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SUMMARY

Background: Nurses and social workers caring for people with intellectual
disabilities are increasingly confronted with clients in need of end-of-life care.
Previous studies, however, suggest that professionals in intellectual disability
care services lack knowledge and experience concerning end-of-life care.
Moreover, the proportion of nurses within the staff of intellectual disability
services has declined in recent years, while the proportion of social workers has
increased, which may have consequences for the quality of end-of-life care.
Objectives: To gain insight into the quality of end-of-life care, past vocational
training, training needs and expert consultation opportunities of nurses and
social workers working in intellectual disability care services.
Design: Survey questionnaire study conducted in the Netherlands.
Settings: Intellectual disability care services.
Participants: The study sample was recruited from an existing nationally
representative research panel of care professionals. In 2011, all 181 nurses and
social workers in the research panel who worked in intellectual disability care
services were sent our survey questionnaire.
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Methods: Postal survey addressing education, views and needs regarding endof-life care.
Results: The response was 71.8%. Respondents positively evaluated the quality
of end-of-life care. However, most respondents felt inadequately trained in endof-life care issues. Nurses had received more training in end-of-life care and had
fewer training needs than social workers. Respondents wished for additional
training, especially in supporting clients in dealing with the impending death
and farewell process. Half of the respondents were unaware of the availability of
external consultation facilities.
Conclusions: This study shows that although nurses and social workers
positively appraise the quality of end-of life care for people with intellectual
disabilities, the majority feel inadequately trained to provide good end-of-life
care. As the number of people with intellectual disability in need of end-of-life
care grows, organizations need to offer additional relevant training and must
give information about the availability of external expert consultation for nurses
and social workers.

INTRODUCTION

Professionals caring for people with intellectual disabilities (ID) are confronted with
an aging population. Since health care has improved over recent decades, the life
expectancy of people with ID has increased. However, the increased life expectancy
is connected with growing incidences of life-limiting illnesses such as progressive
cancer, chronic cardiovascular diseases, chronic lung diseases and dementia (Ellison
and Rosielle, 2008; Janicki et al., 1999; Tuffrey-Wijne et al., 2007). As a result,
professionals increasingly encounter people with ID who are in need of end-of-life
care, a specific type of care requesting specific expertise and training.
End-of-life care focuses heavily on the quality of life by relieving pain and other
distressing symptoms, incorporating the holistic needs of people, as reflected in
physical, psychological and spiritual support.
Professionals need a variety of knowledge and skills in order to provide
comprehensive, multidisciplinary end-of-life care to the person and their family (de
Vlieger et al., 2004). End-of-life care for people with ID can be especially
challenging due to pre-existing intellectual disabilities combined with physical
impairments resulting from a life-limiting illness. Professionals encounter
difficulties, for example, in communicating about end-of-life issues with their clients
(Bekkema et al., 2013; Stein, 2008; Tuffrey-Wijne et al., 2010). Furthermore, the
identification
and management of pain and other symptoms can be hard at the end of life, as signals
that express pain or other distress can be very small and hard to recognize in people
with ID (Bekkema et al., 2011; Ryan et al., 2010). As the work of professionals
caring for people with ID has a strong focus on activating people rather than on
‘caring’ and symptom relief, end-of-life care may not be a matter of course
(Kirkendall et al., 2012; McCallion et al., 2012; Mccarron et al., 2010).
Previous studies suggest that professionals working in ID care services may lack
knowledge and skills concerning end-of-life care. Ng and Li (2003) found that in the

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

Bekkema, N., Veer, A.J.E. de, Albers, G., Hertogh, C.M.P.M., Onwuteaka-Philipsen, B.D.,
Francke, A.L. Training needs of nurses and social workers in the end-of-life care for people with
intellectual disabilities: a national survey. Nursing Education Today: 2014, 34(4), 494-500

