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Abstract

Background: Privacy and dignity play a fundamental and vital part of care for all patients, families and carers. However, healthcare professionals can be
challenged in delivering privacy and dignity to palliative care patients in acute hospitals.

Objectives: To explore healthcare professionals' perspectives on maintaining and promoting privacy and dignity for palliative care patients in an acute health
care setting.

Method: A qualitative descriptive study of fifteen participants. Following receipt of ethical approval, semi-structured interviews were audio recorded and
transcribed. Participants included nurses and doctors with experience in palliative care. Data were analyzed using Burnard’s framework for analysis.

Results: The findings of this study identify that healthcare professionals endeavour to do their best when caring for patients with palliative needs. However,
in the context of current working environments, staff shortages and ward layout, privacy and dignity of patients are sometimes forgotten. Although health
professionals understand the concepts of privacy and dignity and realise its importance for patients, they acknowledge that it’s not always a high care priority
and patient autonomy can be eroded in the acute setting. Healthcare professionals feel it is difficult to provide privacy and dignity to palliative care patients
in the acute hospital setting and highlight the challenges.

Conclusion: Healthcare professionals are aware that there are many limitations to the quality of privacy and dignity afforded to patients, despite their best
efforts. However, privacy and dignity need to be given a higher priority by health professionals. All health professionals need further education and the culture
among staff members needs to change to support palliative care patients to have more control over their environment and their medical care. All of these have
resource issues and acute hospitals also need more financial support to change infrastructure to promote and implement privacy and dignity for all patients.

Introduction care. Furthermore, dependence level has been identified as a factor

impacting on personal dignity and dignity is perceived as been more

The word dignity comes from the Latin word dignus (worth) or likely violated in a hospital setting [8].

dignitus which means (merit) while the word privacy comes from
the Latin word privitas and privo meaning 'to deprive'. These can be
difficult concepts to define [1] but providing privacy and dignity to
patients is a fundamental aspect of providing effective palliative care
[2]. Privacy and dignity are basic human needs, and every patient has
the right to experience them and all healthcare professionals have an
obligation to provide privacy and dignity to patients. It is important
to address privacy and dignity as these values can be weakened when
a patient is unwell and vulnerable. It is recognised that if dignity is
upheld it merges with many features of privacy such as; respecting the
person, keeping their body private and having control over their own
space, and in preserving dignity patients are able to live in accordance
with their morals and values, be treated as an equal and be respected
as a person [3]. The fundamentals of palliative care involve providing
patients with privacy and dignity, however, patients' perceptions of what
privacy and dignity are for them must first be understood [4,5]. Each

The experience of end-of-life care can be positive, when mutual
understanding is achieved. Patients identify they want staff to have a
greater awareness of them, take the time to talk, to offer flexibility and
promote individuality and where this is the case staff have reported
been able to better understand patients and deliver more appropriate
care [2]. Through taking time and working with patients, patients can
be treated with respect, be viewed as the person they are, told the truth,
have their symptoms controlled and not prolong their suffering if the
end is inevitable, supported to maintain control and choice until the
end-of-life and to have privacy [9]. However, in spite of this knowledge
there is a reported lack of education and knowledge regarding the
importance of maintaining privacy and dignity and this is a barrier to
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person has an individual experience at end-of-life [6] and differences
exist in how people perceive their patient experiences [7]. Privacy and
dignity affect one’s experience of end-of-life care, with patients who
have died in private rooms been perceived as having better end-of-life
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providing the best possible care to patients at end-of-life [8]. A lack
of awareness and training may result in breaches to dignity of older
patients [10] and dying with dignity is a human right where dignity
includes patients having privacy and a quiet environment [11].
However, within the busy environment of acute hospitals, health care
professional can have difficulties in maintaining privacy and dignity
of dying patients [12]. This paper explores healthcare professionals'
perspectives on maintaining and promoting privacy and dignity for
palliative care patients in an acute healthcare setting.

