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‘People are approaching end of life when they 
are likely to die within the next 12 months. 
This includes people whose death is imminent 
(expected within a few hours or days) and 
those with advanced, progressive, incurable 
conditions; general frailty and coexisting 
conditions that mean they are expected to die 
within 12 months; existing conditions if they 
are at risk of dying from sudden acute crisis in 
their condition; life threatening acute condi-
tions caused by sudden catastrophic events.’10

Terminally-ill individuals are likely to be 
receiving palliative care to help managing and 
reducing their symptoms.11 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 assess-
ment and treatment of pain and other problems, 
physical, psychosocial and spiritual.’12

The World Health Organisation13 (WHO) 
issued guidelines in order to assist health 
workers, community care providers and 

Introduction

Oral symptoms are among the most common 
problems palliative care patients face.1–4 
Oral health complaints become increasingly 
prevalent with advancing illnesses.4 These 
range from active dental caries in 20% to 33% 
of palliative care individuals5 to candidiasis 
and dry mouth.4 Lee et al.6 and Wiseman7 state 
that the quality of life of terminally-ill patients 
is greatly affected by oral health problems and 
that these can precipitate further complica-
tions. Consequently, it is argued that oral 
health needs, must be taken into account when 
planning for someone’s end-of-life care.8,9

The General Medical Council (GMC) in the 
UK provides a definition of end-of-life care: 
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family members to provide home-based pal-
liative care. This includes preventive oral care 
such as tooth brushing and management of 
key symptoms such as painful mouth ulcers, 
pain on swallowing and dry mouth. However, 
the advice given is limited and it is not clear 
whether it is evidence-based.

Similarly in England the National Institute 
for Health and Care Excellence4 (NICE) 
provides guidance regarding palliative oral 
care. Palliative oral care is ‘the management 
of patients with far-advanced disease where 
the oral cavity has been compromised, either 
directly by the disease or indirectly as a con-
sequence of its treatment’.2 Several sections of 
the document, such as self-care, dry-mouth 
management and oral pain, are pragmatic rec-
ommendations and based on expert opinion. 
The advice provided by NICE4 regarding oral 
care for terminally-ill patients is also based 
partly on expert opinion rather than evidence.

It is argued that the oral care delivered to 
palliative care patients is not always adequate.2 
NHS Scotland9 have stated that oral care is 
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Draws attention to the poorly researched area of 
palliative oral care.

Identifies common themes, regarding oral care 
of palliative care patients, reported in blogs and 
discussion forums written by their relatives.

Provides insight into palliative oral care and how 
future research could be designed.

Key points
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often neglected for palliative care patients. 
Some argue this is due to inadequately trained 
staff, lack of resources and time pressure.2 
Moreover the guidance available is frequently 
not based on evidence but on expert advice.

A review of the available literature showed 
that articles published in the palliative oral care 
field focused on the management and report 
of commonly occurring oral problems.7,14–17 
Most authors presented similar conclusions. 
The oral cavity, in palliative care patients, is 
commonly the first site of discomfort and loss 
of function.1–3,5–8,14,15,18,19 Additionally, it was 
argued that dental professionals should be 
playing a more active role in providing care 
for these individuals.5,8,14,17 Moreover, some 
authors have stated that palliative oral care 
must be improved and standardised.1,3,6,15,18 
Lastly, Kvalheim et al.2 reported that there is a 
certain degree of confusion surrounding palli-
ative oral care. This fact can be explained by the 
lack of evidence on which to base procedures.2

NICE20 issued oral health guidelines for 
adults in care homes, where it recognised that 
research in oral health focuses primarily on 
clinical dental indices. The difference between 
dental professionals’ research priorities and 
what the individuals receiving and providing 
oral care value is rarely taken into considera-
tion.20 This suggests that the care provided may 
not be patient-centred.