UK, 50% of the professionals who care for incurably ill people with ID were unable
to identify signs and symptoms of the illness. Ryan et al. (2010, 2011) found that
Irish professionals caring for people with ID often lacked confidence and training in
end-of-life care, and that providing end-of-life care therefore led to considerable
stress. Lack of training in end-of-life care was also rated as an obstacle by 72% of the
directors of ID care services in the USA (Botsford, 2004).
Likewise, a recent study in Australian ID community group homes revealed that less
than one third of the professionals concerned received any training in end of-life care
(Wiese et al., 2012a).
Also, research performed in the Netherlands among managers and physicians in ID
care services suggested that professionals often have insufficient expertise with endof-life care (Bekkema et al., 2011). In the Netherlands, professionals caring for
people with ID have varying backgrounds, but the large majority are social workers,
followed by nurses (RNs) and certified nursing assistants (CNAs) (Van derWindt et
al., 2009). The de-institutionalization of the care for people with ID that started in the
1970s and the disappearance of specific vocational training in ID nursing in the
1990s led to a decrease in the number of nurses working in this field in the
Netherlands that is still ongoing (AVVV, 2004; CBS Statistics Netherlands, 2012).
This necessitated a redefinition of the position of nurses working in ID care services
in relation to other disciplines such as social workers; a development that also took
place in other countries such as the UK and Ireland (Sheerin and McConkey, 2008;
Sweeney and Mitchell, 2009). A survey performed in 2002 in the Netherlands
revealed that 81% of the nurses working in Dutch ID care services expressed a need
for additional training in end-of-life care (De Veer et al., 2004). No social workers
were involved in the 2002 survey, but it seems probable that social workers will have
received less training in end-of-life issues in their vocational training programs than
nurses and that therefore their training needs will be also more pronounced. Indeed,
since then there has been growing attention in the Netherlands for the quality of
endof- life care in ID care services, seen for example in the provision of training
courses and consultation facilities on end-of-life care. In principle, these
consultations facilities are available to all health-care professionals and may
complement missing knowledge, especially for teams with no first-hand expertise in
end-of-life care.
In order to further promote good care for incurably ill people with ID, more insight is
needed into past vocational training in end-of-life care, the training needs and the
consultation options of nurses and social workers. It is also important to know how
nurses and social workers evaluate the quality of the end-of-life care provided by
their team. Given their educational background, we expect that nurses will have
received more training in at least the physical side of end-of-life care, will have
fewer training needs and will be more aware of end-oflife care consultation facilities
than social workers. The research questions are:
1. How do nurses and social workers in ID care services appraise the quality of
end-of-life care provided by their team or department?
2. What views or needs do nurses and social workers have with regard to:
• training in end-of-life care?
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• facilities that enable consultation of internal and external experts
related to end-of-life care?
METHODS

Sample
The study sample was recruited from an existing nationally representative research
panel of care professionals in the Netherlands (De Veer and Francke, 2010; De Veer
et al., 2011). This research panel consists of a group of care professionals who are
prepared to fill in questionnaires on current topics in health care. In 2011, all 181
participants (RNs, CNAs or social workers) in the research panel who worked in care
services for people with ID were sent our survey questionnaire.
Data Collection And Survey Questionnaire
The questionnaire contained questions on education, actual experiences and attitudes
regarding end-of-life care. The questions were derived from an existing survey
questionnaire which was proven to be valid and useful in earlier research (De Veer et
al., 2004). Recent experience in end-of-life care was measured by asking the
respondents: have you cared for a client who died from chronic illness or old age
during the last two years? To measure the evaluation of the quality of end-of-life care
of the team, respondents were asked: how do you appraise the quality of end-of-life
care in your team or department? (The response categories were ‘very good’, ‘good’,
‘moderately good’, ‘moderately bad’, ‘bad’, plus ‘not applicable’ if end-of-life care
was not provided by the team/department.) To measure past training in end-of-life
care, the respondents were asked: what topics or skills related to end-of-life care
were covered in your vocational training (basic and post basic)? A list of 15 different
education topics was given, which are described in Table 3. Respondents could also
indicate whether they were able to take a separate module addressing end-of-life
care. In a separate question we asked: do you feel adequately trained to provide good
end of- life care? To measure current training needs in end-of-life care, the
respondents were asked: in what topics or skills related to end-of-life care would you
like additional training? A list of 16 different training needs was given, which are
described in Table 4. To measure consultation facilities related to end-of-life care,
the respondents were asked whether experts on end-of-life care could be consulted
within and outside their organization, and if this was not the case, whether they
would like such consultation facilities to become available. Also, some questions on
background characteristics and work-related characteristics were included.
Ethical Consideration
As this was a questionnaire-based study without any intervention, no approval by an
ethics committee is required in the Netherlands.
Analysis
T-tests and Chi-square tests were used to describe background characteristics of the
respondents. In order to answer research question 1, multiple linear regression was
performed to explore differences in perceived quality of end-of-life care by
professional background, corrected for the influence of recent experience in end-of-
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life care. In order to answer research question 2,multiple logistic regression
analysiswas performed to explore differences in past vocational training and training
needs by professional background, corrected for the influence of recent experience in
end-of-life care. Odds ratios and 95% confidence intervals were calculated. Poisson
regression was performed to explore differences in the mean number of end-of-life
care topics covered in vocational training and the mean number of different training
needs by professional background, corrected for the influence of recent experience in
end-of-life care. Differences in the perceived availability of consultation facilities by
professional background were tested using Chi-square tests.
An adjustment weight was assigned to nurses and social workers in order to
calculate total group percentages that more accurately represent the population
distribution of nurses and social workers working in Dutch ID care services. The
tables present percentages for nursing staff and social workers separately, and
weighted percentages for the total group of respondents. All analyses were
performed using Stata 12.1.
RESULTS

