting the patient’s wishes or best interest.8
Within the Dutch legal system the ID physicians in this study tried their very best
to make a good decision for their patients. If the opinions of physicians and the
relatives differ, the physicians struggle with their role and the possibilities they have
for overruling the relatives in favour of their patients. This can be a lonesome position
and perhaps best interests models give better opportunities to involve views and
opinions of important stakeholders than the representational model.

Strengths and limitations
This is the first study about end‐of‐life decisions for patients with ID in which
physicians were interviewed about the way they actually functioned in the decision‐
making process. The physicians cooperated freely and generously in cases which were
often complex and controversial. They were open about their shortcomings and
doubts and deserve respect for this attitude. The physicians in this study did not differ
from the total group Dutch ID physicians so we feel that they represent the ID
physicians in the Netherlands. As this study did not include GPs or medical specialists,
the findings are not representative of them.
As the patients had died during a period of one year preceding the interviews, it
may have been difficult for the physicians to recall the detailed considerations leading
to a decision. Previous research has found that the process of end‐of‐life decisions is
recorded only briefly in patients’ files.16 If the research had been done prospectively,
considerations and motives might have been formulated more in detail.

Conclusion and implications for research and practice
Three of the four main contributing factors are related to the importance of relatives’
wishes and opinions. In order to take a more balanced decision, physicians should
seek possibilities to involve patients with ID themselves and other stakeholders which
are important for the patients. Physicians who have known the patient over time
should rely more on their own knowledge of the patient’s needs and preferences,
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seek the input of other carers and paid care staff as well as relatives and openly take
the lead in the decision making process.
Further analysis of our work should yield information about the needs of relatives
and paid care staff. Future research should focus on the needs and views of people
with ID themselves, and we are obliged to think carefully about the most adequate
procedures. The ultimate goal of our project is to involve all major stakeholders in
developing a guideline to support end‐of‐life decisions for people with ID including
first and foremost people with ID themselves.

45

Chapter 3

Appendix 3.1
List of topics, with interview themes, about end‐of‐life decisions for
people with intellectual disabilities
Roles
The roles of the different participants in the decision‐making process. Who made the
end‐of‐life‐decisions, who influenced this process? Was the patient with ID involved?
What was the link with the patient’s capacity to decide, including the level of ID? Did
the paid care staff play a part in this process?
Quality of life
The quality of a patient’s life and its influence on the decision‐making process. Did the
relatives have a clear idea about their quality of life, and on what aspects of the life of
their loved one was this based? Did the physician take the quality of life into account?
Considerations
The considerations which led to an end‐of‐life decision. Did only medical
considerations play a role, or were the patient’s verbal or non‐verbal expressions
taken into account? Was there an immediate reason to make the end‐of‐life decision?
Process: we asked which aspects made this process good or bad.
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Abstract
Background
Not much is known about the process of end‐of‐life decision making for people with intellectual disabilities.
Aim
To clarify the process of end‐of‐life decision making for people with intellectual disabilities, from the
perspective of patient representatives.
Design
A qualitative study based on semi‐structured interviews, recorded digitally and transcribed verbatim. Data
were analysed using Grounded Theory procedures.
Participants
We interviewed 16 patient representatives after the deaths of ten people with intellectual disabilities in the
Netherlands.
Results
The core category “Deciding for someone else” describes the context in which patient representatives took
end‐of‐life decisions. The patient representatives felt highly responsible for the outcomes. They had not
involved the patients in the end‐of –life decision making process, nor any professionals other than the
doctor. The categories of “Motives” and “Support” were connected to the core category of “Deciding for
someone else”. “Motives” refers to the patient representatives’ ideas about quality of life, prevention from
suffering, patients who cannot understand the burden of interventions, and emotional reasons reported by
patient representatives. “Support” refers to the support that patient representatives wanted the doctors to
give to them in the decision‐making process.
Conclusion
From the perspective of the patient representatives, the process of end‐of‐life decision making can be
improved by ensuring clear roles and an explicit description of the tasks and responsibilities of all
participants. Regular discussion between everyone involved including people with intellectual disabilities
themselves can improve knowledge about each other‘s motives for end‐of‐decisions and can clarify
expectations towards each other.
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Introduction
End‐of‐life decisions are extremely important in the lives of most people, and are a
major aspect of the process of dying in half of the deaths in Western countries,1 in the
general population as well as for people with intellectual disabilities.2,3 An intellectual
disability is characterised by significant limitations both in intellectual functioning and
in adaptive behavior, originating before the age of 18.4
Legal frameworks vary from the best interests model (England and France) to the
representational or substituted judgement model (the Netherlands, Germany,
Belgium and USA). Although the legal circumstances are clear, there are significant
cultural differences between countries.5,6 In the Dutch system the doctor needs
consent from the patient or the representative (often close relatives like parents,
adult children, or adult siblings). The representative has to act as a good and careful
representative, but cannot refuse a necessary treatment nor enforce tests or
treatment. Other health care professionals like nurses or social workers have no legal
role in end‐of‐life decisions.7 Health professionals for people with intellectual
disabilities tend to allocate an important role to the patient representatives, who are
obliged to involve the patient and consider carefully his quality of life.8 Ultimately,
however, it is the ID physician (physician for people with intellectual disabilities) who
has the medical responsibility for end‐of‐life decisions in the Dutch system.8
Despite this responsibility the doctor, the patient with intellectual disabilities and
the patient representative have to prepare end‐of‐life decisions together, to share
decision making and to make treatment decisions.9 Insights into the process of shared
decision making are growing,10 and the importance of clinician‐patient relationships
with regard to supporting patient autonomy and hence shared decision making has
become more fully recognised.11 The participation of patient representatives makes
the treatment decisions even more complex.
The role and influence of patient representatives in the process of making end‐of‐
life decisions for people with intellectual disabilities have not been clearly described.
Who feels responsible, who takes responsibility, and do representative, patient and
doctor share the decision? Does quality of life play an important role? What are
important considerations in the decision making process? What makes the process a
good process? The aim of the present study was to clarify the process of end‐of‐life
decision making for people with intellectual disabilities as seen through the eyes of
the patient representatives.
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Methods
Setting and sample
In the Netherlands people with intellectual disabilities live at home with their family,
in small living facilities or on a larger campus, and are under the care of family
physicians or ID physicians (physicians exclusively caring for people with intellectual
disabilities).
The ID physicians working in different residential settings for people with
intellectual disabilities were asked to select any of their patients who had died in the
past year (excluding sudden deaths). The patient representatives in this study were
contacted by phone by the ID physicians who had cared for the patients toward the
end of their lives. None of the representatives refused to participate.
Representatives were invited for a one‐hour interview about the process of end‐
of‐life decisions, to be held at a place of their own choice. Subsequently, the
representative, the ID physician and the most closely involved professional care
provider were interviewed separately by the first author. The involvement of a
representative was an inclusion criterion, as we were interested specifically in their
contribution. Written informed consent was obtained before the interviews were
conducted.
Of the first eight deceased patients who were included, two had a profound
intellectual disability, four had a severe and one a moderate intellectual disability
(intellectual disability range 0‐70 IQ points, profound, severe , moderate, mild). To
include more patients with mild intellectual disabilities, we approached more ID
physicians. This resulted in two additional cases of patients with mild intellectual
disabilities (Table 4.1).
Between November 2008 and June 2010, ten cases were included, and semi‐
structured interviews were held by the first author (an experienced female ID
physician who worked at a residential setting not included in this study). This paper
reports the views of the patient representatives about end‐of‐life decisions for people
with intellectual disabilities.

Ethical approval
The Ethics Committee of University Hospital Maastricht and Maastricht University
approved the study.
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Data collection and analysis
Data collection
An interview guide was developed, as no existing questionnaire was available. The
interview guide was based on concepts found in the literature, discussions with the
project members and a pilot interview, and was reviewed by experts ( a professor of
health law, a professor of ethics of health care and a senior researcher in palliative
care). This resulted in four topics about the respondents and their roles, the
considerations which were used, the concept of quality of life and the decision‐making
process (for details see Appendix 4.1). Topics and probing questions were piloted in
two interviews with patient representatives, who were not included in the final
sample.
Interviews were conducted at home, in some cases with more family members
present. The interviewees knew that the interviewer was an ID physician. Field notes
were made to record impressions of the interviewees and their environment, for
example the prominent place of a photograph of the deceased. In these field notes
certain important statements, often made after the recorder had been stopped were
noted with consent of the interviewees. All interviews were recorded on a digital
voice recorder and typed out verbatim.
Table 4.1 Study population (patients and representatives).
Case
Age
Level
of Medical problems/cause of dying
number (years) intellectual
disability
1
78
Mild
Physical and mental deterioration
due to multiple strokes
2
40
Mild
Cancer
3
4

50
43

Severe
Profound

5
6

57
51

Severe
Severe

7

66

Profound

8
9

47
73

Moderate
Mild

10

68

Mild

Parkinson’s Disease
Feeding problems, bowel
obstruction
Down’s syndrome, dementia
Feeding problems, general decline,
sudden death
Neurological decline, serious
hypothermia
Cancer
COPD (chronic obstructive
pulmonary disease)
Cancer

Family member/ Legal
Representative
Brother, his spouse and a sister
Two volunteers: legal
representatives
Sister
Mother and Father
Sister
Mother and Sister
Sister
Two Sisters
Brother
Nephew
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Analysis
The interviews were analyzed following the procedures of Grounded Theory, a
qualitative research method. This method is used to develop a theory about a
phenomenon,12 featured by a constant comparative method with open, axial, and
selective coding phases. The first six interviews were open‐coded, which yielded a list
of key words and associated concepts. After six interviews, data saturation in the
open coding phase was reached. On the basis of the axial coding phase (seventh to
tenth interviews), we defined a core category, after which the other major categories
were linked to this category. The NVivo computer program was used to store and
organise the data.
All interviews were coded by the first author and analysed by one of the other
members of the project group (researcher triangulation) or a doctor interested in end‐
of‐life decisions (peer debriefing). The codes were discussed and if necessary
rearranged and refined and new concepts were added on the basis of these
discussions. Data from interviews with doctors and caregivers were used to refine the
analysis of the data of patient representatives (data triangulation).13

Results
The ten interviews with patient representatives ultimately yielded three
categories, each of which is discussed below. The core category was that of “Deciding
for someone else”, which identifies the context in which patient representatives make
end‐of‐life decisions. The categories of “Motives” and “Support” were connected to
“Deciding for someone else”. “Motives” refers to prevention from suffering, patients
who cannot understand the burden of interventions, emotional reasons and ideas
about quality of life. “Support” refers to the support which doctors are supposed to
give to patient representatives in the decision‐making process.

Deciding for someone else
Deciding for someone else involves at least two participants, the person who decides
and the person for whom a decision is made. The person who felt responsible for
deciding was mostly a family member who was the legal patient representative (Table
4.1).
Most patient representatives had known their loved ones for a lifetime and based
their decisions on an intimate knowledge of the patient. A suitable decision did justice
to their loved one, fitted in with their life story and did not harm them. The patient
representatives had to decide between various options, such as forgoing treatment
(e.g. antibiotics or chemotherapy) or continuing certain treatments (e.g. gastric tube,
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hospital admission) and felt highly responsible for the outcomes. The discussions
frequently involved do‐not‐attempt‐resuscitation (DNAR) decisions. As the patient
representatives wanted to avoid any suffering for their loved ones, they tended to
decide to withhold or withdraw tests or treatment, especially if they felt these might
be futile.
(Respondent 6) Sister: but I was like: if she has to go through all that too, with
this minimum of life she has left. And then all this pain on top of that. I felt,
well, … that wouldn’t do. So we were like: let’s just let her life go the way it’s
going now, without interventions.
Deciding to start tube feeding was very difficult for one sister because she knew
eating was one of the few small pleasures for her brother.
(R3) But that was the hardest part, I thought, I found that very hard indeed:
[name of patient] was someone who was profoundly disabled, to put it in
everyday terms. So he had few hobbies, in fact none. And eating was one of
the things he really loved … And well, this eating was now being taken away
from him [by the introduction of a gastric tube]. That’s what it came down to.
And that was really tough for me.
The patient representatives were not sure about the boundaries and limitations
of deciding for someone else, not sure about the relevant legislation, but felt morally
responsible for the decisions, just as the doctors were legally responsible. As one
patient representative said:
(R7) My brother and sister felt that I was the one taking the decision, and
they wondered whether I had the right to do that. I then said, well, the doctor
is supporting me. The doctor left the decision to me. It would have been
easier for me if things had been clearer. The doctor might have been clearer.
… I was never told that it’s the doctor who is actually responsible.
According to the patient representatives even patients with moderate or mild
disabilities were unable to make choices, such as whether or not to start
chemotherapy or be admitted to a hospital for aggravating treatments. As a brother
said:
(R9) Yes, you’re right, [my sister’s] is a doubtful case. She knows very well
what dying means, what being ill means. But if she’s really ill, the capacity for
rational thinking in her situation becomes very difficult….. She would probably
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have said no, no pain. As she hated pain…She would probably have said well,
if I’m going to heaven anyway, then let it be like this, that sort of thing.
A couple (where the woman was the representative) said:
(R2) M(an): That … was really impossible. But he was good at certain things,
like telling the time and that sort of thing.
W(oman): Computers, technology.
I(nterviewer): But you never discussed with him whether he wanted to be
resuscitated?
W: No.
M: No.
W: Death was a topic we never raised with A. We talked about it indirectly,
when others…. But not with A himself.
M: I think … you couldn’t discuss that with him, resuscitation.
W: He would totally panic. He couldn’t deal with that.
M: No, but then he couldn’t really understand what it was .
Apart from the doctors, no other professional care providers, such as nurses,
social workers, or priests, played a role in the decision‐making process, although
patient representatives appreciated their help and involvement in the end‐of‐life care.
(R2) I: Well, have you had any support apart from… I gather that one of the
doctors at the institute and the doctor at the hospital gave you support, and
also supported you in taking decisions. Is that right?
W: Yes.
M: Yes.
I: Did the nurses have a part to play in that?
M: No. Not really.