Research on palliative oral care is scarce and 
the perspective of patients, relatives and carers 
has rarely been sought. Consequently the aim 
of this study is to explore the oral care experi-
ences of palliative care patients, from the per-
spective of their relatives and/or carers. Blogs 
and discussion forums, on public internet sites, 
were used to access data. This approach was 
chosen to avoid causing additional burden 
to this already compromised population. 
Terminally-ill patients, who require support or 
cannot perform basic oral care procedures, are 
unlikely to be able to keep a blog themselves. 
Hence this study examined the relatives and/
or carers’ reports.

Methods

Theoretical approach
The aim of this research is to explore the expe-
riences of relatives and/or carers of terminally-
ill patients regarding their oral care. The 
researcher adopted a contextualist epistemo-
logical position. The contextualist position sits 
between essentialism and constructionism.21 
It asserts that there is not a single reality, but 

that people make meaning of their experience 
and that social context also influences those 
meanings, while simultaneously retaining 
focus on the reality.21 A phenomenological 
approach was adopted to study the ‘lived’ 
subjective experiences of the carers and/or 
relatives. The textual data, found in blogs and 
discussion forums, provided useful sources in 
exploring the hermeneutics of these peoples’ 
experiences.22

Ethical considerations
The internet is undoubtedly the most com-
prehensive source of written material and 
easily accessed data.22 Data can be generated 
without researchers interacting directly with 
participants, which bypasses some of the 
ethical concerns.23 However, despite blogs 
and discussion forums being in the public 
domain, some authors argue that consent is 
still required.23 Hence, for the purposes of this 
study, the researcher analysed data that was 
on public internet sites. All data collected and 
analysed were kept anonymous.

Data collection
The search strategy was developed with the 
help of an information specialist. An elec-
tronic search using ‘Google’ and known blog 

platforms such as ‘Tumblr’ and ‘Wordpress’ 
was conducted on 25 January 2017. The search 
terms used and search history can be found in 
Appendix 1.

Blogs and discussion forums were selected 
using the following inclusion criteria:
• Blogs and discussion forums available on 

public internet sites
• Authors are relatives and/or carers of 

palliative care patients, not healthcare 
professionals

• Authors are over 18 years old
• Oral care must be mentioned, even if the 

author writes about other topics
• Blogs and discussion forums are written in 

English.

The search strategy resulted in twenty blogs 
and discussion forums being retrieved. After 
the removal of duplicates nineteen blogs and 
discussion forums were considered potentially 
eligible. Two blogs and one discussion forum 
were excluded after full-text analysis. One of 
the excluded blogs was written by a healthcare 
professional and the other described the signs 
of imminent death: ‘…his mouth open. Staring 
into space.’

A discussion forum for carers which did not 
mention oral care was excluded from the study.

Electronic search: tumblr.com, medium.com,.com, square wordpress 
space.com, squarepress.com, blogger.com, wix.com, weebly.com and 

community.macmillan.org.uk

See search history: Appendix 2

Blogs and discussion forums: 21

Duplicates removed: 1

Blogs and discussion forums: 19
10 blogs

9 discussion forums

Excluded
2 blogs
 – 1 written by healthcare professional
 – 1 did not mention oral care

1 discussion forum
 – 1 did not mention oral care

Blogs and discussion forums: 16
8 blogs

8 discussion forums

Fig. 1  Selection process of blogs and discussion forums
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Eight blogs and eight discussion forums 
met the inclusion criteria and were analysed 
(Fig.  1). All authors were relatives of pal-
liative care patients. Eleven authors were also 
carers, one author was not a carer, and the 
status of the authors was not clear in four 
discussion forums.

Seven of the eight blogs were written by 
females and seven were written in the USA. 
All palliative care patients mentioned in the 
blogs were terminally-ill and the deaths of 
seven were recounted within the blogs.

Six of the eight discussion forums were 
started by females and all were written in the 
UK. Six of the eight palliative care patients 
mentioned were terminally-ill and the deaths 
of three were mentioned within the discussion 
forums. Demographic data are presented in 
Appendix 2.