Background Of The Respondents
130 questionnaires were completed (a response of 71.8%). The group of nursing staff
is comprised of nurses with an associate degree or Bachelor's degree (n = 87), and
also includes a small group of certified nursing assistants (n = 6). The group of 37
social workers is comprised of social workers with an associate degree or Bachelor's
degree. Table 1 shows that the nurses in this study are on average older and have
more work experience as a qualified care professional than the social workers. One
in five was involved in end-of-life care in the last two years. Only a small percentage
(4%) work in a team or department specialized in end-of-life care. The responding
nurses have more experience in providing end-of-life care in the last two years (38%)
than social workers (14%).
Appraisal Of The Quality Of End-Of-Life Care
Table 2 shows that the quality of end-of-life care is highly valued.
Almost 80% of the respondents perceived the quality of end-of-life care delivered by
their team or department to be good or very good.
No relationship was found between the professional background and appraisal of
end-of-life care.
[TABLE 1][TABLE 2]

Past Training In End-Of-Life Care
Table 3 shows that only 15% of the respondents felt adequately trained to provide
good end-of-life care. No differences related to professional background were found.
In general, most respondents (78%) covered at least one aspect of end-of-life care in
their vocational training (basic and/or post basic). However, only 6% took a separate
module on end-of-life care. Topics concerning psychosocial and spiritual care were
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most likely to be covered, but no end-of-life topic was covered in the vocational
training of more than 42% of the respondents.
With the exception of the physical care of a deceased client, end-of-life topics related
to the physical and medical care, in particular the use of instruments to measure pain
or other symptoms, were barely covered in the vocational training. Nurses were more
likely to receive training in the physical care of a deceased client than social workers.
Within the category psychosocial and spiritual care, the topics most likely to be
covered were support in dealing with the impending death and conducting ‘bad–
news’ conversations. Religious and spiritual support, and conversations about the
meaning of life were less likely to be covered. Nurses were significantly more likely
to be trained in the provision of support in dealing with the impending death than
social workers. Within the category practical and complementary care, more nurses
were trained in practical issues surrounding the dying process and the funeral than
social workers. Complementary care such as massage and end-of-life care in other
cultures were covered less often.
Within the category personal and team development, nurses were more likely to have
been educated in cooperating with other professions in end-of-life care than social
workers.
The mean number of different end-of-life care topics covered in vocational training
was 2.9 (range of 0–13). Nurses received training on more topics (3.8) than did social
workers (2.5) (Coef: −0.3894 [−0.632 to −0.147]).
Training Needs
Table 4 shows that almost 70% felt a need for additional training in end-of-life care.
In general, respondents were most interested in training on how to support clients in
dealing with the impending death and the farewell process, knowledge about end-oflife care in other cultures, and law and regulations on euthanasia and assisted suicide.
There were no significant differences between nurses and social workers regarding
training needs.
Concerning physical and medical care, respondents were most likely to want to be
educated in law and regulations on euthanasia and assisted suicide, palliative
sedation and end-of-life decisions such as starting or foregoing treatment.
Concerning psychosocial and spiritual care, respondents primarily wished to be
trained in how to support a client in dealing with the impending death and the
farewell process. Concerning practical and complementary care, respondents
primarily wished for training in knowledge on end-of-life care in other cultures. One
in five respondents wished to be trained in dealing with their own grief. The mean
number of training needs was 3.3 (range of 0–13). Social workers had more training
needs (3.6) than nurses (2.8) (Coef: 0.275 [0.048 to 0.503]).
Perceived Availability Of Consultation Facilities And Need For Them 79% of the
respondents said that internal expert consultation on end-of-life care is already
available in their organization, whereas 8% expressed a need for internal consultation
facilities. However, only 50% of the respondents stated that external consultation
facilities are already in place, whereas 24% expressed a need for this type of
consultation.
We found no differences between nurses and social workers in this regard.
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[TABLE 3]
DISCUSSION