Motives
The main consideration in the decision‐making process was “we couldn’t go on like
that”, based on ideas about quality of life and weighed against the decline in the life
of the loved ones. The quality of life was often described as very basic, enjoying food,
holding someone’s hand, sunshine, playing on a trampoline, foot massage, drinking
advocaat liqueur. At the time of decision making, patient representatives felt that the
quality of life was only just acceptable and should not be reduced any further. The
following quote is from a representative of a man with mild intellectual disabilities
and severe physical impairments who had bladder cancer.
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(R2) So we knew what operation A would have to undergo, and we gave
permission for it. And we had also agreed with the urologist, and had it
entered into the file, that if anything should go wrong during the operation,
the surgeon would make the decision in such a way that A would not come
out of surgery even more impaired, even less than what he has and can do
now. We didn’t want that to happen to him .
In most of the cases, there was time to think about future health care decisions.
Prevention from (further) suffering was an important motive in the decision‐making
process.
(R7) S(ister): Before May there were still periods when I thought she seemed
content. You could tell that from the way she looked. She couldn’t say
anything, but she’d be sucking things or playing with those towels. But after
May she’d just be lying there and I couldn’t think of anything to make her
happy. So I thought this will only get worse.
The patient representatives felt that their loved ones could not understand the
burden of interventions, whether diagnostic or therapeutic. Two sisters expressed it
this way:
(R8) S(ister)1: The next time I went with her alone, yes. And then he [the
gynaecologist] came back, the gynaecologist said that there were still
opportunities for treatment. So I said, what would we be treating? Yes, but he
still had some expectations. And when we saw how fast it went, we were,
like, what would we be doing to her? How can we explain to her that she’ll
have chemotherapy, that her hair will fall out.
S2: We wanted to maintain that tiny bit of quality of life she still had as best
we could.
Some motives were more emotional than others, as was illustrated by a mother
who hesitated about surgery for a gastric stoma because she was not allowed to
accompany her daughter:
(R6) I: I hear you were reluctant about this PEG tube, and also about further
examinations. Can you explain why you were so reluctant about that? What
was the reason for that?
Mother: Well, these things couldn’t be done here, or where I could
accompany her. I would have to hand over my child, and I just knew she’d
come out worse.
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One representative said about a sister (a person who never spoke) that she would
not have wanted to be resuscitated.
(R5) Yes/ I thought it, … it’s what [name of patient] would not have wanted,
this resuscitation. It would then be OK for a while and then she’d have to go
through it all again. I didn’t want that.

Support
The patient representatives appreciated the doctor’s support in the process of
decision making. The doctors should be closely involved in the process of decision
making, be empathic and give the patient representatives time to think and
deliberate. Nevertheless some representatives did not want the doctor to influence
them in what they thought was important for their loved ones.
(R3) Sister: I got the feeling that she [the doctor] did have an opinion about it,
but she never really expressed it. At least not as far as I can remember. And I
actually liked that. As it would probably influence me. So she never said, like:
‘I’d do this or that’, or ‘Are you sure about that?’ She never said things like
that.
Other patient representatives wanted the doctors to give personal advice.
(R5) Did the doctor support you?
S: Yes, she did, actually. If I proposed something, she might say that she [the
doctor] might do the same, you know, about the decision I made. And I did
feel that was … since you have to make the decision all on your own… My
sister would say: ‘you should do what you think is best, you only want what’s
best for her’. And if I discussed it with my sister, she might say: ‘Yes, that’s
what I would do too’. But it’s good to hear that from a doctor. That she [the
doctor] takes the same view.
The doctor should know the family and the different roles in the family, and
positively value the role of the patient representatives.
(R3) Sister: I think she was very thoughtful in the way she dealt with the
family. With the family’s wishes, but also with the family as a family. She
knew exactly that someone was the mother or a brother, and she kept that
very much in mind.
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Some patient representatives had not visited their loved ones very often, which
gave them a less prominent position in the decision‐making process. As a brother said
about his contribution to the process:
(R9) B(rother): Well, I really have to say they did an excellent job.
I: And you feel you’ve been given the position that you were entitled to in this
kind of process?
B: Yes, I think it would have been a bit arrogant of me to suddenly play the
older brother who’s calling the shots.
Reassurance was an important part of the support.
(R5) Then I’d call one of them, and they’d immediately take it up. They’d
immediately report it to doctor B. And she’d come round – well not
immediately, that wouldn’t be possible of course – but she’d come round at
least the next day. To see what the situation was like. If there was anything,
doctor B would always phone me at home. I really appreciated that.
The support failed when there was a conflict of opinion between a doctor and a
patient representative, as it emerged that the doctor was in the position to make the
decision,.
(R8) I: And how did you feel about that? What was your impression of the
doctor at that moment?
S2: Reluctant.
S1: Yes, distant.
S2: And also, like, I’m the one to decide and this is how we’re going to do it.
S1: I’ll do this, and I’m the one to decide. And he really made it very clear that
there was this difference.
The patient representatives were not aware that it was possible to discuss
decisions other than the DNAR with the doctor. This left them feeling un‐supported.
(R6) I: … we sometimes call that a minimal intervention policy. My question is
whether you ever considered trying to come to an agreement with the doctor
about that.
Sister: I think we said that but I wouldn’t know… I think that if that’s the usual
procedure I’d almost say that the signal should have come from the doctor or
the nurse, … Well ... now I’m hearing this, that you could write down more
about that … I wouldn’t have known about that myself.
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Comments made after the interview had ended
After the recording had been stopped and the session ended with a brief review of
what had been said in the interview, one patient representative started to cry when
she understood that the doctor had been responsible for the end‐of‐life decisions.
Deciding for her sister had been a burden to her, notwithstanding the fact that she
was convinced that the decisions had been correct. Another respondent said
afterwards that she would have preferred to talk about more than a DNAR agreement
and regretted the fact that nobody had informed her about the end‐of‐life issues that
she could have discussed with the doctor. She felt it was important to discuss non‐
treatment decisions and pain relief, and to draw up written advance directives in
order to ensure implementation in the future.

Discussion
The patient representatives in this study felt highly responsible for the end‐of‐life
decisions and were passionately involved in the process because they were not able
to consult with the patient. Patient representatives had ideas about quality of life,
prevention from suffering, and patients who cannot understand the burden of
interventions. They sometimes had emotional reasons for their decision. They wanted
the doctor to support them in the decision making process.
The results of the present study are limited by the fact that it only included those
deceased patients whom the patient representatives had known intimately
throughout their lives. The study followed a qualitative design and explored the end‐
of‐life decision process around ten patients in detail. Member checks have not been
conducted because we felt a second exposure would be burdensome for the
participants who often expressed strong emotions during the interviews. Nonetheless,
the study has offered important insights into issues that are relevant to patient
representatives in making decisions for their loved ones.
The burden of responsibility when making decisions for their loved ones was
heavy for the patient representatives, who were unaware that doctors are ultimately
responsible for end‐of‐life decisions after careful consideration with patient
representatives. In a systematic review on the effect on patient representatives of
making treatment decisions for others (elderly and ICU patients), negative emotional
burden was reported.14 In Norwegian nursing homes the position of representatives
regarding to end‐of‐life decisions was unclear and complex.15 The process of decision
making for incapacitated adults with intellectual disabilities has not been studied.
The patient representatives in our study doubted very much whether their loved
ones had the competence to decide about their own health, which implies the
capacity to judge health‐related interests and to make a suitable decision.16,17 The
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American Association on Intellectual and Developmental Disabilities states that
careful observation and interaction over time will clarify what a person with
intellectual disabilities considers important. Although our data did not include life
story work, its use would seem to be a tool that could be used in future. Life stories
can help those patients who lack capacity to provide information about their own
beliefs in health and treatment.18,19 Strategies for assisted and shared decision‐
making, life planning, and more careful communication could improve decision
making.20‐22
Decline and deterioration of health and well‐being were an important
consideration for the patient representatives to make an end‐of‐life decision for their
loved ones. The concept of quality of life is not only related to the life story of the
person who is represented, but also to the life story of a family ‐family being one of
the domains of quality of life.23
The doctor’s support was important for the representative and this outcome
corresponds with the ideas currently being developed in the world of informed shared
decision making, about the importance of relationships between clinicians and
patients.11,24 Professional views and advice were helpful for patient representatives in
end‐of‐life decisions for people with dementia.25 Competent patients and families
wanted relationships with health care providers that affirm a more encompassing
view on death and dying.26 The influence of relationships and the strategies for shared
decision making have not been studied for people with intellectual disabilities.
From the perspective of the patient representatives, the process of end‐of‐life
decisions could be improved by defining clear roles and responsibilities of all
participants involved. If possible people with intellectual disabilities themselves
should be involved in the decision making process. Knowledge of their needs and
preferences, quality of life and life stories could improve the decisions. Regular
discussion between everyone involved will improve the understanding of each other’s
role in the process. Further research is needed to study the process of decision
making for people with intellectual disabilities. An important goal could be to develop
and implement effective written information and decision aids for patient
representatives and people with intellectual disabilities.
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Appendix 4.1
List of interview topics about end‐of‐life decisions for people with
intellectual disabilities
Roles
The roles of the different participants in the decision‐making process. Who did take
the end‐of‐life‐decisions, who influenced this process? Was the person with
intellectual disabilities involved? What was the link with the patient’s capacity to
decide, including their level of intellectual disability? Did a professional care provider
play a part in this process?
Quality of life
The quality of a patient’s life and its influence on the decision‐making process. Did the
patient’s representative have a clear idea about the quality of life of their loved one,
and on what aspects of their life was this based? Did the patient representative take
the quality of life into account?
Considerations
The considerations which led to an end‐of‐life decision. Did only medical
considerations play a role, or were the patient’s verbal or non‐verbal expressions
taken into account? Was there an immediate reason to make the end‐of‐life decision?
Process: which aspects made this process good or bad in the eyes of the different
participants?
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Abstract
Background
Not much is known about the involvement of paid care staff in the process of making end‐of‐life decisions
for people with intellectual disabilities (IDs).
Design
A qualitative interview study.
Settings
Small residential facilities for people with IDs in the community or on a larger campus in the Netherlands.
Participants
Nine members of the paid care staff, all but one ID nurses.
Aim
The aim of this study was to clarify the decision‐making process in medical end‐of‐life decisions regarding
people with IDs, from the perspective of paid care staff.
Method
This qualitative study involved nine semi‐structured interviews with paid care staff held after the deaths of
patients with IDs in the Netherlands. The interviews were transcribed verbatim and analysed using
Grounded Theory procedures.
Results
The core characteristic of the position of the paid care staff and of the way they supported the patient was
“Being at the centre of communication”. Related categories of topics emerging from the interviews were
“Having a complete picture of the patient”, “Balancing involvement and distance”, “Confidence in one’s
own opinion” and “Knowledge about one’s own responsibility”, all of which were focused on the patient.
This focus on the patient with IDs might explain why the paid care staff could contribute to such an
important subject as end‐of‐life decisions. People with IDs themselves were not involved in the decisions.
The paid care staff were not always aware who was ultimately responsible for the end‐of‐life decisions.
Conclusion
Paid care staff is in a unique position to support the process of end‐of‐life decision making. It is important to
use their knowledge and give them a stronger position in this decision‐making process. It should be clear to
all involved who is ultimately responsible for making the end‐of‐life decision.
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Introduction
End‐of‐life care for people with intellectual disabilities (IDs) (Box 5.1) is a part of
general health care, but also has some special features. Communication is the most
striking characteristic, including on the one hand the communication with people with
IDs themselves and on the other hand the communication within their network of
relatives and paid care staff. Communicating with people with IDs in a palliative care
setting is not always easy.1,2
Box 5.1

Definition of intellectual disabilities and definition of end‐of‐life decisions.