Data analysis
The method chosen to analyse the data was 
thematic analysis. This method is not restricted 
to a single theoretical framework and can be 
used with a number of theoretical and episte-
mological positions, including a contextualist 
epistemological position and a phenomeno-
logical approach.23 It is also described as being 
a flexible foundational data analysis method, 
accessible to new researchers.23

Nonetheless Braun and Clarke23 offer 
guidance and the researcher followed the 
six phases described by these authors. MBD 
undertook a process of data immersion by 
reading each of the texts, in their entirety, 
several times and then focusing on the 
sections referring specifically to oral care. 
These sections were then extracted, retaining 
sufficient surrounding text to ensure com-
prehensiveness of meaning and initial codes 
were produced. Subsequently, MBD sorted 
the different codes into potential themes. This 
resulted in candidate themes, multiple sub-
themes and all the extracts of data that had 
been coded. The candidate themes were then 
refined. During this phase, MBD reviewed all 
the extracts of data for each candidate theme. 
In addition MBD re-read the entire data set 
and a second reviewer (CQ), reviewed the 
themes, sub-themes and data extracts. This 
ensured rigour.

Findings

Oral care was not the main topic in any of the 
blogs included and it was only the main topic 
in one of the discussion forums. Participant 

12 described a specific oral symptom, dry 
mouth, and how to best address it. All authors 
mentioned oral care and the thematic analysis 
process, as described by Braun and Clarke,23 
identified three main themes about this topic:
• Symptoms
• Procedures
• Emotions.

Symptoms
Oral symptoms, such as dry mouth and diffi-
culty in swallowing, were mentioned explicitly 
or implicitly in 15 of the 16 blogs and discussion 
forums. Dry mouth was explicitly mentioned 
by participant 1: ‘…swabbing my father’s mouth 
with a little sponge dipped in solution would help 
with dryness…’ and implicitly mentioned by 
participant 3: ‘They had provided sponges that 
we could use to moisten her lips and tongue…’.

The oral symptoms reported by most authors 
were dry mouth, dry lips and difficulty in swal-
lowing. In one of the discussion forums (11), 
reporting on the side-effects of chemotherapy 
and radiotherapy, other symptoms were 
described such as loss of taste sensation, mouth 
ulcers and mucositis. These were symptoms 
relatives could observe themselves.

‘My brother noticed a few hours before he died 
that his mouth was dry and he held a cotton 
wool swab dipped in water to his mouth…’(10)

‘…his mouth is totally dry and obviously very 
unpleasant…’(12)

Therefore relatives could prepare for these 
symptoms. However, most authors were 
reacting to them. ‘I would have watched for 
certain symptoms instead of reacting to them…’8

The oral symptoms palliative care patients 
experienced, and which could be observed 
by their relatives, were often considered dis-
tressing to both patients and relatives. This 
was often an assumption on the part of the 
relatives. Fourteen of the 16 palliative care 
patients mentioned in the blogs and discussion 
forums were terminally-ill.

‘All I could do was put some lip balm on his 
lips and pray that it would offer him some relief 
to the dryness of his lips and he would forget 
about his dry mouth.’ (5)

‘…we were anxious to keep him as comfort-
able as possible so continued to offer the swab 
dipped in water.’ (10)

Only one author (6) did not mention oral 
symptoms. The oral care provided to her father 
was part of his ‘morning cleaning’. This was his 
routine daily care and no oral symptoms were 
reported: ‘This entailed giving him a sponge 
bath and changing his diaper, emptying his 

colostomy bag, cleaning out his mouth with a 
sponge and water…’.

Procedures
All authors reported oral care procedures. 
Except for one of the blogs (1), these were 
described mainly as techniques. Eleven authors 
described the use of a swab/sponge to clean 
and moisten the mouth:

‘…swabbing my father’s mouth with a little 
sponge dipped in solution…’ (1).

