http://dx.doi.org/10.17159/2519-0105/2020/v75n07a1
The SADJ is licensed under Creative Commons Licence CC-BY-NC-4.0.

RESEARCH < 353

Oral health care for patients undergoing
therapy for head and neck cancer in

KwaZulu-Natal, South Africa
- A qualitative study

SADJ August 2020, Vol. 75 No. 7 p353 - p361
BS Bauluck-Nujoo', S Singh?

ABSTRACT

Background

There is limited published evidence in KwaZulu-Natal
on access to oral health care for patients undergoing
cancer therapy in the head and neck region.

Objectives
This study aimed to assess patients’ oral health-related
perceptions, practices and needs during cancer therapy.

Methods

This was a descriptive case study. A semi-structured
face-to-face interview was conducted with volunteers
(n=12) undergoing cancer therapy in head and neck
region. Purposive sampling was used to select study
participants who were recruited from a public tertiary
central referral hospital in KwaZulu-Natal. A semi-struc-
tured interview was also conducted with the eThekwini
district coordinator for oral health services to gain better
insight into oral health service delivery for patients with
special needs.

Results

The results indicated that oral health care in the sample
population was not prioritised. Some of the emergent
themes included: participants’ knowledge and oral health
self-care practices, support for participants to cope with
head and neck cancer, barriers in accessing facility-
based oral health care (poor access to dental services,
failure of the local clinic to provide appropriate care),
lack of referral by oncology care practitioners for pa-
tients to access dental care, and existing gaps in oral
health service delivery.
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The reported non-existence of a specific oral health
policy to address cancer and the absence of a risk fac-
tor intervention program highlighted some of the short-
comings for quality oral health service delivery in this
population group.

Conclusion

The results indicated that oral health care is important
for patients undergoing cancer therapy. There is an
urgent need for oral health planning in the province
to take into account the specific oral health needs of
this vulnerable population.

INTRODUCTION

The increasing rate of cancer in the developing world,
including the incidence of cancers located in the head
and neck region, remains a huge public health concern.

Oral cancer ranks as the sixth most common cancer
on a global level and third in developing nations, with
a high age standardized mortality rate (ASMR) of 6.8
(per 100,000 persons per year)."? Similarly oesopha-
geal cancer is ranked as the eighth leading cancer by
the global cancer statistics database (GLOBOCAN) and
accounted for 3.2% of new cases in 2018.°

It is further postulated that probably ‘two-thirds of oral
and pharyngeal cancers (excluding nasopharynx)’ occur
in developing countries.? Alarmingly these countries ‘ac-
count for 67% of cancer-related deaths’ yet only ‘5% of
cancer-related spending’ is evident in response to this
public health crisis.*

The high cancer mortality rates in developing countries
could be attributed to patients’ late presentation for
diagnosis and treatment, suboptimal access to health
care services, or patients opting to seek traditional
health care before attending a health care facility."

Some of the possible reasons for delays in accessing
the health system could include cultural beliefs that can-
cer “is a curse”, poor socio-economic status, and chal-
lenges with availability of transport.® These challenges
complicate treatment outcomes and disease prognosis,
which could in turn, place further strain on an over-
burdened health system.
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Given the disproportionate dependence on public oral
health care in developing countries, it is inevitable that
similar challenges would occur with patients present-
ing with head and neck cancer (HNC).

HNC collectively could include anatomical sub-sites such
as the pharynx (including hypopharynx, nasopharynx and
oropharynx), larynx, paranasal sinuses and nasal cavity,
minor and major salivary glands, oral cavity (including
lip, alveolar ridge, buccal mucosa, gingiva, tongue, retro-
molar trigone and floor of mouth), ear, skin, eye and in
some instances, the brain.t'2

However, there is no general consensus on this defini-
tion of HNC, given that the epidemiology, histopathology
and aetiology of tumours vary in the head neck region.™
Conversely cancer incidence rates involving the lip,
oral cavity and tongue, pharynx and larynx could be
aggregated.” The current reporting systems for HNC
add to this complexity in that, databases could report
cancer rates based only on the specific anatomical
location.