Methods

A qualitative design was chosen to address the aim of this study
as it combines the scientific and artistic nature of nursing to enhance
understanding of the human health experience [13]. Thus, enabling
the researchers discover the complexity of healthcare professionals'
perspectives in maintaining and promoting privacy and dignity for
palliative care patients in an acute health care setting. The study
utilised a qualitative descriptive design described by Bradshaw et al.,
[14] as information was required directly from those experiencing the
phenomenon or lived experience providing a vehicle for the voices of
those experiencing the phenomena of interest which "can transform
nursing and midwifery practice and indeed health care services
generally" [14]. Ethical approval was gained from the hospital research
ethics committee and access through the director of nursing and the
medical director of the hospital. Two units within an acute hospital
were chosen as both units have 25 oncology/palliative care patients,
similar staffing levels, palliative care workload, and physical layout.
Prior to data collection an interview guide was developed based on a
review of the literature [15]. Three pilot interviews were undertaken
with nurses who had palliative care experience but were not part of
the study sample, to inform the researchers about the suitability of
the interview guide and questions. The interviews followed a semi
structured format and were audiotaped for transcription purposes
and all participants were offered the opportunity to review a copy
of their transcript. Participants comprised of 10 nurses (5 from each
unit) and 5 doctors who work in palliative care. Thematic analysis was
conducted following Burnard [16] framework of; taking memos after
each interview, reading transcripts and making notes of general themes,
repeated reading and generating open coding headings to describe all
aspects of the data, reducing the codes under higher order headings,
returning to the data with the higher order codes and collating the
organised data for reporting.

Findings

Through data analysis three themes were identified which were:
Doing our best, Stolen autonomy and Education and training. All
fifteen of the participants were female and of the 10 nurses all had
palliative care experience ranging from 3 to 22 years with an average of
13" years and for the 5 doctors palliative care experience ranged from
12 years to 17 years with an average of 7** years.

Doing our best

A common theme voiced by participants was that they 'tried their
best', "nurses try their best but I suppose we could do better.... I think the
staff on the wards and even the more junior doctors are trying to provide
privacy and dignity, but I just don't think it is getting ticked off because
there are too many interruptions, like it's the acute setting" (P4).

This sense of trying their best was common among participants,
"we certainly try to do our best, I feel sometimes that I do a good job
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when patients pass away peacefully and comfortable ... we try to manage
patients care as best as we can” (P7) although “it is not always possible to
carry it out fully but where and when, we do try " (P 10).

However, participants also stated that they are not very good at
promoting privacy and dignity and it "falls down the priority list" (P2)
but "we try our best to get patients a single room if they are dying" (P9).
Conversely, some participants felt that, "people don't expect privacy in
an acute hospital' (P1) and “it's not on some healthcare professional’s
radar" (P9).

Many participants felt there should be, "no variance in care for a
palliative care patient in comparison to any other patient in the hospital
as all patients deserve the same treatment" (P3, P9, P13). However, some
participants felt that, "palliative care patients deserved more privacy and
dignity" (P2, P12).

One means identified to support the privacy and dignity was the,
“ability to have a single room" (P2, P6, P7, P10), and to ensure "activities
of daily living in private surrounds" (P1, P3, P9), "without interruptions"
(P1, P4, P13, P14, P15), "ensuring patients had control over their
environment" (P11, P12) and that health professionals "respected what
the patient wanted" (P1, P8, P13, P15).

However, "that doesn't always happen as we would have a lot of
palliative care patients but patients that are dying, we would always have
them in a single room and for their families" (P6).

Interestingly it was identified that not all patients wish to be in a
single room and their choice needs to be ascertained and respected,
"I had a patient who did not feel comfortable to be in a single room, his
daughter had passed away in a single room and we had to respect his
decision" (P4). As part of respecting individual patient choices nurses
reported they need to advocate for patients and their families and be
confident in challenging doctors on their medical choices and that,
"with experience she gained confidence" (P7)

Stolen autonomy

Frequently, healthcare professionals suggested that patients have
limited control over their space and that a patients' area or space within
an acute hospital is viewed as an "open house" (P9). This was seen as an
issue as patients and families have no way of preventing interruptions
even in single rooms and patients have no control of their own time, "it’s
a kind of open house for any staff member, it doesn't matter who you are,
kitchen staff or nurse or doctor, if the curtains are drawn or door closed
nobody knocks" (P9), "there are so many professionals involved in care of
the patients and they are all in a rush and they need to speak to patients,
so patients could literally see someone on an hourly basis whether they are
eating their lunch, whether they are on the loo, and even then someone
waits for them to finish on the loo outside the door and when they come
out then straight away someone is asking them questions and I think its
such a busy environment that privacy and dignity is probably not always
our priority...in the acute setting people come and go all day, there are
not set times" (P1)

Both nurses and doctors mentioned that, "it is very difficult to know
when you can't go into to a patient if there is private care going on, you
have no way of knowing, nurses acting as advocates is essential' (P11)
and that "patients don't realise you are coming in until you are around the
bed and then you're having to apologise profusely, if the patient is in the
middle of toileting, I suppose where is the protected time to get these things
done, it’s not getting the recognition it deserves" (P11).
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Likewise, it was noted that, "it’s very frustrating you would be in the
middle of a very sensitive conversation with a patient about death and
dying and the cleaners walk in to clean the room, or other medical teams
who take over " (P15).