In two blogs and one discussion forum, the 
authors reported using ice chips and/or frozen 
juice to moisten the mouth:

‘…want to moisten their mouth, you can feed 
them tiny ice chips.’ (2).

One blogger reported using lip balm to 
relieve mouth dryness for her father. In one 
discussion forum, a named brand of chewy 
sweets are recommended to alleviate dry 
mouth. Most descriptions and recommenda-
tions did not provide much detail about the 
oral care procedure itself.

One discussion forum (11) provided more 
detailed advice on oral care. This was a dis-
cussion forum started by the wife of a cancer 
patient, inquiring on how to best help her 
husband through chemotherapy and radio-
therapy. The participants of this forum gave 
very specific advice on what to do regarding 
loss of taste sensation, painful mouth ulcers, 
difficulty in swallowing and mucositis.

‘…I used Difflam anaesthetic mouthwash to 
numb the ulcers for long enough to eat. It has to 
be taken 20 minutes before a meal.’ (11)

In one of the blogs (1) the oral care proce-
dures provided were more than a technical 
act to address oral symptoms. These were 
described as being simple procedures that were 
part of the regulations of the hospice. However, 
the oral care was delivered at irregular times 
and was even considered dangerous:

‘The little sponge should be squeezed and 
most of the solution or water drained out of it, 
then the person who is unable to swallow (my 
father)… will not aspirate liquid which could 
kill him. I turned my back … I saw another one 
pull the sponge from my father’s mouth, dip it 
in the solution and reinsert it. My father began 
choking…’ (1).

Emotions
When oral care procedures were described 
mainly as a technical act to address oral 
symptoms and as part of routine care, partici-
pants presented a neutral attitude and feelings 
towards them.

RESEARCH

BRITISH DENTAL JOURNAL  |  Advance Online Publication  |  JUNE 1 2018 883



However, some authors explored their 
emotions in relation to oral care more exten-
sively. Participant 1 reported a general sense 
of anger towards the staff at the hospice. She 
described the oral care provided as being 
irregular, incorrect and even dangerous.

‘…sponge in a blue liquid, and heading towards 
my father’s open mouth…I told her to get away 
from my father and the nurse supervisor came in 
and quickly removed the evidence…’ (1)

Participant 3 highlighted the revulsion and 
disgust felt by some of her family members when 
she was swabbing her grandmother’s mouth.

‘As I removed the sponge every other person 
in the room reacted with revulsion.’ (3)

In addition, she swabbed her grandmoth-
er’s mouth to appease her family, who felt 
they had to do something to make her more 
comfortable.

Participants 10 and 13 expressed worry, guilt 
and trauma. Participant 10 was worried that 
her actions had caused her father unnecessary 
distress and there was guilt about this fact.

‘…we were anxious to keep him as comfort-
able as possible so continued to offer the swab 
dipped in water. The problem is that I can’t stop 
worrying about the fact that we might have 
caused him to choke.’ (10)

Participant 13 described going through 
the trauma of witnessing their mother dying 
a painful death and feeling guilt about not 
having been able to do anything to help.

‘Like you, I found it so hard to be unable to 
do anything for her at all, because I was told not 
to even swab her mouth to moisten it…’ (13)

The emotions regarding oral care cannot 
be separated from the context in which these 
reports take place. Most palliative care patients 
mentioned are terminally-ill and the deaths 
of ten were recounted within the blogs and 
discussion forums.

Discussion

The objective of palliative care, including 
palliative oral care, is to provide relief from 
pain, stress and other symptoms.2 The aim 
is to improve quality of life for terminally-ill 
patients and their families.7

It is reported that the majority of pallia-
tive care patients present a wide range of oral 
symptoms.2,5,7,24 Data from Norway suggests 
that 56% of patients receiving end-of-life care 
complained of dry mouth, 49% complained 
of thirst and 74% of changes in eating habits.2 
Dehydration is a common problem among 
these individuals.