More confusing, ‘terminologies such as oral cancer”,
“orofacial cancer”, “oropharyngeal cancer”, “head and
neck cancer” have been used interchangeably’ and this
inconsistency in the ‘nomenclature’ complicates report-
ing on the epidemiology and burden of HNC."#® One
plausible way to overcome this impasse in defining and
describing HNC would be through the use of rubrics
developed by the International Classification of Disease
(ICD-10) for oncology.'®

Likewise the prevalence of HNC in South Africa and in
other parts of Africa remains unclear due to a number
of other complexities. These include under-reporting of
cases in areas where there are poorly developed or
non-existent cancer registries and inadequate health
infrastructure.’ The current trends in HNC are alarming.

Adeola et al. used a cohort of 12 selected countries to
illustrate HNC, oesophagus and Upper Aerodigestive
Tract Cancer (UADTC) ranking. The authors concluded
that South Africa was ranked fourth in the list for
HNC and second for UADTC.! Similarly a human pa-
pillomavirus (HPV) prevalence rate of 6.3% was recor-
ded in a cohort of South African patients presenting
with head and neck squamous cell carcinoma.®

According to data derived from the South African
National Cancer Registry (SA-NCR) between 1996 and
2002, the average oral cancer ASIR (age standardized
incidence rate) for males was 6.19/100,000/ per year
and 1.60/100,000/per year for females in the country.
About 6.2% of all non-skin cancers were registered as
intra-oral and lip cancer in South Africa thus suggesting
that these are arguably the most common HNC in
South Africa.'"®

Another study using SA-NCR data (1988 until 2012) for
oral, lip, oropharynx and nasopharynx cancer in South
Africa showed a 30% decrease in intra-oral cancer
rates for males (except Coloured men) and only a slight
decline for lip cancer in males and intraoral cancer for
females (except Black women).

The authors however added that registry data must
be reviewed with caution given its variability and in some
instances, unreliability.”” What remains clear is that HNC
can be attributed to unhealthy lifestyle practices (poor
dietary intake) and risky behaviours such as smoking,
alcohol consumption, and sexual practices (that could
contribute to HIV/HPV infections).’

The head and neck region is critical for basic functions
such as chewing, swallowing, speech, breathing and
hearing, thus cancers affecting this region will have
an impact on individual quality of life. The common
oral complications associated with HNC include oral
mucositis, decreased salivary flow, taste disorders and
pain.'®-2" Patients have reported difficulty in eating,
dysphagia (difficulty to swallow), odynophagia (painful
swallowing), gustatory and auditory disturbances (due
to oral mucositis and xerostomia), osteoradionecrosis,
periodontal disease, trismus, hypersensitivity and recur-
ring infections.'9:22-26

Additionally around 58-97% of patients diagnosed with
cancer could require some form of dental treatment
before cancer therapy.?” This necessitates the availa-
bility of appropriate oral health care to support patients
through the journey of cancer diagnosis, treatment, post
treatment and rehabilitation. Oral health-related manage-
ment of the patient should commence prior to cancer
therapy and then intensified during the treatment phase,
thereafter ensuring post cancer treatment support.?®2®

Despite the value and role that oral health services can
play in contributing to improved oral health outcomes
for patients with HNC, there is paucity of published evi-
dence in this field. Similarly, there is limited publicly avai-
lable evidence that oral health planning in KwaZulu-
Natal takes into account the specific oral health needs
of patients with HNC.

To our knowledge, there is no published data that spe-
cifically explored HNC patients’ perceived oral health
needs and demand for oral health care in the province.
This study thus aimed to assess perceptions of pa-
tients undergoing cancer therapy, their oral health prac-
tices, and the public oral health system’s response to
addressing care for patients with HNC.

METHODS

This was a descriptive case study using qualitative
data to explore HNC patients’ perspectives on oral
health care. Studies using a qualitative approach are
mainly concerned with observing patterns and trends
in a data-set (‘understanding the meaning’) rather than
quantifying the phenomenon being studied.®°

Gatekeeper permission was obtained from KwaZulu-Natal
Department of Health and ethical clearance was obtain-
ed from the University of KwaZulu-Natal (BREC Ref
Number: BE 041/17). The study site was a public ter-
tiary central referral hospital located in the eThekwini
Metropolitan Municipality within the province of Kwa-
Zulu-Natal.