Participants reported repeatedly that patients and their families
have little if no control over traffic into their private space. Even with
signs on doors explicitly asking for no visitors or interruptions, the
culture seems to be that staff and visitors have a right to enter. Often,
"visitors just looked in all the single room windows until they found the
person they were looking for" (P5) and even when "we put the light system
on outside the door to alert people that care is in progress, 90% of the time
nobody took any notice" (P10)

Thus, reinforcing that although mechanisms exist to prevent
people from going into the rooms of patients at vulnerable times, this
is not adhered to. In the acute hospital setting patient autonomy is also
affected as, "there is so much emphasis on the medical side rather than
the personal side" (P5), emphasised by "looking through most medical
charts there is never once a mention of what the patient wants in relation
to treatment or choice" (P15).

This lack of focus on the patient’s needs may be due to healthcare
professionals trying to maintain control or more likely avoiding difficult
situations, "we can be very afraid to talk about death and dying and it
would be no harm to discuss their wishes and their wants when they are
well" (P11) and "I wonder sometimes do we forget that dying is inevitable,
and we can treat illness for whatever length of time but ultimately its
limited and I am not sure that in general we are good at talking about
death and dying or to encourage patients to consider it" (P15).

In addition, patients’ autonomy can be further eroded, "some
patients are unaware what doctors are discussing with family members"
(P9). Furthermore, the drive for a medical approach can cause conflict
and distress and "sometimes you have to pull back and try and let the
person have their dignity and respect prior to dying and then the oncology
team come in and go, no we will go down and get the x-ray, you have to be
strong and say no and this would happen often being honest" (P4).

The issue of time was a common concern, and that the very nature
of palliative care patient means that time is precious and the time spent
with families and loved ones is important "it's their time, it's their families
time and it's the little disturbances that cause harm" (P7). Furthermore,
privacy needs to be "understood from the patient's point of view" (Pl)
and subtle suggestions need to be considered like when "patients express
their concern that they can't get sleep and rest" (P8) or "we can be bad, we
are just getting the job done and don't give patients the time, we need to
ask the patient is it a good time to come and see you" (P2) as privacy and
dignity "can be tricky" (P5).

Education and Training

Participants felt that more training and education was required
to help improve standards in palliative care. Promoting privacy and
dignity was vital to enhance this aspect of care, "I think the promotion of
privacy and dignity would be a good idea, I think its more relevant than
we really appreciate, and to promote it would make a bigger difference
to the patients than we may think but like there are lots of like infection
control and hand hygiene that we all have to do, so for privacy and dignity
there should be something we all have to do... it would give a great boost
to the area" (PI).

Additionally, it was noted that there is not enough emphasis on
privacy and dignity training at an organizational level and that staff
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don't get the opportunity to access relevant education which needs
to be embedded into the culture of the organisation, "I don't get any
specific training on how to deal with end of life... you know say there is
no ongoing training and it can be quite hard how do you know, there’s
communication skills, how do you give news, privacy and dignity at end
of life specifically” (P9) and “you need organisational changes in terms of
culture and I think that would be very much be part of specialist training
whether it would be on rounds or you know practical sessions ward by
ward" (P11). Moreover, participants felt that there should be a practical
approach to education and training "show how it (privacy and dignity)
is actually implemented or practical ways of promoting the privacy and
dignity for the patient so education and the practical steps to implement
it" (P12).

Of the fifteen participants, eight of them were unaware there was a
privacy and dignity policy in a large acute university hospital. A further
four reported that they knew there was a policy, but they didn't know
what the policy entailed and only two participants reported familiarity
with the details of the privacy and dignity policy. Eleven of the fifteen
participants had experiences of patients' dissatisfaction with the
maintenance of their privacy and dignity in the acute hospital setting.
Ten participants felt that the standards of patients' privacy and dignity
had actually improved over the past ten years but that there was still
a lot of scope for improvement. Of interest, participants noted that
through engaging with this study it brought the topic to their minds
and caused them to question and reflect on their own practice, " I just
think it’s not until its highlighted and somebody coming and asking you
questions like this, that it becomes a little bit more paramount in your
head and that you would be able to bring it back into your practice and
g0 hang on actually we need to x or y" (P4).