“Intellectual disability is a disability characterized by significant limitations both in intellectual
functioning and in adaptive behaviour, which covers many everyday social and practical skills and is
sometimes expressed in IQ points (from profound to mild, range 0‐70 IQ points). This disability
3
originates before the age of 18”.
“End‐of‐life decisions are those decisions which can lead to or hasten death, whether intentionally or
not. They include withdrawing or not starting medical treatment, pain treatment with possible life‐
shortening side‐effects, and ending a patient’s life with or without his or her request. These kinds of
decisions are extremely important in the lives of most people, and are known to play a substantial part
4
in the process of dying in half of the deaths in Western countries”.

Normally, patients should play a key role in any decision‐making process that
affects their lives, but people with IDs are sometimes unable to do so. Assessment of
someone’s capacity to decide is a part of the decision‐making process and is often not
straightforward. In the Netherlands, it is the responsibility of the relevant health care
professionals to assess this capacity where health care decisions are concerned5 and
to consult with the patient’s representative, as stipulated in the Contract of Medical
Treatment Act.6 England and Wales have a model where medical decisions for those
who lack the necessary mental capacity are based on an assessment of “best
interest”, rather than on substituted decision making; it offers the explicit opportunity
to take into account a broad range of views.7,8 In the Dutch legal system, paid care
staff, like trained ID nurses, have no formal part in the decision process, even though
they have often cared for the patients for a very long time. Ideally, the relatives, the
paid care staff and the physician will work together in the daily end‐of‐life care for
people with IDs, listen to each other and try to come to a sensible policy for the
palliative care trajectory.
The paid care staff’s contribution to end‐of‐life care for people with IDs is usually
important and intensive.9,10 They have often been involved in the lives of these people
for many years, caring for them on a daily basis. In these years they have learnt a
great deal about their needs and preferences and often know them more intimately
than some (often distant) relatives. As a consequence, they would seem to be well
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equipped to support the people with IDs, as well as the doctors and relatives, when
difficult end‐of‐life decisions (Box 5.1) are required. This position may be unique
compared to that of nurses in hospitals and nursing homes, who care for patients over
a shorter period. The balance between involvement and emotional distance can be
difficult for paid care staff in ID care.
A study among Irish paid care staff for people with IDs found that they thought
end‐of‐life care was an important part of their work, and they sometimes experienced
being pushed aside by relatives who re‐establish contact at the end‐of‐life and make
decisions for their loved ones without listening to staff.11 Although staff found making
decisions about end‐of‐life care issues difficult and stressful, they also felt that they
had in‐depth knowledge of the people with IDs and as a consequence could
contribute to the process. A study among nurses involved in palliative terminal care
found that nurses working in psychiatric care had a greater desire to be involved in
end‐of‐life decisions than those working in other health care sectors.12
Nurses at an intensive care unit in England saw their role in end‐of‐life decision
making as supporting the family, being an advocate for the patient and helping the
medical staff to establish the right moment to withdraw treatment.13 In another study
nursing roles were described as presenting the “big picture” of the patient’s
deterioration and acting as the nodal point for exchange of information.14
Not being involved in end‐of‐life decisions can cause feelings of anger, frustration
and powerlessness among paid care staff.15 Belgian nurses felt that they could make
important contributions to end‐of‐life decisions.16 In a systematic review of the
literature about end‐of‐life decision making in acute care, three nursing roles
emerged, the first being that of information broker, the second that of supporter and
the third that of advocacy (for patients and relatives).17
In geriatric care, the opinion of nurses turned out to be important, as nurses were
consulted about Do Not Attempt Resuscitation (DNAR) in up to 72% of cases.18 Finnish
nurses also offered their opinion on the appropriateness of a DNAR order for a
particular patient.19
Although it may be clear from these examples that nurses want to be involved in
end‐of‐life decisions, many aspects of the role and influence of paid care staff in the
process of making end‐of‐life decisions for people with IDs have not been studied
before. Who feels responsible, who takes responsibility, and do the patient’s
representative, the patient and the doctor share the decision? This study set out to
explore these themes as seen through the eyes of the paid care staff.
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Methods
Setting and sample
In the Netherlands, people with IDs may live at home with their family, or may live in
small residential facilities or on larger campuses. They get medical care from family
physicians (general practitioners or GPs) or ID physicians (physicians whose caseload
consists exclusively of people with IDs).
The present study was part of a research project about end‐of‐life decisions, in
which a group of 12 ID physicians were invited to participate. Their patients with IDs
were living in small residential facilities in the community or on a larger campus. The
ID physicians were part of a group that met for peer review six times a year and had
known each other for a long time, in most cases more than ten years. The first author
had been part of this group from the start.
In 2008 she asked the peer review group to select any of their patients who met
the following inclusion criteria: (a) died in the past year (excluding sudden deaths); (b)
after a process of end‐of‐life decisions; and (c) involving relatives who agreed to
participate in the study. Six ID physicians identified eight patients who met these
criteria, and these physicians all agreed to participate. The ID physicians contacted the
relatives and the most significant paid care staff and asked if they would agree to a
face‐to‐face interview.
Since the deceased patients were initially sampled by convenience through the ID
physicians and most had lived in institutional settings (on a larger campus or in small
residential facilities), the first eight deceased patients proposed by the physicians
included only two people with mild ID. A purposive sampling method was used to find
two further patients with mild cognitive impairment. This resulted in two additional
cases of patients with mild ID who had deceased, bringing the total sample to ten
patients.
All but one (a social worker) of the ten paid care staff were ID nurses. Such nurses
have completed a three‐year vocational training course in ID care, including health
care.
As one nurse left her job, nine interviews were held between November 2008 and
June 2010. This paper reports the viewpoints of the paid care staff on end‐of‐life
decisions for people with IDs.

Ethical approval
The Ethics Committee of University Hospital Maastricht and Maastricht University
approved the study.
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Data collection and analysis
Data collection
Since no questionnaire on the end‐of‐life decisions preceding the deaths of people
with IDs was available, we developed an interview guide, based on concepts found in
the literature, discussions with the project members and a pilot interview with an ID
physician. The guide was reviewed by experts (a professor of health law, a professor
of ethics of health care and a senior researcher in palliative care). The guide was
piloted in two interviews, which were not used for the final sample, and encompassed
four topics and probing questions about the participants and their roles, the
considerations they had used, the concept of quality of life and the decision‐making
process (for details see Appendix 5.1).
All interviews were recorded on a digital voice recorder and transcribed verbatim.
The names and other personal details of the participants were removed and replaced
by a code. After each interview, field notes were made to record impressions of the
interviewees and their environment and to record certain important statements,
often made after the taped conversation had ended. The interview guide was adapted
to reflect emerging themes, following Grounded Theory principles.
Analysis
The interviews were analysed following the procedures of Grounded Theory, a
qualitative research method used to develop an inductively derived theory about a
phenomenon.20 The Grounded Theory approach uses a constant comparative method
in the analysis process, with open, axial and selective coding. Open coding is a process
of exploring the text and selecting words and concepts which are connected with the
questions and themes of the study.20 The first five interviews were open‐coded, and
yielded a list of key words and associated concepts. These words and associated
concepts were grouped into a structure. After five interviews, data saturation was
reached in the open coding phase.
The sixth to ninth interviews were axially coded, which means that the concept
structure was broadened and concepts were defined in more detail. Selective coding
was done by rereading all nine interviews with the aim of identifying the core
category, after which the other major categories were linked to this core category.
Triangulation of data (using other sources to broaden the view and to prevent a
restrictive perspective) was achieved by interviewing different sets of stakeholders
(physicians, relatives and paid care staff). The Nvivo computer program was used to
store and organise the data.21
All interviews were analysed by the first author. In addition, each interview was
also analysed by one of the other members of the project team or a physician
interested in end‐of‐life decisions (researcher triangulation). The first author wrote
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overall instructions for open, axial and selective coding for the researchers involved in
the analysis process.

Results
The nine interviews with paid care staff ultimately yielded five categories of topics,
each of which is discussed below. The core category we identified was “Being at the
centre of communication”, which describes the core business of paid care staff in the
process end‐of‐life decisions. This core category was supported by “Having a complete
picture of a patient”, “Balancing involvement and distance”, “Confidence in one’s own
opinion” and “Knowledge about one’s own responsibility”.

Being at the centre of communication
The paid care staff felt that they were at the centre of communication around the
patient at the end of life. They cared for the patient, saw and interpreted complaints
and symptoms, and subsequently informed the doctor and the relatives.
(Paid Care Staff [PCS]1) Well, we usually sit around the table (in the patient’s
apartment): the doctor will be there, I will be there, the relatives are there.
And the doctor explains the medical situation. And we usually, if the relatives
want us to, add information from the nursing group: how do we perceive the
patient through the day? Is she in pain for instance? What aspects of
behaviour do we notice? Does she eat and drink well? You see, the doctor
wouldn’t know as much about that as we do. And so together we fill in … you
get the complete picture.
The paid care staff seemed to be used to this position and were involved in end‐
of‐life care. They gave the relatives enough space to make the end‐of‐life decisions
and in the meantime used their position and knowledge to influence both the doctor
and the relatives.
(PCS 3) Well yes, we had a good working relationship with the doctor in this
period, where we were able to say anything we wanted: what we thought,
our feelings about it. And the doctor definitely listened to what we said. Yes,
absolutely.
The working relationship with the doctor was taken for granted, but the
relationship with relatives needed more care and took time and effort. The paid care
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staff tried to cooperate with relatives in an open relationship and intended to support
them, and also felt supported by relatives.
(PCS 5) As staff we knew that her sister would miss her very much, as she was
very closely involved with her. You hardly ever see that, that someone is so
intensely involved with a relative with Down syndrome. … And we very much
respected her for it, being so intensely involved with her sister. And she
respected us for doing our best to care for [name of patient] when she wasn’t
around.

Having a complete picture of the patient
The paid care staff tried to present a realistic overall picture of the patient’s health
situation to their relatives. In many cases, this was based on having known the patient
for years, allowing the staff to detect their gradual deterioration.
It was this deterioration which caused them to contact relatives and doctors in
order to get together for the purpose of end‐of‐life planning. In some cases, the paid
care staff had known the patient for more than a decade and they had clear ideas
about the patient’s needs and wishes, beyond the health situation, including quality of
life.
(PCS 7) She’d been deteriorating for a number of years. So yes, you get to a
stage where, well, if you, err, I wouldn’t say measure the quality of life, but
when you see that her quality of life is much lower than it used to be. … Then
yes I think it’s our duty to do something about it. As they can’t do anything
themselves.
The paid care staff believed that they sometimes knew more about the health
situation of the person they cared for than the relatives, as they saw the patient more
often than the relatives and consequently could gauge the situation on a more solid
daily basis.
(PCS 3) Well, yes, you could put it like that. But of course it’s a matter of
providing information. The relatives would come and visit for an afternoon
once every so many weeks. And then they see [name of patient] at that
particular moment, and they develop their own idea of the situation. The
nursing staff see [name of patient] every day. And the doctor, especially when
they’re ill, also sees them every week, or even several times a week. And then
it’s easier to realistically evaluate their situation than as a relative who only
comes round every few weeks.
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The paid care staff felt that the patients themselves were not fully capable of
making their own end‐of‐life decisions, like the decision to forgo treatment.
Consequently, they felt obliged to stand up for their patients and give their own
opinion. At this point, tensions, or even a sense of competition, could enter into the
relationship with relatives, if they had different views on the patient’s needs and
wishes. For instance, two sisters of a patient with ID wanted and asked for palliative
sedation for their sister, who had cancer, while the paid care staff and the doctor
thought this was not indicated at that moment.
(PCS 8) But on the other hand we figured well if these sisters insist on this
decision, they will go through with it, and then that’s the decision that will be
made. Then we’ll have to be prepared to accept it. And that meant, that’s a
sort of acceptation. A sort of feeling that this is the decision made by these
two sisters. And that means that as an organisation, you’re more or less
ignored.

Balancing involvement and distance
Involvement with the lives of the people with IDs for whom they cared was a matter
of course for the paid care staff.
(PCS 7) Well yes, it won’t be very long before this person is no longer there.
And what does that mean to me, as someone who basically cares for them 24
hours a day? Well, I do notice that it causes certain feelings to emerge among
the staff. You notice that when you talk about it with colleagues.
The combination of being involved with the life of a patient and not becoming
emotional about it was difficult, and paid care staff felt that keeping too much
distance would not contribute to good care.
(PCS 4) And that’s why you feel heavily involved with these people. … And this
involvement, you sometimes get reproached for that; that you’re too much
involved, or too closely tied to them. Because you’re supposed to adopt a so‐
called professional attitude, but if I have to adopt an attitude of remaining at
a distance, then I can’t do my job.