The study population comprised 12 voluntary participants
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(n=12) undergoing active cancer therapy or attending
follow-up sessions for maintenance therapy (patients
in remission). Data saturation technique was used to
determine the final study sample size.®'

Volunteers were purposively selected from the waiting
area in the Oncology unit. The study purpose was ex-
plained to all patients, and participants were only recrui-
ted after written informed consent was obtained from
each interested person. A semi-structured face-to-face
interview was set up, based on the willingness and avai-
lability of each participant.

Ethical considerations such as participant privacy, con-
fidentiality and the right to withdraw from the study were
discussed before the interview. The interview schedule
comprised demographic questions related to the date
of diagnosis, duration of treatment, present treatment
regime, and lifestyle induced habits. Other open-ended
questions included the participant’s knowledge of oral
health care in relation to overall well-being, oral health
self-care practices, perceived barriers and opportunities
to access oral health care, and availability of support to
cope with the illness. An unoccupied room in the onco-
logy department was used to conduct the interviews after
prior arrangements were made with the oncology staff.
This enhanced participants’ privacy during the interview.
The duration of the interview was 30 minutes.

Purposive sampling technique was used to set up another
semi structured face-to-face interview with the oral
health district coordinator in eThekwini Municipality. The
interview schedule comprised questions related to oral
health strategies in place to support patients with HNC
and the extent to which oral health care covered in district
health policy and planning. Other questions included
existing institutional support for oral health promotion
activities such as risk factor intervention programmes.
The interview appointment and venue were based on the

Table 1. Profile of study participants.
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district coordinator’s availability and convenience. The
duration of the interview was 30 minutes. All interviews
were audio-recorded.

For the data analysis process, the audio-recordings
were first transcribed verbatim by a transcriber and a
data clean-up process was applied. The narrative from
each interview transcript was then coded and analyzed
based on the conventional thematic analysis approach,
described by Braun and Clarke.®?

A code guide was developed to guide and support the
coding process. Open nodes were generated in the
open coding phase. This form of coding allows for in-
ductive reasoning of the emergent themes. Inductive
thematic saturation was used in data analysis process.
This means that data analysis was concluded when no
new codes or emergent themes could be derived from
the collected data.®®

Credibility was maintained by ensuring that the resear-
cher had prior engagement with the research participants
to build trust. Confirmability was maintained by doing an
“audit trail” which took into consideration the pathway
from data collection to data analysis. Transferability was
ensured by providing a thick description of the data
collection process, characteristics of participants and
the data analysis process. Dependability was achieved
through a clear description of the study methods and
processes.

RESULTS AND DISCUSSION

Several themes were identified in this study: participants’
knowledge and oral health self-care practices, support
for participants to cope with HNC, barriers in accessing
facility-based oral health care, lack of referral by oncology
care practitioners for patients to access dental care, and
existing gaps in oral health service delivery.
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The demographic profile of participants outlined in Table 1.
The results indicated that almost half of the study par-
ticipants had engaged previously in risky behavioural
practices such as smoking and alcohol consumption.

Theme 1: Participants’ knowledge and oral health
self-care practices

Most participants indicated that oral health care was
important for their overall well-being (Table 2). Participants
also highlighted the important roles that key health care
workers (including oral health workers) can play in creat-
ing awareness and support for optimal oral health care,
as part of the clinical management for HNC.

Treatment for HNC could involve surgery, radiotherapy,
chemotherapy and concurrent chemoradiotherapy.®+-36
These multimodalities in the treatment of HNC could po-
tentially impact on oral health status® and influence in-
dividual quality of life.%%° Dental health care workers are
therefore critical in providing patient support and coun-
selling in aspects related to healthy lifestyle practices
and optimal oral health self-care.

Theme 2: Support for patients to cope with HNC

This theme highlighted available support for study par-
ticipants at a personal level. Most participants indicated
receiving moral or financial support from family members.
Moral support could contribute to better handling of
psychological and physical challenges that patients face
during diagnosis and clinical management of the health
condition.*!