Nurses and social workers working in ID care services positively evaluate the quality
of end-of-life care provided by their team or within their department. Nurses are
more involved in end-of-life care, received more training in end-of-life care and have
fewer training needs than social workers. Although most professionals received
training in at least one end-of-life care topic, many topics were not covered well in
(basic and/or post basic) vocational training.
Moreover, the large majority of care professionals feel inadequately trained to
provide end-of-life care. The top training priority is how to support clients in dealing
with the impending death and the farewell process. Although external consultation
on end-of-life care is supposed to be available to all healthcare professionals, half of
the respondents said that these facilities were unavailable to them.
The positive evaluation of the quality of end-of-life care seems to contradict the
finding that most respondents feel inadequately trained and have extensive training
needs when it comes to end-of- life care. Since most of the respondents had not cared
for a dying client in the past two years, an explanation may be that although they feel
insufficiently equipped to provide end-of-life care themselves, they have a high
opinion of the quality of end of- life care provided by more experienced colleagues.
The positive evaluation of the quality of end-of-life care may also have been
influenced by emotions, as studies suggest that care professionals often experience
end-of-life care as very rewarding and honorable (Bekkema et al., 2011; Wiese et al.,
2012a).
Education Falls ShortWhen It Comes To End-Of-Life Care
Only a small percentage of the respondents had taken a special course on end-of-life
care, and in general end-of-life care was not covered very well in the (basic and/or
post basic) vocational training they had received. The topics covered most frequently
concerned support in dealing with the impending death, conducting ‘bad-news’
conversations, the physical care of a deceased client and practical issues surrounding
the dying process and the funeral. The topic that received the least attention was the
use of instruments to measure pain and other symptoms, a shortage in education
which has also been found among nursing home nurses (Whittaker et al., 2006). This
is alarming, since pain and symptom relief are important parts of end-of-life care
(WHO, 2012). Earlier research suggests that the identification and management of
pain and other symptoms can be hard in people with ID, especially at the end of their
life (Bekkema et al., 2011; Ryan et al., 2010). Since almost no respondents received
training in the use of assessment instruments, more awareness is needed of the
complexities of assessing pain and distress in people with ID (Symons et al., 2008;
Regnard et al., 2007).
Strikingly, 85% of the respondents feel inadequately trained to provide end-of-life
care. This is in line with the lack of training which has been found in other countries
(Ng and Li, 2003; Ryan et al., 2010, 2011; Wiese et al., 2012a). Here is a task for
organizations, teachers and policy makers to investigate what can be done to increase
the knowledge and expertise of current and future nursing staff and social workers.
End-of-life care is still a rather infrequent type of care in people with ID, although
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the numbers in need of end-of-life care will expand in the years to come. Studying
the knowledge of nurses in the US, Schlairet (2009) found that only nurses with
continuing education in end-of-life care (and not the ones with only formal education
in end-of-life care) scored better on objective knowledge/skills concerning end-oflife care. It may therefore be most effective to provide continuing education on endof-life care issues to those professionals who are most likely to be confronted with
clients with end-of-life care needs, e.g., those who work with older people with ID.
There is a need for education interventions to reduce the gaps in knowledge and
skills. For instance, Reddall (2010) developed a palliative care resource booklet for
professionals caring for people with intellectual disabilities, aimed at providing easy
and accessible information on end-of-life care. Other work is being done by
McLaughlin et al. (2012) who developed a multimedia educational resource about
end-of-life care which stimulates partnerships between ID care services and
specialist palliative care services. Also, promising results came from a recent
evaluation of a training program on palliative care for staff working with people with
ID: staff members' levels of preparation and confidence in their ability to provide
palliative care improved due to the program (Hahn and Cadogan, 2011).
[TABLE 4]