Confidence in one’s own opinion
The paid care staff developed a complete picture of a patient, and had clear ideas
about what was important in their client’s life, based on their daily care. Paid care
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staff were confident regarding their knowledge about the client’s wants and needs
and even about their quality of life.
(PSC 9) My impression was always that she actually really enjoyed life, but
was also very much bothered by her impairment, both physically and
mentally. She had a good quality of life until the very end. Yes, I think I can
really say that.
End‐of‐life care was a normal and important part of their work, and as a result the
paid care staff had an opinion about what constituted good care at the end of life,
including the nature of end‐of‐life decisions.
(PSC 7) Well, yes, you do have a kind of controlling role there. … You just
discuss it with the doctor at that stage. And you gradually come to a
conclusion, which the doctor thinks is justified and that we as paid care staff
can agree with. And on the basis of that you discuss it with the relatives.

Knowledge about one’s own responsibility
Paid care staff knew that they could not take, and did not even need to take
responsibility for end‐of‐life decisions, and this position meant that they could freely
discuss ideas about a patient’s quality of life, knowing that they were not responsible
for the decision. Although they knew that they were not responsible, however, they
did feel obliged to stand up for their patients.
(PSC 4) And that’s different from a home for the elderly, where there are also
people dying every day. As it’s really essential that these people can’t do
anything for themselves. You are their senses, their eyes, you’re everything
for them. One moment of inattention can have disastrous consequences.
Paid care staff had specific ideas about the needs and preferences of their
patients, and tried to influence the end‐of‐life trajectory. They felt that it was the
responsibility of the relatives to decide, not that of the physician.
(PSC 7) As nurses, we don’t have the authority to decide. We can make
suggestions for what we … would wish to be done for this person. But in the
end it’s always the relatives or a legal representative who decides. But you do
discuss it with them on a regular basis. And in that respect it’s very important
that the doctors and the nursing staff are in agreement, as I think it would be
very frustrating for the nursing staff if a policy is adopted that not all of the
staff can agree with. Since we’re the ones who have to carry it out.
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The do‐not‐attempt‐resuscitation decisions were considerably more important for
the paid care staff than other end‐of‐life decisions, probably because they expected to
be directly involved in situations in which resuscitation was needed. Their influence
was so important that in one case the paid care staff convinced the relatives to
reconsider and change the do‐not‐resuscitate order. As one of them expressed it:
(PSC 6) I clearly indicated this to them. I said: “Well, I have serious doubts
about this.” And the relatives understood that: “Yes, we can imagine.” But
you also have to think of the relatives. What are you doing when you do
resuscitate? You might actually make things worse. That’s why it’s such a
difficult choice. What decision are you going to make?

Discussion
This study found that paid care staff in ID care were at the centre of communication,
and were able to shape end‐of‐life care and influence end‐of‐life decisions. As they
often had known and cared for the people with IDs for more than a decade, they had
clear ideas about the patient’s needs and preferences and showed confidence in their
own opinion. Above all, they felt responsible for a good end‐of‐life process.
From our study a picture emerged of a group of professionals who are involved in
end‐of‐life care, are confident about their role in such care and are convinced of their
knowledge about the lives, needs and preferences of the people they care for. In an
informal way, they give direction to the end‐of‐life care, including end‐of‐life
decisions, while knowing that they are not responsible for the decision. Many of them
are convinced that relatives are responsible (even though this is formally the
responsibility of the physicians). In countries where health care is organised in a
different way, paid care staff are less confident about their own capacity to support
clients with IDs in end‐of‐life care.10,22 A possible explanation could be that paid care
staff in Dutch residential care are specially trained for ID care and sometimes have
had supplementary training courses on end‐of‐life care.
The paid care staff in our study felt that the people with IDs they cared for were
themselves unable to contribute to the end‐of‐life decisions, even though some of
them had only mild IDs. As they knew the persons with ID very well, their opinion
seems important and should be taken seriously. Nevertheless it seems important to
involve people with IDs themselves in end‐of‐life decisions. 1,2 Paid care staff in our
study had a clear overall picture of their patients and were often the one to detect
deterioration, which then led to discussions with relatives and physicians. The ID
physicians also indicated deterioration as the reason to talk with relatives about end‐
of‐life care.23
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Studies in other health care settings have shown that important goals for nurses
are those of supporting the relatives and helping the medical staff make decisions.13,16
The paid care staff in our study did not always seem to know that it is the physicians
and not the relatives who are ultimately responsible for end‐of‐life decisions. Paid
care staff and physicians have different roles in end‐of‐life decisions: the physicians
have to make the decisions, the paid care staff have to accept them.24 As the paid care
staff expected that they would be the ones who had to implement the decisions, it
was especially the DNAR decisions which seemed important to them. The relatives of
one patient in our study changed their preference for a DNAR to one of resuscitation
because the most closely involved nurse felt that she could not implement a DNAR
decision.
The position of the paid care staff in this trajectory is not one of formal
responsibility, making them vulnerable in case of problems of communication. It
might be better if the paid care staff had a stronger position in the trajectory of end‐
of‐life decisions, as one of the important stakeholders, enabling them to provide their
own input for the decisions. Dutch paid care staff are often in a unique position to
contribute to end‐of‐life decisions for persons who are not fully capable of deciding
for themselves, as they know the patients and their relatives over a long period. In our
study, paid care staff mostly felt supported by relatives, but in one case a conflict
arose when relatives decided without consulting the staff and the ID physician. In an
ideal world, relatives and paid care staff respect each other, knowing that both are
needed and irreplaceable, but in practice there can be tension between these
parties. 25
Our study was limited by the fact that we interviewed paid care staff in Dutch ID
care, but not nurses in other settings. Nurses in hospitals and nursing homes care for
their patients for much shorter periods, and do not know as much about the needs
and preferences of their patients. In addition, we only examined those processes of
end‐of‐life decision making in which relatives were involved. Paid care staff will have a
different, and probably stronger position in situations not involving relatives.
In conclusion, we advocate a suitable and clear position for paid care staff in
guidelines for end‐of‐life decisions. These guidelines should be based on the literature
and supported by opinions of patients, relatives, paid care staff and physicians. The
results of our study underline the importance of the position of the paid care staff in
supporting patients and relatives.
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Appendix 5.1
List of interview topics about end‐of‐life decisions for people with intellectual
disabilities
Roles
The roles of the different participants in the decision‐making process. Who made the
end‐of‐life‐decisions, who influenced this process? Was the patient with ID involved?
What was the influence of the patient’s capacity to decide, including the level of ID?
Did a professional care provider play a part in this process?
Quality of life
The quality of a patient’s life and its influence on the decision‐making process. Did the
patient’s representative have a clear idea about their quality of life, and on what
aspects of the life of their loved one was this based? Did the patient representative
take the quality of life into account?
Arguments
The arguments which led to an end‐of‐life decision. Did only medical arguments play a
role, or were the patient’s verbal or non‐verbal expressions taken into account? Was
there an immediate reason to make the end‐of‐life decision?
Process
Which aspects made this process good or bad in the eyes of the different participants?
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Abstract
Background
Not much is known about the process of Do‐Not‐Attempt‐Resuscitation (DNAR) decision making for people
with intellectual disabilities (IDs).
Aim
To clarify the problems and pitfalls of DNAR decision making for people with IDs, from the perspective of
physicians.
Design
A qualitative study based on semi‐structured interviews, recorded digitally and transcribed verbatim. Data
were analysed using Grounded Theory procedures.
Participants
40 physicians were interviewed about problems and pitfalls of DNAR decision making for people with IDs in
the Netherlands.
Results
The core category identified was “Considerations when issuing DNAR orders”, while “Medical
considerations” was the main contributory factor for the ID physicians. The evaluation of quality of life and
suffering due to challenging behaviour was left to the representatives and was sometimes a cause of
conflicts between physicians and representatives. At this point, physicians felt vulnerable and wanted a
firmer and clearer legal position. The category of “Accepting the consequences of the role of decision
maker” was as important as “The decision procedure in an organisational context”. The procedure of issuing
a DNAR decision and the embedding of this procedure in the health care organisation were important for
the physicians.
Conclusion
A guideline is needed, as well as training for physicians to deal with uncertainties regarding DNAR decision
making. Health care organisations should implement a procedure on DNAR decision making. An instrument
needs to be developed to evaluate the quality of life of people with IDs who cannot express themselves.
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Introduction
ID physicians (i.e. physicians who take care of the medical needs of people with
intellectual disabilities) are often asked by representatives (mostly relatives) to issue
Do‐Not‐Attempt‐Resuscitation (DNAR) orders for people with intellectual disabilities
(IDs) long before the terminal phase. DNAR orders are part of a broader range of end‐
of‐life decisions and fit into the concept of advance care planning,1 which is important
for people who need support. End‐of‐life decisions including DNAR are relevant to
significant numbers of people with IDs2 as well as to the general Dutch population, as
they are involved in 40 to 58% of all deaths between 1990 and 2010.3 Parents and
other next‐of‐kin have questions about treatment decisions for those people with IDs
who depend on others for daily care and who suffer from multiple conditions like
epilepsy, osteoporosis and dysphagia. It should be clear to representatives that the
ultimate DNAR decision is made by a doctor and that they do not need to carry the
burden of such a decision.4 The position of Dutch physicians is described in the
Contract of Medical Treatment Act (WGBO).5 In most European countries, physicians
are responsible for DNAR orders for people who are incapacitated to decide for
themselves.6,7
Physicians can follow different paths in their decision making, such as informing
representatives and asking for permission, or only informing them or giving them the
decisive voice,8 depending on the content of the decision. There is not always a
dialogue between physicians and relatives about decisions for incompetent patients,
and relatives were bypassed by physicians in 5‐37% of DNAR orders.9 Although
survival rate has a prominent place in discussions, DNAR decisions are made on the
basis of problems at a given moment, rather than on the basis of expected survival.10
In everyday life, resuscitation attempts are unsuccessful in 70‐98% of cases and
effects after successful intervention are not clear.4 Whether resuscitation is futile or
not is difficult to establish, as the concept of futility is very subjective.11 Since the
survival probability is uncertain, there is little opportunity for physicians to be certain
about a DNAR decision and little room for decision making without consulting patient
or representatives.12 Health care organisations need to be sure whether they should
organise resuscitation courses for paid care staff and provide Automated External
Defibrillator (AED) units.13 Last but not least, the paid care staff needs to know what
to do if they find someone who may need to be resuscitated.
This study set out to clarify the process of DNAR decisions for people with IDs
from the point of view of ID physicians in the Netherlands. As these physicians are
very experienced regarding medical care for people with IDs, this study focused on
their views. What are the considerations to make a DNAR decision? Does quality of
life play a role? Who influences the decision? What are the problems and pitfalls for
the physician? The ultimate goal of this project is to develop a guideline for DNAR
decisions for people with IDs.
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Methods
Setting and sample
The ID‐physicians were invited either for an individual interview or for a focus group
interview on the problems with DNAR decisions for people with IDs. Participants were
recruited through a request at the annual meeting of the NVAVG (Dutch Association
for ID Physicians) followed by an email. Seventeen ID physicians responded. Since
trainee ID physicians were poorly represented, another focus group was recruited
from the Dutch vocational training programme for ID physicians. To fit in with the
schedules at the university, three trainee ID physician groups were formed. At the end
of the data‐gathering process, an expert meeting was held. Thus, four individual
interviews, five focus group interviews and one expert meeting were held, with a total
of 40 physicians.

Data collection
Since no existing questionnaire was available, an interview guide was developed,
based on concepts found in the literature, discussions with the project members and a
pilot interview. The guide was reviewed by experts (a professor of health law, a
professor of ethics of health care and a senior researcher in palliative care). This
resulted in four topics, namely the considerations used, the decision‐making process,
the participants and their roles, and the pitfalls (for details see Appendix 6.1).14 The
topic list was piloted in two interviews with a senior ID physician and a trainee
physician, who were not included in the final sample. Semi‐structured interviews were
conducted in the work settings or at the university from December 2009 till June
2012, individual or in focus groups.15
After the individual interviews, focus group interviews were held because we
wanted to know how professionals discuss the whys and hows of DNAR with each
other. All individual and focus group interviews were recorded on a digital voice
recorder and transcribed verbatim. The individual interviews were conducted by one
of the authors, while the focus group interviews had an independent moderator
assisted by one or two of the co‐authors.