Financial support is also important given the financial
strain caused by loss of employment or time spent away
from work.“? One interviewee highlighted the role of
prayer as a form of spiritual support. This finding is
supported by other studies that also conceded the
value of prayer to help reduce anxiety and stress in
patients with HNC and improve overall well-being.4344

Theme 3: Barriers to accessing oral health care

Although participants recognized the importance of oral
health care, the costs for purchasing oral health care
products remained a challenge. Likewise some partic-
ipants living in underdeveloped areas in Empangeni
and Oakford outlined challenges in accessing facility-
based oral health care. This was possibly due to the
reported limited availability of easily accessible public
dental clinics or private dental surgeries in these areas
(Table 3). This finding is consistent with other studies
that highlight challenges in accessing oral health ser-
vices can result in a greater burden of unmet oral
health needs in socially and economically margina-
lised populations.*

Imbalances in oral health service delivery is a reality on
multiple levels in South Africa. Imbalances occur in the
skewed public-private distribution of oral health care
workers and the urban-rural divide in the availability of
public dental clinics. Public oral health services are in
turn largely characterized by inequities in funding for
oral health care, poor infrastructure and staff shortages

Table 2. Participants’ perceived knowledge on oral health and oral
health practices.

1. Do you think that oral health is important in relation to
your well-being? How?

“Yes. The dentist said the health
of the mouth is important and to
keep my teeth clean” (P1).

“l think it is important that my
mouth must be clean so there are
no germs. The doctor explained
the benefits and complications
and told me about the side ef-
fects that there is going to be dry
mouth, dark skin, hair loss” (P3).

2. How do you keep your mouth clean?

“I go to a private dentist. | brush
in the morning and sometimes at
night but | always gargle at night”
(P1).

“Brushing, flossing and mouth-
wash” to maintain oral hygiene
(P2).

“The doctor told us that as soon
as radiation will start some of
these areas (he was referring to
the lips) are going to be disturb-
ed so | must boost myself” (P7).

Table 3. Support for oral health care.

How has your family supported you to obtain treatment?

“Basically, | have been doing
everything myself from the day |
came out. | have been confident;
| have been coming for treatment
myself. | have no back up” (P9).

“They were supportive and tried
to help. They are always there for
me” (P7).

“They supported me a lot finan-
cially and caring for me” ( P11).

“They give me money to see a
doctor” (P12).

“They support me by calling me
asking me how | am doing” (P3).

“They come to visit” (P6).

“My family was also confused
and they supported me through
prayer and advice” (P8).

“That is why sometimes | get
stressed. | am not smoking. | am
not drinking why | get the can-
cer. | am going to church so why
does the bad things go through
to my life” (P10).

“They were supportive and tried
to help. They are always there for
me” (P7).
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(including lack of appropriate skills-mix to meet the
needs of local communities).*® An adequate workforce
is critical for delivery of quality oral health care given
that almost 80% of the South African population are de-
pendent on public oral health services.*”

These resource linked shortages inevitably impacts on
the availability and consequently, the quality of facility-
based oral health care.*® Poor investments in public oral
health services can be traced back to poor policy deci-
sions, especially when oral health priorities remains low
on the health policy agenda.

These collective challenges will ultimately impact on dis-
advantaged communities’ access to oral health services
(Figure 1) and their subsequent utilization of these ser-
vices. There is thus an urgent need to review health po-
licy priorities such that the quality and access to oral
health care can be improved. One possible way would
be to explore public-private partnerships in oral health
care, so as to increase access in facility-based oral
health care for vulnerable populations.

No medical aid

Expensive oral care products

Presence of comorbidities
and late diagnosis of dental
pathology
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The perceived lack of referral by oncology doctors
for patients to access oral health care was seen as
an additional barrier. This shortcoming is supported
Lawrence et al. who pointed out that medical practi-
tioners might not recognize the value of dental assess-
ment and oral health care in this population group.?
Another perceived barrier was inadequate dissemination
of information related to oral complications of chemo-
therapy by oncologists and nurses.

This finding is consistent with Abed et al. who reported
that patients felt that they received inadequate prepara-
tory information on oral health related side-effects of
treatment related to HNC.*® Pai and Ongole also repor-
ted that nurses working with cancer patients had inade-
quate oral health-related knowledge for patient mana-
gement.*

There is need for continuous inter-professional evidence-
based oral health care education 49 to ensure that oral
health related information is consistent and readily avai-
lable to patients with HNC.