Training Priorities
The many needs for additional training in end-of-life care illustrates a willingness
among professionals to provide good end-of-life care, and is in line with the
willingness found in other studies (Ryan et al., 2010, 2011; Wiese et al., 2012a).
Compared to the 2002 survey (De Veer et al., 2004), the overall need for end-of-life
training decreased by 10 percentage points, which may be due to the growing
attention for the quality of end-of-life care and the development of supporting
material in Dutch ID care services in recent years. However, training needs are still
very high. Just as in 2002, the top training priority remains training in how to support
clients in dealing with the impending death and the farewell process. This training
priority is a reminder that communication between care professionals and people
with ID remains a challenge in end-of-life care, as has also been found in other
studies (Stein, 2008; Tuffrey-Wijne et al., 2007, 2010). Fortunately, promising
research is currently being done in this matter (Tuffrey-Wijne, 2012; Wiese et al.,
2012b), although new ways for communication in the end-of-life care for people with
ID still need testing in practice.
Lack Of Access To External Experts
End-of-life care should be comprehensive and multidisciplinary.
This is reflected in our results as the majority of nurses and social workers confirmed
the availability of consultation with experts on end-of-life care within the
organization. This exchange of knowledge seems particularly important since
professionals in ID care services have varying education backgrounds and may not
feel adequately trained. Within the context of knowledge exchange, a specialized
palliative care consultant may function as a key person in the transfer of internal
expertise. However, half of the professionals said they cannot consult relevant
experts outside their organization. This is surprising as multidisciplinary consultation
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teams are available in all regions in the Netherlands and can be consulted by all kinds
of healthcare professionals with questions about physical, psychosocial or spiritual
aspects of end-of-life care. Hence, professionals working in ID care services are
often not aware of these consultation facilities. Partnerships between ID care services
and specialist palliative care services may considerably improve the quality of endof-life care for people with ID. Collaborative working can increase the knowledge on
end-of-life care of professionals working in ID care services and it may improve the
access of people with ID to generic palliative care services. Such partnerships require
overcoming differences in care approaches and skill limitations (Friedman et al.,
2012; Kirkendall et al., 2012; Mccarron et al., 2010; Read and Cartlidge, 2012; Ryan
et al., 2010; Tuffrey-Wijne et al., 2008).
Nurses And Social Workers: Differences And Opportunities For Holistic Care
Nurses received more training in several aspects of end-of-life care. As for the
physical care of a deceased client, this may be a more natural fit with nursing
curriculum than in social-work curriculum. Yet, the other topics in which nurses
scored higher – support in dealing with the impending death, practical issues
surrounding the dying process and the funeral, and cooperating with other
professions in end-of-life care – could also fit well within social-work education. The
question arises whether nurses and social workers should receive the same training in
end-of-life care, and whether this is feasible. In selecting their basic vocational
training, most social workers did not choose to provide physical and medical care to
clients. Nevertheless, end-of-life care usually involves a lot of physical care tasks. In
Dutch ID care services, nurses and social workers generally work in similar
positions.
The division of tasks between the professions is not clear, but in practice nurses may
be more engaged with clients who have special nursing care needs, and may
therefore more readily opt to care for a client who becomes ill. This would be in line
with the results of our study that nurses are more involved in end-of-life care.
However, as clients get ill in all types of care services, social workers will be
confronted with end-of-life care needs as well. A positive finding is that social
workers are aware of their responsibility to have sufficient expertise in end-of-life
care, as they expressed more training needs in terms of end-of-life care than nurses.
Moreover, social workers seem to acknowledge that their task goes beyond the
psychosocial part, seeing that they also wish for training in the physical and medical
aspects of end-oflife care. As end-of-life care is eminently holistic, multidisciplinary
teams in ID care services, composed of nurses as well as social workers, may allow
for the ideal combination of psychosocial, spiritual and physical expertise.
STRENGTHS AND WEAKNESSES

An important strength of this study is that respondents were recruited from an
existent large, national panel of nurses and social workers. We were therefore able to
provide insights into how staff working in ID care services perceive their knowledge
and skills in end-of-life care. Another strength is the relatively high response rate;
this might be due to the fact that all participants in the panel are in principle
committed to completing survey questionnaires regularly.
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However, using the existing panel also has a disadvantage in the sense that staff who
are highly committed and dedicated to their profession will probably be overrepresented in our study sample. Additionally, there is a limitation in thatmost
questions and statements in the current study were about perceptions. Moreover,
recall of basic vocational training topics may have been a problem for older
respondents. Future research should therefore focus more on their actual knowledge
and skills.
IMPLICATIONS

This study raises the question of whether end-of-life care for a person with ID can
best be provided within an ID care service, taking into account the lack of knowledge
of the nurses and social workers.
As the number of people with ID and end-of-life care needs is expected to grow,
organizations must take adequate measures in order to equip care staff with the
necessary expertise to answer the end-of-life care needs of their clients. Dying in
one's own home environment is the preferred option for many dying people (Escobar
Pinzón et al., 2011; Higginson and Sen-Gupta, 2000), and also for many incurably ill
people with ID. Organizing end-of-life care is challenging, perhaps especially since
many people with ID now live in small-scale housing facilities.
If we want to promote end-of-life care in the client's own home environment, good
quality end-of-life care must be guaranteed. Combining opportunities for expert
consultation with continuing education on end-of-life care for those professionals
who are most likely to be confronted with incurably ill clients may be most effective.
Being a well-skilled professional in end-of-life care also entails reflecting on one's
own expertise and engaging the support of experts from outside and inside the
organization for good end-of-life care for people with ID.
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