Therefore, it is not surprising that most par-
ticipants described oral symptoms such as: dry 
mouth, dry lips and difficulty in swallowing. 
Oral diseases which can be symptomless and 
less easy to identify were not reported. However 
these findings are comparable to those by 
Rohr et al.15 In their study, Rohr et al.15 inter-
viewed 14 terminally-ill patients about their 
experiences of oral discomfort and concluded 
dry mouth was the most commonly reported 
oral problem.

All participants described an oral care 
procedure, albeit without much detail. These 
were mainly a technical act to address oral 
symptoms and provide comfort. When oral 
care was not provided this was in order to avoid 
causing stress to their loved one and was usually 
because they had been advised not to do so. It 
appears that generally oral care was provided in 
reaction to signs and symptoms rather than to 
pro-actively improve quality of life.

The last theme that emerged from the data 
analysis, emotions, is not one that is prioritised 
in the papers or documents found during the 
literature reviewed in preparation for this 
study. The emotions described by the par-
ticipants varied from anger, guilt, worry and 
trauma to a more neutral approach. When oral 
care was described as a technical act, partici-
pants did not report any positive or negative 
emotions. Some form of oral care was expected 
to happen and therefore this did not initiate 
an emotional response from the participants.

However, when there was an emotional 
response to oral care, this was a negative one. 
One participant described the incompetence of 
staff providing oral care and this led to anger 
and stress. The fact that staff did not seem to 
know what to do was thought to have caused 
discomfort, pain and harm to the patient. 
This inevitably led to the relative feeling the 
emotions described above.

Furthermore, when one of the participants 
swabbed her grandmother’s mouth, other 
family members turned away or walked away 
expressing disgust, proving oral care is not 
seen as being easy or pleasant to perform for 
others. Indeed Couch et al.18 report similar 
findings in their study. They studied the oral 
care perceptions of paediatric palliative care 
nurses and described some of the barriers to 
providing mouth care, namely patient and/or 
family resistance.

Finally some participants felt guilt specifi-
cally in relation to oral care. There was guilt 
because they perceived that the oral care they 
provided was not correct and was potentially 

harmful. There was guilt for not being able to 
provide oral care or for being told not to do so.

Limitations

Blogs involve an enormous commitment in 
terms of time and energy. Therefore individuals 
that are terminally-ill and receive palliative care 
are very unlikely to be keeping a blog of their 
journey, particularly in the latter stages of their 
illness. Hence we relied on reports from relatives 
for this study, which is a limitation. The relatives’ 
perspective and experience on oral care cannot 
be claimed to be that of the patients themselves. 
Relatives cannot speak for the patients and 
we also recognise that data was gathered in a 
context. It was not possible to assess the impact 
of context (for example, UK vs USA) and other 
factors such as time of reporting and emotional 
state of the participants.

In addition as participants could not be 
probed, data collected may have less depth than 
for example data from interviews. Moreover the 
potential to get people to explore subjects that are 
more sensitive for them may have been missed as 
well. The analysis of the three themes, identified 
by using Braun and Clarke’s thematic analysis, 
could not be checked with the participants either. 
However, a second experienced reviewer on 
qualitative research reviewed the themes, sub-
themes and data extracts. This ensured rigour.

Finally, the experiences of some participants 
were overrepresented. This occurred as some 
participants wrote more about the topic of 
interest than others. Participants wrote about 
what was important to them rather than only 
about oral care. However, the themes were 
supported by the analysis across all participants.

Conclusion

Terminally-ill individuals often present a 
multitude of oral symptoms. This inevitably 
compromises their quality of life. Therefore it 
is argued by healthcare professionals that oral 
care should be included in the ongoing care 
plan of every palliative care patient. However, 
research on palliative oral care is scarce and 
the level of evidence underpinning it is weak. 
In addition the perspective of patients and 
relatives has rarely been sought.