Lack of dissemination
of information related
to oral complications
of chemotherapy

Financial Barriers

Existing Barriers
- Present Socio-economic

Lack of knowledge on
preventive care

Failure of the central tertiary
centre to provide basic oral
health care

Figure 1. Barriers perceived by participants to access oral health care.

Landscape

Failure of the local
dental clinic to provide
appropriate care

Lack of access
to dental services
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Participants in this study also highlighted challenges in
accessing oral health care due to existing co-morbidi-
ties. The co-existence of diseases such as hypertension,
diabetes, obesity and bone loss could complicate care
and health outcomes for patients with HNC. Oral health
care becomes a low priority in the presence of other
health conditions requiring urgent attention. This finding
is supported by a study conducted in North Carolina
where patients with oral complications experienced poor
emotional and physical health outcomes compared to
those with no oral health-related issues.®

Theme 4: Gaps in oral health service delivery

The interview with the district health coordinator sug-
gested that oral health strategies remain isolated from
general health interventions, as indicated in the following
quotation:

We do not have a separate policy on oral health care
for head and neck cancer patients. | have not seen one
specifically for head and neck patients. But we got a
specific policy in KZN to decrease the filling to extraction
ratio (Oral health district coordinator).

From an oral health service delivery perspective, the
district coordinator indicated that support was available
for patients. This included identification of suspicious
lesions during routine clinical examinations, oral health
counselling and motivation to reduce risky behavioural
practices such as smoking and alcohol consumption,
and referral pathways for further clinical management.

However, a gap was identified in the availability of life-
style induced risk-related intervention programmes:

We do not have any (risk factor intervention program) but
we do encourage all our patients not to smoke and drink
(Oral health district coordinator).

A risk factor intervention program is important to ad-
dress common risk factors for non-communicable dis-
eases (in this case head and neck cancer) as part of
health determinants.®® The Common Risk Factor Appro-
ach creates an opportunity for oral health promotion
to be incorporated into general health care. This ap-
proach is supported by the South African Oral Health
Promotion framework.5’

Education addressing the impact of tobacco smoking,
alcohol consumption, areca nut-chewing and other risk
factors should form part of an appropriately structured
oral health promotion programme.®? A community level
educational campaign and dedicated homebased care
could be more beneficial, if properly implemented.%?

Additional staff and resources could improve the quality
of oral health care offered by the health system. This
reiterates the need for a multidisciplinary team approach
that includes oral health care workers for the com-
prehensive management of HNC.

Thus, oral health care should be the combined respon-
sibility of all role-players in the multidisciplinary team
for managing patients with cancer.

Table 4. Existing barriers to oral health care

Do you experience any difficulty to buy stuff to keep the
mouth clean? Is it difficult for you to go to the dentist?

No medical aid and expensive
oral products

Lack of dissemination of infor-
mation related to oral complica-
tions of chemotherapy

Financial barrier

Failure of the local dental clinic
to provide appropriate care

Lack of access to dental
services

Failure of the central tertiary
centre to provide basic oral
health care

Presence of comorbidities
and late diagnosis of dental
pathology

“I did not have medical aid so
they referred me. Yes | expe-
rience difficulty to buy stuff to
keep the mouth clean because
they are expensive” (P1).

“They didn’t say anything at all
about importance (of oral health);
they didn’t mention it could have
an effect on the teeth” (P2).

“We do not receive things like
toothpaste and toothbrushes,
it is expensive because my dad
collects a disability grant. It is
a financial strain because he
wears diapers and all that has
to be bought with his pension
money” (P4).

“Yes since | started this treat-
ment | have difficulty because
the money is getting short.

We are using R96,00 a day for
transport. It is difficult. We can-
not afford to go to the private
dentist and doctors where you
have to pay more than the gov-
ernment hospitals. Money, it is
very expensive for us because
we are no longer working" (P6).

“They see so many patients a day.
After 12.00, they do not take any
more patients. If [you go to the
clinic] after 12.00. you must come
back the next day. They do not
do most of things, they just do
general extractions. So we have
to go to private dental practi-
tioners” (P4).