Analysis
All interviews were analyzed following the procedures of Grounded Theory, a
qualitative research method.16 This method is used to develop a theory about a social
phenomenon, based on data from daily life (experiences), characterised by a constant
comparative method with open, axial and selective coding phases. The qualitative
analysis involves examining and interpreting data to elicit meaning, gain
understanding, and develop empirical knowledge.16 The four individual interviews
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were open‐coded, yielding a list of key words and associated concepts. The analysis of
the first focus group interview ended in data saturation in the open coding phase. At
this point it became clear that challenging behaviour was sometimes a contributing
factor for DNAR, so we decided to hold a second focus group session with experienced
physicians to put more emphasis on this aspect and to ensure that all important
considerations and problems emerged. Of the three focus group interviews with
trainee ID physicians, only one was used for axial coding because no new information
emerged during focus groups four and five.
The third focus group was used to continue axial coding. The axial coding was
used to define a core category, and to explore the relationships between the core
category and the other major categories. Selective coding took place by rereading all
the focus group interviews, and confirmed the major categories selected in the axial
coding phase and their relationships.
In May 2012, the results of the analyses were presented at an expert meeting
with a broad range of the Dutch ID physicians (board of NVAVG, continuous education
group, ethical committee, vocational training programmes). The experts were asked if
they recognised the outcomes and whether important themes had been omitted. The
expert meeting was used to assess the categories and define them more clearly. No
new categories emerged.
All interviews were analyzed by the first author and one of the other members of
the project group, or a doctor interested in end‐of‐life decisions (researcher
triangulation). The codes were discussed by the two researchers involved in the
analysis of a particular interview. If necessary, codes were rearranged and refined and
new concepts were added on the basis of these discussions. The NVivo computer
program was used to store and organise the data.17

Results
The core category was found to be “Considerations when issuing a DNAR order” and
was linked to two other categories “Accepting the consequences of the role as
decision maker” and “The decision procedure in an organisational context”.

Considerations when issuing DNAR orders
The most important considerations for physicians when issuing a DNAR order were
longstanding chronic medical conditions. Considerations like congenital physical
defects, epilepsy, diminished life expectancy, advance age and severe decline in
health status were often mentioned.

85

Chapter 6

“My experience especially with clients with profound and multiple intellectual
disabilities is that you often start such a discussion when they’re poorly. It
doesn’t mean they’re terminally ill, but it’s more that he has pneumonia or
he’s ill, and the expectation is often that it will recur. Then it’s good to discuss
this and see what’s to be done in this kind of situation. And that often
includes whether to resuscitate or not, that’s part of it.” (Focus Group M)
Physicians felt that concepts like futility of resuscitation were very confusing and
not practical to use.
“In any case, we said that if she starts to experience real impairments, starts
to lose functions, that’s when the DNAR policy will be effectuated. As it is, the
relatives feel she has a comfortable life, so if anything were to happen, they’d
prefer .. [resuscitation]. And as a doctor you then have to estimate whether
that would constitute a meaningful medical intervention.” (HJ)
Although they were unsure about the evidence, the ID physicians estimated the
success rate of resuscitation to be very low, in the general population as well as for
people with multiple disabilities. The whole process of resuscitation and recovery was
seen as very burdensome and not suitable for those people who could not go through
the whole trajectory into Intensive Care and further treatments. In addition, they
expected a diminished quality of life afterwards. As one ID physician said about a
successful resuscitation:
“The effect was that she ended up at a lower level. So you could ask yourself if
it had had an effect. Well, it had an effect: she was still alive, but at a lower
level.” (Focus Group N)
Profound or severe intellectual disability was considered to contribute to a DNAR
decision, because of brain damage after resuscitation coming on top of existing brain
problems. Physicians also felt that people with profound and severe IDs were more
vulnerable and that quality of life is lower for them.
“Of course he had a very low intellectual level, I’d say severely to profoundly
disabled. So that means, and I discussed this with his parents of course, that
the chances of successful resuscitation are naturally much lower.” (Focus
Group N)
Quality of life was difficult for ID physicians to use as a reason for issuing DNAR
orders, and ID physicians tended to leave the judgment to the representatives.
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“To what extent are they suffering? That’s often very difficult to say,
especially if someone can’t communicate.” (HJ)
The quality of life of some relatives was reduced by the need to support the
person with IDs. Physicians struggled with this knowledge but felt that it should not be
used as an argument in decisions:
“However, I think there’s a sliding scale of quality of life of the clients, but
also that of relatives, who may be so burdened by having a child with ID that
they feel like, if something should happen and he should die of it…” (Focus
Group N)
The physicians reported several important considerations being mentioned by the
representatives, such as “he has suffered enough” and “let my child die before I die”.
According to the physicians, declining health status was an important reason for
representatives to ask for DNAR. Sometimes, very challenging behaviour was a reason
for parents to ask for a DNAR order. Physicians hesitated about challenging behaviour
as an argument for DNAR, but some physicians could understand the parents’ wish
and would issue such an order.
“If the boy hadn’t exhibited this highly problematic autistic behaviour, I
probably wouldn't have agreed (to issue a DNAR order).” (Focus Group N)
Suffering as a result of challenging behaviour in a situation without prospects of
improvement and without quality of life contributed to the issuing of DNAR orders,
although this argument was often complicated by the burden this situation put on the
parents.
“So, erm, anyway, on one occasion I did agree to it. Not so much based on,
let’s put it clearly, medical indication, but on a very different, well … lack of
prospects in this whole complex of behavioural problems. And well, the
parents themselves also mentioned this to some extent. And that’s always a
dilemma I think. Anyway, in the end I, I also thought that was a …. We then
decided together that this [i.e. not to resuscitate] might be a good option.”
(Focus Group N)

Accepting the consequences of the decision maker role
The situation of the physician vis‐à‐vis the impact of the ideas and opinions of the
representatives was unclear. Could a representative decide whether or not a DNAR
order would be issued, especially if no urgent medical reasons existed? People with
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IDs who lacked the capacity to make their own end‐of‐life decisions were not involved
in the DNAR order.
“There are extreme cases where someone who’s admitted here, that there’s
a written statement from a lawyer, sometimes even a notary public, with
stamps and signatures of erm…, saying the client must not be resuscitated.
So I then always explain that that has no legal validity…” (WK)
The ID physicians wanted to prevent conflicts with representatives, especially
regarding quality of life. An ID physician who wanted to make a DNAR decision said:
“If the parents might feel we have a very good rapport with our child. And we
still see her smile, don't we? Someone with a very low intellectual level, and if
I should then present them with a DNAR order, that would create a problem
with the parents. As that person still functions within their social
environment.” (Focus Group M)
And the opposite situation:
“An excellent representative. But then she also wanted us to … erm, although
this person was in reasonable health … to refrain from resuscitation. Though
there was no medical reason.”(HJ)
Some physicians asked the relatives to sign the DNAR order, to confirm that they
had seen or approved it. Other physicians did not ask this, because they felt it was the
doctor’s professional decision and they did not want to burden the representative
with this.
“Sometimes, at the start of the consultation, relatives say: now I’m the one
who has to decide. So that’s a reason for me to explain again … that it’s not
their decision, but that we just want their opinion as one of the arguments to
consider. And I’ve never heard about anyone finding it difficult to sign it. …
And personally, I also think well at least then it’s clear that they were present
at the consultation and … okay, I think we’re not officially obliged to.” (KB)
Specialists in hospitals were less strict about issuing a DNAR order, because they
had other ideas about quality of life. As one ID physician expressed it:
“At the hospital they look downwards from the top of the scale, while we look
upwards from the bottom end. What can they do? While they look at what
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someone can’t do. So they start talking about non‐resuscitation at a far
earlier stage.” (Focus Group N)
Representatives were important as partners in the DNAR process because they
know the patient well. As one doctor said:
“Yes, he had this deformed thorax. Well, if that boy had very severe
intellectual disabilities, and, and, erm … well, what would be reasons for me
not to do it? No, I think the view, the relatives’ view would carry great
weight.” (KB)
The views of paid care staff were also important, but they mostly had the same
opinions as the doctors.

The decision procedure in an organisational context
The DNAR orders were a part of a more comprehensive set of end‐of‐life decisions,
even if the end of life was not necessarily imminent.
“It’s usually not purely about resuscitating or not. It’s always about a much
wider set of decisions of various kinds, and resuscitation is only one area.”
(Focus Goup M)
The physicians felt that it was not easy to find the right moment to discuss a
DNAR order with representatives. At the same time, hospitals and paramedics in
ambulances ask for clarity and want written instructions. Suitable occasions for talking
about DNAR were reported to be the time when the person with IDs moves into a
residential setting, or at a care plan meeting, or when a severe decline occurs in the
client’s health status. The physicians perceived an increasing tendency for
representatives to ask for a DNAR order earlier in the life of their loved ones, even
though no life‐threatening medical problems existed. The physicians thought it was
important to start discussing DNAR in good time.
“What I’ve noticed in recent years is that some families want to get these
decisions on paper at an early stage. At a time when you think, well, this
client is still in good health. But in many cases, something has happened in
the family which meant that they had to make such a decision about their
father, mother, grandfather or grandmother.” (Focus Group M)
Most physicians thought choking was an accident, and should be treated as a non‐
natural death, implying that the person should be resuscitated even if a DNAR order
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had been issued. In some health care organisations this was formally recorded in
writing as an exception in the DNAR guideline.
“Resuscitation is assumed to apply only in a situation of natural death.
Anything beyond that, for instance someone threatening to die as a
consequence of choking on something, you’ll have to try your very best to
revive them or keep them alive.” (WK)
The status of the order was not clear, because while the attending physician
might have issued an order in advance, at the moment when the order should be
effectuated, bystanders might start resuscitation and another doctor in charge would
make the ultimate decision to continue or terminate the resuscitation. The
respondents therefore felt that the ultimate outcome of the decision process could be
different from that planned in advance.
“In any case, the order always states that the doctor treating the client at
that moment... that they can make their own decision. And though that
doctor can fall back on the carefully considered DNAR order, they also have
the authority to deviate from it.” (WK)
The physicians reported that, on the one hand, DNAR is a medical end‐of‐life
decision, but on the other hand, at the moment the decision should be put into effect,
it is often the paid care staff who have to decide whether or not to start resuscitation.
“Doctors may say it’s a medical decision, but we’re not present at the crucial
moment and someone else has to make the decision.” (Expert Meeting)

Discussion
This study generated three major categories of considerations: patient‐related
considerations as interpreted by the physicians; the way physicians fulfil their role as
decision makers; and the organisational context in which ID physicians issue a DNAR
order. All three categories were characterised by uncertainty. Firstly, with regard to
patient‐related considerations, the most commonly used arguments were the medical
ones, although aspects like futility of resuscitation, success rate and challenging
behaviour were difficult contributing factors. Quality of life was an important
argument in decisions, but also difficult to predict. ID physicians tended to leave
evaluating the quality of life to the representatives. In this respect, however, the
procedure was prone to conflicts, and physicians were unsure of their role. Secondly,
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regarding their role in the process, ID physicians would prefer a clearer legal position
vis‐a‐vis the representatives. Thirdly, organisational aspects like the status of a DNAR
order, who signs the order and what is the right moment to discuss such an order
remain to be resolved. The moment when bystanders have to decide whether to start
resuscitation or not was regarded as the most vulnerable part of the decision‐making
process, and the ultimate test for the procedure.
In this study we interviewed ID physicians and not medical specialists or general
practitioners. Given the fact that the ID physicians are the most trained and
experienced physicians for a considerable proportion of the people with IDs, this
study has provided important insights into DNAR decision making. However, it would
be important to also survey the views, experiences and practices of physicians not
specialised in ID, as they are often the ones responsible for DNAR decisions in both
primary and secondary healthcare settings. Many countries outside the Netherlands
do not have specially trained ID physicians. The extent to which perceived quality of
life influences their decision has been an issue of concern in the UK, where cases
haven been highlighted of inappropriate DNAR orders for people with IDs. 18
The ID physicians in our study felt unsure about evaluating medical conditions
against unknown and non‐evidence‐based chances of survival. Respondents had their
own ideas about quality of life, like the view that people with profound and severe IDs
have a lower quality of life, but they were not sure whether they could express and
use this in the decision‐making process. Clients showing challenging behaviour, as
reported by representatives, was the most doubtful and problematic argument when
it came to quality of life. There are no instruments to measure quality of life for those
who cannot speak for themselves.19
The Dutch ID physicians felt insecure about their position vis‐à‐vis the patient and
representatives as described in the Contract of Medical Treatment Act (WGBO).5 In
the current legal situation, it might be important for physicians to accept the
consequences of the role of decision maker and to make the decision, together with
the patient (if capacitated) or representative (if the patient is incapacitated).20
As regards health care organisations, each organisation should describe, train and
implement the DNAR procedure, while delineating professional responsibilities. The
most vulnerable part of the whole process seems to be the moment the DNAR order is
to be effectuated. Is the order immediately available and clear to bystanders and
paramedics? The person standing by at a moment of collapse is often a member of
the paid care staff. They have to decide immediately whether or not resuscitation is to
be started, and they need optimal support and clarity from the organisation they work
for. Currently some hospitals are introducing red DNAR bracelets and studying the
outcomes of their use.21 Some health care organisations have indicated death by
choking as an exception in their DNAR policy, because choking is seen as a non‐natural
death. It is becoming increasingly clear that choking is inextricably linked to dysphagia
problems in many people with IDs22. To the extent that choking problems are part of
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the specific epidemiology of this group, it seems unreasonable to treat choking as an
exception in a protocol for DNAR orders.
We can conclude that an instrument to evaluate the quality of life in those people
with IDs who cannot express themselves needs to be developed and implemented in
DNAR policy. Furthermore, for various reasons, physicians feel unsure about DNAR
decisions for people with IDs. Important uncertainties relate to patient‐related
considerations (including quality of life), the position of the physician vis‐à‐vis the
representatives and uncertainties about policies in their organisation. Physicians
should express these uncertainties and, within their professional organisation,
develop a guideline based on these uncertainties and on the literature. While this
guideline is being implemented, physicians should be systematically trained in
deciding in situations of uncertainty and accept their role in the deciding process,
rather than postpone decisions. Research is needed to study the use of the DNAR
guideline and the training of physicians. The procedures within an organisation should
be subject of further research in which they are described, implemented and
evaluated.
People with IDs who live their fragile lives with various conditions are unknown
and unseen, although most physicians probably have such a patient among their
patient population. It is important for patients and their next‐of‐kin to give proper
attention to the difficult health decisions to be made.
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Appendix 6.1
List of interview topics about DNAR decisions for people with
intellectual disabilities
Considerations
The considerations which lead to a DNAR decision. Do only medical considerations
play a role, or are there other considerations, like quality of life? What was the
immediate argument to make the DNAR decision?
Process
What aspects make this a good or a bad process?
Participants
Who makes the DNAR decision, who influences this process? Is the person with
intellectual disabilities involved? Does paid care staff play a part in this process?
Pitfalls
What are the pitfalls and problems for the physician who has to make a DNAR
decision?
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Introduction
End‐of‐life decisions are an important theme in the lives of all people, and even more
so in the lives of people with intellectual disabilities (IDs). The aim of this thesis is to
contribute to a better understanding of the process of end‐of‐life decision making for
people with IDs. They are often unable to decide for themselves, so the decisions
involve parents and other next‐of‐kin as representatives.
Our studies on end‐of‐life decision making addressed the following research
questions:






What is the prevalence and nature of end‐of‐life decisions for people with IDs?
How does the process of end‐of‐life decisions work?
Who plays which role in the process?
Which considerations are important in the decision‐making process?
What are the problems and pitfalls regarding the issuing of Do Not Attempt
Resuscitation (DNAR) orders from the perspective of ID physicians?

This general discussion chapter first presents a brief overview of the main results
regarding the prevalence and nature of end‐of‐life decisions for people with IDs, the
process of end‐of‐life decisions from different perspectives and problems and pitfalls
of issuing DNAR orders. It then discusses the findings in a broader perspective, under
the heading of Reflections. The chapter ends with recommendations for further
research and suggestions for clinical practice.

Findings
Research question 1: Prevalence and nature of end‐of‐life decisions for
people with IDs
A retrospective study of the medical files of people who died in a Dutch centre
providing residential care for people with IDs demonstrated that an end‐of‐life
decision had been recorded for 27 out of 47 (57%) of the deceased. Dutch physicians
caring for people with IDs reported end‐of‐life decisions for 44% of their patients in
19951, whereas the prevalence of end‐of‐life decisions in the general population
varies from 23% (Italy), to 44% (the Netherlands) and 51% (Switzerland)2. The end‐of‐
life decisions in our study were mainly decisions on withholding and withdrawing
treatment. Decisions on ending a life with or without request were not found. The
process of end‐of‐life decisions (what happens in the decision‐making process) was
not described in these records and there was no evidence that any of the people with
IDs were themselves involved in the end‐of‐life decisions. These findings and the cases
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described demonstrate that end‐of‐life decisions are an important issue in the care for
people with IDs, but leave open many questions as to what happens in the process of
decision‐making.

Research questions 2, 3 and 4: Roles, perspectives and considerations in
the process of end‐of‐life decisions
These characteristics of the end‐of‐life decision‐making process have been
studied from the perspectives of ID physicians, representatives and paid care staff.
This qualitative study, carried out in the Netherlands, involved semi‐structured
interviews with all three categories, discussing the deaths of ten patients with IDs that
had involved end‐of‐life decisions.
The perspective of the physicians
The physicians reported that it was important to involve the relatives in the end‐of‐life
decision‐making process, to delegate the assessment of the quality of life to the
relatives, to have good working relationships with relatives and paid care staff and to
be aware of the patient’s vulnerabilities. Physicians were inclined to give relatives the
lead in the decision‐making process for those patients who lack the capacity to make
their own decisions. In doing so, they tended to be vague about their own
responsibility in the decision process, although they viewed themselves as the
professionals who actually took the decisions.
The perspective of the representatives
The patient representatives felt highly responsible for the end‐of‐life decisions they
thought they had to make. They did not involve the persons they were representing in
the end‐of‐life decision‐making process, nor any other professionals than the doctor.
During the years in which they fulfilled their role, patient representatives had
developed perceptions about the quality of life, about prevention of suffering and
about the ability of their loved one to understand the burden of possible
interventions. They reported that they expected support from the ID physicians and
regretted that they had not been aware that it was the ID physicians who were
ultimately responsible for the end‐of‐life decision. Making an end‐of‐life decision for
somebody else was a burden to most representatives.
The perspective of the paid care staff
The position of the paid care staff was characterized by the fact that they considered
themselves to be at the centre of the communication network during the end‐of‐life
period of the people with IDs they cared for. They were confident about their own
opinion as they knew the patient’s life story and his or her needs and preferences.
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They did feel responsible for the end‐of‐life care, but not for the end‐of‐life decisions.
The balance between involvement and distance was not always easy to find. Their
focus on the patient with IDs might explain why the paid care staff were able to
contribute to such an important subject as end‐of‐life decisions. The paid care staff
reported not to be sure who was actually responsible for the end‐of‐life decisions.

Research question 5: Problems and pitfalls of issuing a DNAR order for
people with IDs, from the viewpoint of ID physicians
For the ID physicians, medical considerations were the main contributory factors to
the process of deciding about DNAR orders, rather than the expected success rate of
resuscitation. The evaluation of the patient’s quality of life and possible suffering due
to challenging behaviour was left to the representatives and was sometimes a cause
of conflicts between physicians and representatives. At this point, physicians felt
vulnerable and wanted to prevent conflicts with representatives. They therefore said
that they wanted a more solid and more clearly defined legal position. The procedure
of issuing a DNAR order and the embedding of this procedure in the health care
organization were important for the ID physicians. They felt that the DNAR decision
should be clearly communicated with the paid care staff to avoid unwanted
resuscitation being initiated by staff or a bystander.

Strengths and limitations
The most important strength of this research project was that a difficult and sensitive
topic was explored and its clinical relevance determined from the perspectives of the
ID physicians, representatives and paid care staff. The files kept by the care facility
provided a clear picture of the prevalence and offered thorough insights into the
difficulty of these cases. The inclusion of the ID physician, representative and most
closely involved paid care staff to discuss the death of a person with IDs was a
successful approach. The physicians were experienced and open and did not hesitate
to contribute to this study, even providing input about cases in which their own role
had been questioned by the representatives. ID physicians also contributed just as
willingly to the study on DNAR order issuing.
Although only ten cases were studied, they were studied in‐depth, and the
findings obtained from the different stakeholders complemented each other. It is still
to a large extent unclear what exactly happens in all decision‐making processes at the
end of life in all care settings. Our findings are in agreement with the limited literature
that is available on the process of decision making. Comparisons should be made with
caution, but the results can be used for a broad range of people who lack the capacity
to make their own end‐of‐life decisions and are dependent on others for these
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decisions. The study was limited by the fact that no people with IDs were directly
involved in the different studies. People with IDs are sometimes not able to
communicate in spoken language, and if they can talk, they are often unable to
understand, discuss and evaluate the consequences of a medical decision. This does
not relieve physicians, representatives and paid care staff from the obligation to make
every effort to involve them in the decisions, and ways should be sought to put this
into practice. The study on the prevalence of end‐of‐life decisions was limited by the
fact that it took place within one care facility. In addition, our qualitative studies only
involved ID physicians and no general practitioners. This means that the results from
this study cannot be generalized to situations of people with IDs who are living in the
community and are cared for by general practitioners.

Reflections
The studies in this thesis have demonstrated that end‐of‐life decisions for people with
IDs are an important issue. It emerged that ID physicians were not always transparent
about their responsibility in end‐of‐life decisions, although they thought that they had
made themselves clear about their role as decision makers. Only when we
interviewed the representatives and paid care staff after the deaths of people with IDs
did it become evident that the role of the physician as the decision maker was not as
clear to the representatives and paid care staff as the ID physicians had thought. The
fact that the ID physicians (and the paid care staff) allocated a very important role to
the representatives in the decision‐making process has doubtlessly contributed to the
lack of clarity about who is ultimately responsible. The representatives deliberated
and took upon themselves the burden of making a decision, and it was only after the
deaths of their loved ones that they understood that it was the physician who was
actually responsible for the end‐of‐life decisions.
The vulnerability of the ID physicians’ role emerged where the physicians had
views that differed from those of the representatives. On the one hand, the
representatives attached great weight to considerations like avoiding (more)
suffering, the fact that their loved ones might not understand the burden of possible
interventions and treatments, and protecting their loved ones from needless medical
treatment. Challenging behaviour on the part of the patients was one reason
mentioned by representatives for withholding treatment, which made physicians
uncertain. On the other hand, the ID physicians had the greatest affinity for the
medical considerations which they had been trained to address. Quality of life and
avoiding suffering were difficult themes to them, and were left to the representatives,
who had developed their views about this over the years. The physicians and
representatives had to work closely together throughout the process, and the
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representatives expected support from the physicians. Paid care staff were able to
support the physicians in making up their mind about non‐medical issues, which
contributed to the decisions to be made. Although the paid care staff had no formal
role in the decision‐making process, they did informally steer the process as they were
at the centre of the communications network linking the other parties involved.
The care for people with IDs is organized differently in other countries than in the
Netherlands, where there is a tradition of specialized vocational training in ID care for
physicians and nursing staff. In addition, palliative care training in ID care has evolved
during the last decade. This could explain why Dutch paid care staff feel better
equipped to support clients with IDs in end‐of‐life care than similar staff in other
countries3‐5.
As regards the DNAR decisions, considerations about quality of life and avoiding
suffering were just as important there as in the other end‐of‐life decisions. The paid
care staff had every reason to ask for clear instructions regarding DNAR, as they had
to know how to act. New registration systems are being tried out and discussions on
end‐of‐life decisions are encouraged in other settings, like hospitals6. Just as in other
settings, ID physicians tend to make a DNAR decision based on the condition of the
patient rather than on the prognosis of resuscitation7.
Unclear roles and positions in the end‐of‐life decision‐making processes for
people with IDs are not different from decision‐making for people who have to be
represented for other reasons than IDs, as has been found in nursing homes and
hospitals8‐11. In nursing homes, physicians and other professionals were inclined to do
what representatives wanted, even when they felt it was not the best option for the
patient, and ‘advance directives’ were not always respected11,12. What exactly
happens in all these decision‐making processes at the end of life remains for the most
part unclear in all care settings13.
The fact that people with IDs have to be represented and supported throughout
their lives makes the roles of everybody involved in decision‐making process different
from those in other settings, and this is especially true for the role of the
representatives14‐16. Over the years, they have the opportunity to grow in their role,
which is different from that of parents who encounter problems at birth17 or children
who have to represent their parents at the end of life8,12, and who are thus suddenly
confronted with a different position vis‐a‐vis their parents.
Our study covered the decision‐making processes involving ID physicians, not
processes in which it is general practitioners or medical specialists who take the lead.
General practitioners are experienced in palliative care and end‐of‐life decisions, but
less so in advance care planning18, and ID physicians could support general
practitioners in advance care planning and decision‐making processes for people with
IDs.
Our research findings should also be used in tailoring palliative care to the needs
of people with IDs. At the closing ceremony of the 2013 European Association for
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Palliative Care (EAPC) conference, decision‐making in palliative care was described as
the most neglected part of palliative care and a great challenge for the future. From a
European perspective, palliative care and end‐of‐life decisions for people with IDs will
receive more attention in the near future, as the EAPC has installed a special interest
group on palliative care for people with IDs, which aims to improve palliative and end‐
of‐life care for these people19. In England, a confidential inquiry into premature deaths
of people with learning disabilities (CIPOLD)20 investigated the sequence of events
leading to all known deaths of people with IDs. The report recommends
improvements in advance health and care planning and in the management of multi‐
morbidity and end‐of‐life care. Advice and education aimed at the general public to
draw attention to advance care planning and end‐of‐life decisions should include
people with IDs and their representatives13,18.
Our studies show that roles are not always completely clear, and stakeholders
may be uncertain about their roles. Residential care facilities seldom have written
policies on end‐of‐life care and even less so on end‐of‐life decisions21,22. The Dutch
Association of ID physicians has a guideline but this does not include instruments for
advance care planning or decision making23. The decision‐making process could be
improved with the help of two instruments: advance care planning and shared
decision making. Advance care planning has already been practiced to some extent in
ID care24,25, but shared decision making has hardly been applied.