This study aimed to begin to address this 
gap. Oral care was not the main topic in 
any of the blogs and most of the discussion 
forums and data on oral care were scarce. It 
seems, however, that oral care for terminally-
ill patients tends to be overlooked until the 

RESEARCH

884 BRITISH DENTAL JOURNAL  |  Advance Online Publication  |  JUNE 1 2018



person’s quality of life becomes noticeably 
compromised by the oral symptomatology.

It cannot be claimed that the findings of 
this study are generalisable. Nonetheless, they 
reflect the perspective of several individu-
als regarding the oral care provided to their 
terminally-ill relatives. This study did provide 
insight into a poorly researched area and will 
inform a future qualitative interview study.

Note: Maria Bernardes Delgado is an Academic 
Clinical Fellow, funded by the National Institute for 
Health Research (NIHR).
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Appendix 2  Demographic data

Participant 
number Country* Blog/ discus-

sion forum Author* Description

1 USA Blog Female in her late 50s early 60s The post on 29 May 2013 describes her father’s experience in a hospice.

2 USA Blog Female in her late 50s early 60s Blog giving advice/ sharing experiences with people who care for Alzhei-
mer’s patients. Author’s mum has Alzheimer’s.

3 USA Blog Female in her early 50s The post on 9 May 2015 describes the author’s relationship with her grand-
mother and the grandmother’s final days.

4 USA Blog Male Son-in-law reports on his mother-in-law’s last months and his and his wife’s 
role as carers.

5 USA Blog Female A daughter’s reflection on her father’s cancer journey, the lessons learned 
the grief process and the value of faith.

6 USA Blog Female A daughter’s reflection on her father’s final days and the importance of her 
and her family’s faith.

7 USA Blog Female A daughter’s reflection on her mother’s final years and her role as a carer. 

8 Canada Blog Female A daughter’s reflection on her mother’s journey: from diagnosis of pancre-
atic cancer until her death.

9 UK Discussion forum Female starts discussion Query from daughter whose father has throat cancer.

10 UK Discussion forum Female starts discussion Daughter worried that her actions might have contributed towards her 
father’s distress.

11 UK Discussion forum Female starts discussion Wife, whose husband is about to start intensive chemotherapy and radio-
therapy, seeks advice on how to address the effects of the treatment.

12 UK Discussion forum Female starts discussion Wife of cancer patient describes a specific symptom, dry mouth, and how to 
address it.

13 UK Discussion forum ? Author states the trauma of witnessing his/her mother painful death.

14 UK Discussion forum Female starts discussion Daughter provides an update on mother’s condition.

15 UK Discussion forum Female starts discussion Daughter wonders whether father is about to die.

16 UK Discussion forum Male starts discussion Father, whose daughter died, describes chronologically his daughter’s cancer 
journey.

*Information assumed from text references.

Appendix 1  Search history

Search strategies targeted to the following sites using Google.co.uk:

tumblr.com; medium.com; wordpress.com; squarespace.com; blogger.com; wix.com; weebly.com

(hospice OR palliative) (“dry mouth” OR “oral care” OR  “sore mouth” OR mouthrinse OR mouthwash) (“my mother” OR “my father” OR “my husband” OR “my wife”)

(hospice OR palliative) (mouth (wet OR water OR moisten) (sponge OR sip)) (“my mother” OR “my father” OR “my husband” OR “my wife”)

Search strategies targeted to the following site using Google.co.uk:

community.macmillan.org.uk 

(mouth OR oral (wet OR water OR moisten OR moist) (sponge OR swab)) (“my mum” OR “my dad” OR “my mother” OR “my father” OR “my husband” OR “my wife”)

(“dry mouth” OR “oral care” OR “mouth care” OR  “sore mouth” OR mouthrinse OR mouthwash) (“my mum” OR “my dad” OR “my mother” OR “my father” OR 
“my husband” OR “my wife”)

hospice mouth (sponge OR swab) 

Searches conducted on the 25 January 2017

RESEARCH
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