“There are no dentists around
where | live. It is like one hour’s
drive” (P5).

“They see so many patients a day.
After 12.00, they do not take any
more patients. If [you go to the
clinic] after 12.00. you must come
back the next day. They do not
do most of things, they just do
general extractions. So we have
to go to private dental practi-
tioners” (P4).

“I have chronic pancreatitis and
| am diabetic. | do not know
whyl am still losing weight. |
am 50kgs. | was 80kgs. It took
the hospital about one and a
half years to find out that | have
cancer. The operation was done
within a month because it was
that serious” (P9).

“Yes now, before it wasn't dif-
ficult to go to the dentist al-
though it was not too near, but
now not anymore because of
weakness” (P6).
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Table 5. Institutional support for oral health care
(Response from the oral health district coordinator).

1.Is there any institutional support for oral health
promotion activities for patients with cancers
of the head and neck region? What is your opinion?

1A. Institutional Support “We do not target a specific
group of patients. We target
all patients. For head and neck
cancer patients, we have to
make sure that their oral health
is maintained to optimum level
by cleaning and polishing twice
or thrice a year. We do have oral
hygienist to do the cleaning and
polishing for all the patients
who require cleaning. If cancer
patients require dentures we
got facilities for that”.

1B. Referral Mechanism “While examining the patients
we tell them what needs to be
done and if we feel that the pa-
tient has got something which
looks like squamous cell car-
cinoma, we refer them to ENT
or Oncology for further investi-
gation.

We do small biopsy but any-
thing major we refer to ENT or
Maxillo-facial”.

2A. What are some of the challenges you
think these patients encounter?

“| don’t think there are because it
is open for all. eThekwini for ex-
ample has got 17 hospitals and
clinics. We got 7 major hospitals
and lots of CHC’s”.

2B. What can be done to improve access to
oral health promotion activities for these patients?

Poor resource allocation

Good infrastructure

“Human resources and finan-
cial resources are the two most
important things. If we can
have more staff and financial
resources we will definitely im-
prove access to oral health pro-
motion for these patients”.

This finding is supported by Mol on the role of the
health system, including oral health workers, to support
patients diagnosed with cancer.5®

Oral hygienists can also add value to a multidisciplinary
team through the provision of preventive treatment plans
tailored to individual patient needs.%*

It is equally important that health interventions such as
screening and early detection of cancer are incorporat-
ed into oral health service delivery. Early recognition of
pre-malignant lesions through screening programs and
population-based health education have shown to have
favourable prognostic health outcomes.®

Thus there is need for appropriate training and skills
transfer for oral health care workers (depending on the
scope of practice) to screen, diagnose, refer or provide
early interventions for premalignant and malignant lesions
in the head and neck region.®®
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This requires continuing professional development in this
area.’” It should be noted that support for oral health
self-care practices should extend beyond the health
system. Oral health care should be integrated into
other key community-based activities such as sup-
port group programmes for people with cancer.

Strategies such as oral health education, tooth brush-
ing and flossing techniques, as well as the availability
of non-alcohol based mouth rinses should be integra-
ted into general support programmes for people with
cancer.*

Collectively these efforts can make significant contri-
butions to improved quality of life for people with HNC.
More research is needed to explore further opportu-
nities to improve quality of life in people with HNC.

Limitations of the study

The study findings cannot be generalised. The study
participants were drawn from a single site and the results
cannot be extrapolated to other provinces and districts.
Participants in this study were at different stages of treat-
ment regimens.

A patient undergoing treatment could have a very differ-
ent experience/knowledge of oral health care related to
HNC compared to those starting with treatment. More
research is required on newly diagnosed patients to
assess their knowledge of oral health need at “day
zero”, that is, at the commencement of clinical manage-
ment for HNC.

Nevertheless, this study provides valuable data on pa-
tient perspectives to oral health care. Future research in
this area can be extended to other provinces in South
Africa so as to obtain a national picture that could in-
form and influence oral health planning to meet the
needs people affected by HNC.

CONCLUSION

The results indicate that support for oral health care
is important for patients with HNC. There is an urgent
need for oral health planning in the province to take into
account the specific oral health needs of this vulnerable
population.
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