Advance care planning and shared decision making
If people are provided with an ‘advance directive’ or have given a long‐term power of
attorney to someone, they not only get the care they would have preferred, but they
are also given less aggressive care at the end of life26. Advance directives are not a set
of static decisions but need to be regularly reconsidered, as preferences may change
and communication between patient and caregiver is not always easy at the end of
life27. Advance care planning may thus be regarded as a continuous process rather
than as an action implemented at one given moment24,28. It seems wise to update
preferences and reconsider values and ideas about quality of life in a structured
way29. The process of advance care planning appears to be more comprehensive than
was thought in the past and this is even more true for people with IDs. Only a limited
part of care and care decisions can be defined precisely and can be discussed in
advance, such as DNAR. Other decisions, like whether to start a specific treatment,
can only be taken as the question arises. By way of preparation for future decisions, it
seems important to discuss with the representatives not only medical considerations,
but also beliefs and opinions regarding quality of life and the burden that their loved
one can be subjected to. This should be seen as preparing and practicing for end‐of‐
life decisions. It seems important that all participants in the process share their
involvement in the lives and wellbeing of people with IDs.
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Shared decision making has been developed in other types of care than that for
people with IDs30, and the problems and pitfalls that were encountered when
developing shared decision making in general health care should be avoided. New
models for shared decision making should be developed, or existing models adjusted
to situations in which a person with IDs could become involved, even those who are
hardly, if at all, able to give their opinion on end‐of‐life decisions. The decisions for
people with IDs should therefore not only be shared between physician and patient,
but involve representatives and paid care staff too. Ideas on shared decision making
that have been developed in general health care include ideas about the way a
physician should behave. Shared decision making is not only about giving the patient
the choice and accepting the outcomes. Professionals should be involved in the
decision‐making process in the same role as that of a friend, to guide the patients and
representatives through the process of decision making in a respectful, professional
and supportive manner 31. Personal experiences can be used as a ‘decision aid’ in
addition to hard facts, to produce a workable model to start shared decision making in
the care for people with IDs32. In order to make a more balanced decision, physicians
should try to find ways to involve the patients with IDs themselves33, as well as other
stakeholders who are important to the patients. But shared decision making goes
beyond simply involving the patients and/or representatives in the decision‐making
process. Physicians need the skills to strike a balance between interference,
involvement and professional distance, and to be clear about their position and role34.
Physicians who have known a patient over a longer period of time should also rely
more on their own knowledge of the patient’s needs and preferences, and openly
take the lead in the decision‐making process16.
Advance care planning and shared decision making are a reiterative process
during the lives of those people with IDs who need a great deal of care and medical
intervention. Opinions and values can change over time and should be reconsidered
on a regular basis.

Conclusions
End‐of‐life decision making should not be a once‐and‐for‐all decision, but should be
founded, even rooted, in a lifelong process of discussing what is best for a particular
person with IDs. The people with IDs themselves should be involved in end‐of‐life care
and end‐of‐life decisions in every possible way. Advance care planning should be seen
as a continuously developing instrument in this process and certainly not as a written
statement that remains valid for the rest of life. The trajectory that leads towards end‐
of‐life decisions and the sharing of this trajectory and the decisions are important to
all stakeholders, and may lead to better decisions for the person with IDs who is at the
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centre of this process. The findings of our studies allow the conclusion that ID
physicians should be open about their responsibility for the end‐of‐life decisions,
based on their knowledge of the patient and on the input of representatives and paid
care staff. A transparent and shared process of decision making can not only improve
the end‐of‐life care for people with IDs but also the end‐of‐life decision‐making
process for everyone involved. Our findings underline the rights of people with IDs to
a sophisticated process of end‐of‐life decisions. Just like the general population,
people with IDs need advance care planning and shared decision making. Involving
patients and representatives is important for end‐of‐life decision making35,36 and
should become a major element of best practice.

Recommendations
Although this thesis should primarily be seen as a starting point for further research
into end‐of‐life decision making, there are also some recommendations that can be
made for and policy and practice.

Recommendations for further research
The outcomes of the present studies should be used to develop and implement an
evidence‐based guideline on end‐of‐life decision making (including DNAR) and
advance care planning, as well as training programmes for physicians to deal with
uncertainties regarding end‐of‐life decisions.
Models for shared decision making for people with IDs, their representatives and
the professionals should be developed and their effects studied.
The way general practitioners cope with end‐of‐life decisions for people with IDs
needs to be studied further. What is their role and which problems and pitfalls do
they encounter? A training programme based on the outcomes of such a study could
be useful for all physicians who deal with partly or wholly incapacitated patients and
their next‐of‐kin or representatives.
Methods should be developed and studied to facilitate general practitioners
consulting ID physicians for advice on general and palliative care and end‐of‐life
decision‐making for people with IDs.
There is a need for an instrument to evaluate the quality of life of people with IDs
nearing the end of their lives, to be used in the decision‐making process. Further
studies should aim to develop such an instrument to assess quality of life.
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The role and influence of people with IDs themselves in the process of end‐of‐life
decisions should be the subject of further study. Methods should be developed to
involve people with IDs themselves, as far as possible, in evaluating their quality of
life, but also to clarify their views, preferences and expectations concerning death,
dying and decision making.

Recommendations for policy and practice
Health care organizations should develop a clear view regarding DNAR orders,
including a written policy, and should implement a procedure for DNAR decisions.
Paid care staff should be educated about resuscitation and trained to handle
DNAR procedures.
Physicians should be trained in shared decision making and advance care planning
as part of their vocational training, and these subjects should also be part of the
continuing education of all ID physicians.
The decision‐making process should start at the moment when serious conditions
are presented, which will often be long before the end‐of‐life phase. The major
question should be ‘What are the benefits of this diagnostic or therapeutic
intervention for this patient at this moment and what are the consequences for the
future?’
Paid care staff need to be trained in the how and why of end‐of‐life decisions,
their own position and the opportunities they have to contribute to these important
issues. Subsequently, physicians and paid care staff should support representatives
and the people with IDs themselves in participating in the process of end‐of‐life
decisions.
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Background
End‐of‐life decisions are important for all people, as is illustrated by the increasing
numbers of such decisions in Western countries. End‐of‐life decisions are defined as
those decisions at the end of life which may shorten life, but are not aimed at
shortening a patient’s life. They include withdrawing or withholding treatment,
administering treatments to relieve symptoms with possible life‐shortening side‐
effects, and ending a patient’s life with or without their request. People with IDs are
often unable to decide for themselves regarding these matters, and need the help of
representatives, often next‐of‐kin. In addition, they tend to have more health
problems than people without IDs.
At the start of this research project, barely any literature was available on the
topic of end‐of‐life decisions for people with IDs. There was some information about
the prevalence of such decisions, but not about the process of decision making.

Research questions
This project was initiated because we wanted to find out how often end‐of‐life
decisions were being made, what kind of end‐of‐life decisions were made and the role
and influence of the various participants in the process of end‐of‐life decisions for
people with IDs.
The following research questions were addressed:






What is the prevalence and nature of end‐of‐life decisions for people with IDs?
How does the process of end‐of‐life decisions work?
Who plays which role in the process?
Which considerations are important in the decision‐making process?
What are the problems and pitfalls regarding the issuing of Do Not Attempt
Resuscitation (DNAR) orders from the perspective of ID physicians?

Chapter 2
Prevalence and nature of end‐of‐life decisions for people with IDs
A retrospective study of medical files of people who died in a Dutch centre providing
residential care for 335 people with IDs demonstrated that an end‐of‐life decision had
been recorded for 57% of the deceased. Cases are described to illustrate the nature of
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these decisions. However, no information was found about the actual process of end‐
of‐life decision making. There was no evidence in the notes that any of the people
with IDs were asked to give their own opinion about the end‐of‐life decision.

Roles, perspectives and considerations of various stakeholders in the
process of end‐of‐life decisions
This qualitative study, carried out in the Netherlands, involved semi‐structured
interviews with ID physicians, representatives and paid care staff made after the
deaths of ten patients with IDs that had involved end‐of‐life decisions. The interviews
were recorded digitally, transcribed verbatim and analysed using Grounded Theory
procedures.

Chapter 3
Perspective of the physicians
Physicians reported that they extensively involved representatives and paid care staff
in the decision‐making process. To this end, they tried to maintain good working
relationships and allocated to the representatives the position of the person who had
to evaluate the quality of life of their loved one. In their view, knowledge of a
patient’s vulnerabilities is needed to make decisions based on the needs and
preferences and the medical life story of patients who are not (or not fully) able to
decide.

Chapter 4
Perspective of the representatives
Sixteen patient representatives (most family members) were interviewed after the
deaths of their loved ones.
The representatives felt highly responsible for the decisions they had made. They
had not involved the patients themselves in the end‐of‐life decision making process,
nor any other professionals than the doctor. Patient representatives had developed
ideas about quality of life, about prevention of suffering and about the ability of their
loved one to understand the burden of possible interventions. They wanted support
from the ID physician and they regretted they had not known that it was the ID
physicians who were ultimately responsible for the end‐of‐life decisions.
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Chapter 5
Perspective of the paid care staff
The position of the paid care staff was characterized by the fact that they considered
themselves to be at the centre of the communication network during the end‐of‐life
period of the people with IDs they cared for. They were confident about their own
opinion as they were familiar with the patient’s complete picture. They did feel
responsible for the end‐of‐life care, but not for the end‐of‐life decisions. The paid care
staff reported being unclear about who had the responsibility for the end‐of‐life
decisions.

Chapter 6
Problems and pitfalls of issuing a DNAR order for people with IDs, from
the viewpoint of ID physicians
To clarify the problems and pitfalls of DNAR decision making for people with IDs, we
interviewed 40 Dutch ID physicians. The semi‐structured interviews were recorded
and transcribed and analysed in the same way as in the studies discussed above. It
appeared that medical considerations were the main factors contributing to the
decision‐making process on DNAR orders, rather than the expected success rate of
resuscitation. The evaluation of the patient’s quality of life and possible suffering due
to challenging behaviour was left to the representatives. The physicians wanted to
prevent conflicts with representatives, and felt they were vulnerable, so they said
they wanted a more solid and clearly defined legal position. The procedure of issuing a
DNAR order and the embedding of this procedure in the health care organization
were important for the ID physicians.

Chapter 7
General discussion
This thesis has examined how various stakeholders participate in the process of end‐
of‐life decisions for people with IDs. The process proved to be characterized by
incomplete knowledge about the roles and input of participants and by uncertainty.
The different types of participants need different types of support for their role in this
process. It seems important that participants in the process share their involvement in
the lives and wellbeing of people with IDs and share their opinions on their quality of
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life. Physicians need the skills to strike a balance between interference, involvement
and professional distance, and to be clear about their position and role. Regular
discussions with everyone involved, including the people with IDs themselves, can
improve everyone’s awareness of the others’ motives in end‐of‐life decisions and can
clarify mutual expectations.
Two instruments that can be used to support the decision‐making process for
people with IDs are advance care planning and shared decision making. Advance care
planning should not be seen as one particular action taken at one particular moment,
but as a continuous process. Shared decision making still leaves room for
improvement, and there are no evidence‐based models available for sharing decisions
in the care for people with IDs. Both advance care planning and shared decision
making should be considered not only at the end of life but at each stage where
decisions have to be made that may affect survival. As a consequence, this process
needs continuous finetuning and refining, and requires participants who know their
roles and have the skills required for this complex process.

Conclusion
The studies in this thesis have demonstrated that end‐of‐life decisions for people with
IDs are an important issue. The roles and responsibilities of the various participants in
the end‐of‐life decision‐making process for people with IDs turned out not to be fully
clear to everyone involved, with uncertainty and conflicts arising particularly as
regards evaluating the quality of life. The representatives and paid care staff were
often not fully aware that it was the ID physician who was ultimately responsible for
the end‐of‐life decisions, and this unawareness sometimes imposed a burden on the
representatives. Issuing a DNAR decision did not necessarily lead to its
implementation, and the ID physicians considered themselves to be dependent on the
health care organization for implementing the decision.