Discussion

This study reinforces Whitehead and Wheeler [17,18] focus on
patients’ privacy and dignity including being treated in private spaces,
having one’s own space and being treated as a person with sympathy
and compassion. Likewise, the findings of this research highlights
healthcare professionals perceptions of how privacy and dignity should
be afforded to palliative care patients in the acute hospital. Privacy
and dignity which includes awareness, environmental, cultural and
education aspects need to be addressed at an individual, professional
and organizational level. The concepts of privacy and dignity are
interlinked, and this is reiterated in this study where it was felt that
privacy and dignity were "interconnected but quite separate". The
importance of, and the obligation to maintain privacy and dignity for
patients are represented in both nurses and doctors' codes of ethics.
However, from this study there are many examples of scenarios where
these basic human needs are simply not met for palliative care patients.
Examples include nurses being in the middle of sensitive care for
patients with members of the medical team interrupting that care or
when a doctor has gone to examine a patient and mid conversation
realises that the patient is on a bed pan. This highlights that such
significant values can be weakened when patients are unwell and at
their most vulnerable and are often overlooked as a priority by health
professionals and in fact sometimes completely neglected in the drive
to "get the job done" [2,3].

Nurses and doctors in this study indicated that they do 'try their
best' and especially with end-of-life patients, but acknowledged that
this can be difficult with the acuity of the setting, shortages in staff and
the general unit/ward layout. This is concerning for future patient care
as Kane et al. [19] predicts that there will be a significant increase in
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patients diagnosed with life limiting illnesses such as cancer, dementia
and other terminal illnesses. Therefore, increased numbers of palliative
care patients are to be expected within the acute hospital setting.
Given that this study illustrates that health professionals in the context
of current working conditions are trying their best, but despite this
privacy and dignity are often seen as a lower priority in comparison
to other aspects of their care does not augur well for future health care
provision for this very vulnerable cohort of patients. Support is needed
for staff in the form of education and training as a matter of urgency
in tandem with addressing environmental conditions unfavourable
to maintaining privacy and dignity and privacy for patients requiring
end of life care [19]. In the absence of such supports and the drive for
person-centred approach to care with a focus on the patient experience,
health professionals may experience greater stress, exhaustion,
depersonalisation and burnout [20].

Every person deserves a dignified death [21], this study highlights
that although staff try to get it right, they don't always succeed, and
sometimes medical care can override or dominate the reality of what's
happening. The key to effective person-centred care is knowing when
to pull back and facilitate dignity and respect for the person prior to
their dying [22]. Within this study it was apparent that patients had
little control in relation to timing, hospital routines and consultations
and having a single room did not mean a patient would be free from
such interruptions [23]. To address such issues a change in culture is
necessary. This is not an easy process as is apparent in this study where
measures put in place to protect privacy and dignity were ignored.
To support a cultural change, continuous promotion and education
is warranted in the acute hospital setting where the need for change
and how to effect change should be discussed [24] and education and
training available [8]. It has been maintained by Chocinov et al., [25]
that patients and families experiencing "detached automatic healthcare
and that patient hood trumps personhood and that caring remains
carer's distant cousin", sadly mirrored in this study’s findings. On the
evidence of this study, it cannot be denied that patients' privacy and
dignity may be overlooked in the acute hospital setting. Although
improvements in patients' privacy and dignity have been made, for
example with hospice friendly hospitals project, palliative care for
all and design and dignity programmes, more needs to be done. This
includes addressing awareness, culture, environment, professional
and education and training needs of all hospital staff to ensure that
privacy and dignity are afforded priority in the care of all patients, but
particularly those at the end of life.

Conclusion

This study highlights that privacy and dignity need attention in
practice and particularly within the acute setting for patients with
palliative care needs. A change in staff culture through education,
training and environmental supports is warranted and hospital
management need to take responsibility for how hospitals address this
issue. For this to occur there needs to be more open discussions on
death and dying involving patients and their families to ensure their
needs are heard and met, and greater openness and communication
across all hospital workers which includes ancillary staff such as
porters, cleaners and catering. In addition, while all hospitals may have
policies on privacy and dignity, there is a need to promote awareness of
the existence of such policies and support through specifically assigned
staff to champion privacy and dignity at a unit/ward level. While this
study gives us insight into healthcare professionals perceptions of
privacy and dignity in practice, patient or family perceptions were not
gained which would be very valuable. In addition, participants in the
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study had an extensive experience of palliative care in their areas and
findings may differ if the study was undertaken throughout the whole
of the acute setting, particularly where palliative care is less commonly
experienced.
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