Recommendations
For research
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An evidence‐based guideline on end‐of‐life decision making should be developed,
as well as a guideline on DNAR.
Models for shared decision making for people with IDs, their representatives and
the professionals should be developed, and their effects studied.

Summary






The way general practitioners cope with end‐of‐life decisions for people with IDs
should be examined in further studies.
Methods should be developed to facilitate general practitioners consulting ID
physicians about palliative care for people with IDs.
An instrument should be developed to assess the quality of life of people with IDs
who cannot express themselves and are nearing the end of their life.
Methods should be developed to involve people with IDs in the process of end‐of‐
life decision making and in the development of a quality‐of‐life instrument.

For policy and practice








Health care organizations should develop and implement a sound procedure on
DNAR and should train paid care staff about making the decision as to whether to
resuscitate or not at the critical moment.
Physicians should be trained in advance care planning and shared end‐of‐life
decision making. Physicians also need to be trained to deal with the uncertainties
associated with end‐of‐life decision making.
Paid care staff need to be trained in the how and why of end‐of‐life decisions,
their own position and the opportunities they have to contribute to these
important issues.
The decision‐making trajectory should start long before the end‐of–life phase.
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Achtergrond van het onderzoek
Beslissingen rond het levenseinde zijn belangrijk voor de meeste mensen en dat wordt
geïllustreerd door het feit dat in de Westerse wereld in een groot aantal overlijdens‐
processen dit soort beslissingen worden genomen. Beslissingen rond het levenseinde
zijn beslissingen aan het einde van het leven die het leven mogelijk bekorten, maar
die dit niet als doel hebben. Het gaat dan over een drietal beslissingen namelijk (1) het
stoppen of niet starten van een behandeling (2) de levensbekortende effecten van
een behandeling die als doel heeft om symptomen te bestrijden (3) beëindigen van
het leven wel of niet op iemands eigen verzoek.
Mensen met een verstandelijke beperking hebben vaak hulp nodig bij het nemen
van moeilijke beslissingen en als dit het geval is dan zeker bij beslissingen rond het
levenseinde. Daarbij komt het feit dat zij meer gezondheidsproblemen hebben dan
mensen zonder een verstandelijke beperking.
Bij de start van dit onderzoek was er nauwelijks literatuur te vinden over hoe
beslissingen rond het levenseinde genomen werden bij mensen met een verstan‐
delijke beperking. Er was wel iets bekend over de prevalentie, maar niet over het
proces van beslissen.

Onderzoeksvragen
Dit project is gestart omdat we wilden weten wat de rol en invloed was van de
verschillende deelnemers in het proces van beslissen, hoe vaak beslissingen rond het
levenseinde werden genomen en welk soort beslissingen er werden genomen.
De volgende onderzoeksvragen werden geformuleerd:
 Wat is de prevalentie en de aard van beslissingen rond het levenseinde bij mensen
met een verstandelijke beperking?
 Hoe verloopt het proces van beslissen?
 Wie speelt welke rol in dit proces?
 Welke afwegingen zijn belangrijk in het proces van beslissen?
 Welke problemen en valkuilen ervaren AVG’s (artsen voor mensen met een verstan‐
delijke beperking) bij het nemen van niet reanimatie beslissingen?

Hoofdstuk 2
De prevalentie en het soort beslissingen rond het levenseinde bij mensen met een
verstandelijke beperking.
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Er werd een dossier studie gedaan van mensen die gedurende een periode van 5 jaar
overleden waren in een Nederlands instituut met 335 mensen met een verstandelijke
beperking. Hieruit bleek dat er een beslissing rond het levenseinde was genomen bij
57% van degene die overleden waren. Het soort beslissingen werd geïllustreerd met
het beschrijven van casus. Er werd geen informatie in de dossiers gevonden over hoe
het proces van beslissen was verlopen en wie welke rol speelde noch of de overledene
zelf om een mening was gevraagd.
De rollen, gezichtpunten en overwegingen van de verschillende deelnemers in het
proces van beslissingen rond het levenseinde.
In deze kwalitatieve studie werden, na het overlijden van tien mensen met een
verstandelijke beperking, interviews gedaan met degenen die betrokken waren in het
proces van beslissen, namelijk met AVG’s, wettelijk vertegenwoordigers en de meest
belangrijke verzorgenden. De halfgestructureerde interviews over het proces van
beslissen, werden digitaal geregistreerd, letterlijk uitgetypt en geanalyseerd volgens
de methode van Grounded Theory.

Hoofdstuk 3
Het gezichtpunt van de artsen
Artsen vonden de mening van wettelijk vertegenwoordigers en de verzorgers
uitermate belangrijk voor de te nemen beslissingen en betrokken hen bij het traject
van beslissen. Om tot een goed proces van beslissen te komen, investeerden ze in de
relatie met de wettelijk vertegenwoordigers. De wettelijk vertegenwoordigers kregen
de ruimte om over de kwaliteit van leven van de naaste te oordelen. De artsen lieten
dit zwaar meewegen in hun beslissing evenals de medische voorgeschiedenis, de
behoeften en voorkeuren van de patiënt en de kwetsbaarheid van de patiënt.

Hoofdstuk 4
Het gezichtpunt van de wettelijk vertegenwoordigers
Zestien wettelijk vertegenwoordigers (meest familieleden) werden geïnterviewd na
het overlijden van hun naaste met een verstandelijke beperking. Het bleek dat de
wettelijk vertegenwoordigers zich zeer verantwoordelijk voelden voor de genomen
beslissingen rond het levenseinde. Behalve de dokter hadden zij niemand betrokken
bij deze beslissingen, ook de patiënt zelf niet. De wettelijk vertegenwoordigers
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hadden een duidelijk idee over de kwaliteit van leven, zij wilden graag meer lijden
voorkomen en waren van mening dat hun naaste de belasting van onderzoek en
behandeling niet konden begrijpen. Het was genoeg geweest. Ze hadden vooraf heel
graag geweten dat de dokter verantwoordelijk was voor de beslissingen die genomen
moesten worden en zouden zich dan beter gesteund hebben gevoeld.

Hoofdstuk 5
Het gezichtpunt van de verzorgenden
De verzorgenden zagen voor zichzelf een rol weggelegd in het centrum van
communicatie tijdens de zorg rond het levenseinde voor hun patiënten met een
verstandelijke beperking. Zij waren ervan overtuigd dat ze wisten wat goed was
omdat ze de patiënt door en door kenden. Zij voelden zich verantwoordelijk voor de
zorg rond het levenseinde, maar niet voor de beslissingen rond het levenseinde. Voor
de verzorgenden was het niet helder wie er verantwoordelijk was voor de beslissingen
rond het levenseinde.

Hoofdstuk 6
De problemen en valkuilen die dokters ervaren bij het afspreken van niet reanimeren
voor mensen met een verstandelijke beperking.
Om de problemen en valkuilen te onderzoeken bij het maken van niet reanimatie
afspraken voor mensen met een verstandelijke beperking, werden er 40 Nederlandse
AVG’s geïnterviewd.
De halfgestructureerde interviews werden opgenomen, uitgeschreven en
geanalyseerd zoals eerder in dit hoofdstuk beschreven. Medische redenen waren de
belangrijkste overwegingen bij het maken van niet reanimatie afspraken, meer dan
het slagingspercentage van de reanimatie. Het beoordelen van de kwaliteit van leven
werd overgelaten aan de wettelijk vertegenwoordigers. Dat ouders het lijden van hun
kind aan gedragsproblemen ervoeren als een reden voor een niet reanimatie afspraak
vonden artsen moeilijk. De artsen wilden conflicten met de wettelijk vertegen‐
woordigers vermijden en voelden zich daarbij kwetsbaar. Om deze reden wilden ze
een meer stevige en beter omschreven wettelijke positie. De procedure voor een niet
reanimatie afspraak en de verankering in de zorgorganisatie waren belangrijk voor de
AVG’s.

121

Hoofdstuk 7
Algemene discussie
In dit proefschrift werd onderzocht welke rol de verschillende deelnemers spelen in
het proces van beslissingen rond het levenseinde bij mensen met een verstandelijke
beperking. Het proces werd gekenmerkt door onzekerheid en door onvolledige kennis
over de rol en de bijdrage van betrokkenen. De verschillende deelnemers hebben elk
andere ondersteuning nodig voor hun rol in dit proces. Het is belangrijk dat zij hun
betrokkenheid delen bij het leven en welbevinden van de mensen met een verstan‐
delijke beperking en vooral hun ideeën en mening delen over de kwaliteit van leven.
Artsen hebben vaardigheden nodig om een evenwicht te vinden tussen betrokkenheid
en professionele distantie en moeten duidelijk zijn over hun positie en hun rol. Een
dialoog met alle betrokkenen, waar mogelijk ook met de persoon met de verstan‐
delijke beperking zelf, kan duidelijk maken waar anderen aan denken, wat hun ideeën
en motieven zijn en kan verwachtingen naar elkaar toe verhelderen.
Twee instrumenten kunnen gebruikt worden om het proces van beslissen te
verbeteren en te vergemakkelijken namelijk advance care planning en gedeelde
besluitvorming. Advance care planning moet niet gezien worden als eenmalige actie
om beslissingen te nemen en vast te leggen, maar als een proces waar steeds aan
moet worden gewerkt. Gedeelde besluitvorming als methode staat nog in de
kinderschoenen in de zorg voor mensen met een verstandelijke beperking en er zijn
nog geen wetenschappelijk onderbouwde modellen. Zowel advance care planning als
ook gedeelde besluitvorming moeten niet alleen aan het einde van het leven aan de
orde komen, maar moeten veel eerder als instrumenten worden ingezet om
belangrijke beslissingen voor te bereiden die invloed kunnen hebben op kwaliteit van
leven. Om dit te bereiken moet het proces van beslissen steeds worden bijgesteld en
afgestemd en moeten de betrokkenen hun rol kennen en de vaardigheden hebben
voor dit ingewikkelde proces van beslissen voor een ander.

Conclusie
In dit proefschrift is duidelijk gemaakt dat beslissingen rond het levenseinde voor
mensen met een verstandelijke beperking belangrijk zijn. De rollen en verant‐
woordelijkheden van de deelnemers aan dit proces zijn niet helemaal duidelijk. Het
gevolg is onzekerheid en conflicten in het bijzonder bij het evalueren van de kwaliteit
van leven. De wettelijk vertegenwoordigers en verzorgenden waren vaak niet op de
hoogte van het feit dat de dokter uiteindelijk verantwoordelijk is voor de beslissing en
dit was belastend voor de wettelijk vertegenwoordigers. Het afspreken van niet
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reanimeren, leidde niet per definitie tot implementatie van de afspraak en de AVG’s
voelden zich erg afhankelijk van de organisatie waarin ze werkten.

Aanbevelingen voor onderzoek
 Een evidence based richtlijn moet worden ontwikkeld voor het nemen van
beslissingen rond het levenseinde voor mensen met een verstandelijke beperking
evenals een richtlijn voor niet reanimeren.
 Een methode voor gedeelde besluitvorming voor mensen met een verstandelijke
beperking, hun vertegenwoordigers en de professionals moet worden ontwikkeld
en geëvalueerd.
 De manier waarop huisartsen omgaan met beslissingen rond het levenseinde bij
mensen met een verstandelijke beperking moet worden onderzocht.
 Er zou een methode moeten worden ontwikkeld waarmee huisartsen AVG’s kunnen
consulteren in verband met palliatieve zorg voor mensen met een verstandelijke
beperking.
 Er dient een instrument te worden ontwikkeld om kwaliteit van leven te meten aan
het einde van het leven van mensen met een ernstige verstandelijke beperking die
zich zelf niet kunnen uitdrukken.
 Een werkwijze moet worden ontwikkeld om mensen met een verstandelijke
beperking te betrekken bij beslissingen rond het levenseinde en bij het ontwikkelen
van een kwaliteit van leven instrument.

Aanbevelingen voor beleid en praktijk
 Organisaties in de gezondheidszorg moeten een duidelijk (niet) reanimatie beleid
ontwikkelen en implementeren. Het verzorgend personeel moet getraind worden
om als reanimatie aan de orde is te weten hoe ze moeten handelen.
 Artsen moeten worden getraind in advance care planning en in gedeelde
besluitvorming. Artsen moeten ook worden getraind in het omgaan met de
onzekerheden die horen bij beslissingen rond het levenseinde.
 Verzorgenden moeten weten hoe beslissingen rond het levenseinde worden
genomen, wat hun eigen positie is en wat hun bijdrage kan zijn.
 Het traject van beslissen moet in de zorg voor mensen met een verstandelijke
beperking, ver voor het levenseinde starten.
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