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SUMMARY

The aim of this study is to describe hospice caregivers’ perceptions and practices in the
management of dysphagia in neurodegenerative disorders. In South Africa, hospices
provide support and care for people with neurodegenerative disorders and have been
offering palliative care to patients and their families facing life-threatening illnesses since
1989. Detailing the management practices of hospice caregivers may assist in determining
whether there is a need for the services of a speech-language therapist in the
transdisciplinary model.

A non-experimental, descriptive survey research design was selected for the purpose of
this study as it allowed the researcher to describe the characteristics of a large number of
respondents. Information was gathered by means of mail-distributed, self-administered
guestionnaires. The collected data was descriptively analysed and graphs and figures
were used to summarise and display the frequency distribution and associations within the
data.

It was evident from the findings that dysphagic patients with neurodegenerative disorders
form part of the hospice caregivers’ caseloads. However, there appears to be limited
specialist involvement in the management of neurodegenerative dysphagia within the
hospice setting. Furthermore, caregivers’ perceptions of the subtle symptoms of
dysphagia, the positions that facilitate safe swallowing and the consistencies that are most
easily swallowed by people with dysphagia were found to be inadequate.

The results obtained have numerous significant clinical and theoretical implications
regarding current dysphagia management in the South African hospice setting.
Recommendations are made to hospices, speech-language therapists and future

researchers.

Key words: swallowing, dysphagia, neurodegenerative disorders, management, hospice,

palliative care, caregivers, perceptions, practices, speech-language therapist
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CHAPTER 1

INTRODUCTION

Aim: The aim of the chapter is to orientate the reader by providing a statement
of the research problem and a rationale for the study. This discussion highlights
the occurrence of dysphagia in neurodegenerative disorders and the need for
the effective management thereof. Additionally an outline of the chapters
included in this dissertation and definitions of the terminology used within the

dissertation are provided.

1.1 INTRODUCTION

The term dysphagia originates from the Greek words ‘dys’ meaning ‘bad’ and ‘phago’
meaning ‘to eat’. Although there are many definitions for dysphagia, it is frequently defined
as a difficulty in swallowing or in the process of transporting food and liquid from the oral

cavity into the stomach (Logemann, 1998).

The act of swallowing is a complex process that depends on the coordinated movement of
numerous structures in the oral cavity, pharynx, larynx and oesophagus. A successful
swallow involves a sequence of voluntary and involuntary muscular contractions in the
head and neck region that are carefully regulated by sensory input from the muscles
involved. Therefore, a disorder in the sensory, muscular or structural integrity of the oral
cavity, pharynx or larynx will result in dysphagia (Leonard & Kendall, 2007).

Swallowing disorders are associated with numerous medical diagnoses and can affect
people of all ages, from premature infants to geriatric adults. In the paediatric population,
dysphagia can occur as a result of prematurity, neurological conditions, complex medical
conditions, craniofacial anomalies or developmental disabilities (ASHA, 2002). In adults,
however, swallowing disorders are usually acquired and develop either as a result of

anatomic anomalies or neuromuscular disorders. Anatomical disorders that may result in
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adult dysphagia include — but are not limited to — head and neck cancer, injury or surgery
involving the head and neck, and dental decay. Neuromuscular disorders are, however,
the most common cause of dysphagia in adults and may occur as a result of a
cerebrovascular accident, traumatic brain injury, spinal cord injury or a degenerative
neurological disease (ASHA, 2005).

Many neurodegenerative disorders are characterised by swallowing problems. Although
each disorder has its own pattern of symptoms, dysphagia frequently occurs in disorders
such as Parkinson’s disease, motor neuron disease, multiple sclerosis, myasthenia gravis,
muscular dystrophy and HIV and AIDS (Sonies, 2000).

In South Africa, hospices provide support and care for people with neurodegenerative
disorders and have been offering palliative care to patients and their families facing life-
threatening illnesses since 1989. Palliative care may take place in an outpatient clinic, at
home or in a chronic care facility (Hospice Palliative Care Association of South Africa,
2005).

Within the hospice setting, a team approach is vital for the provision of effective care to
patients and their families. The multidisciplinary team supports the development of care
plans, which reflect the needs and desires of both the patients and their families, and
assist in solving complex problems related to a terminal illness (Pollens, 2004).

An interdisciplinary team approach is commonly utilised in the management of dysphagia
in the hospice setting (Marelli, 1999). This includes discipline-specific assessments
followed by team meetings where information is exchanged and recommendations are
discussed (Rossetti, 2001). Team members may include family members, doctors,
caregivers’, dieticians, physiotherapists, occupational therapists, speech-language
therapists and specialists such as neurologists and ear, nose and throat specialists (Kirker
& Oliver, 2003).

! Caregivers refer to individuals working in the hospice setting who have completed one or more of the following: a
nursing degree or diploma, ashort course in palliative nursing, an HPCA community caregiving course, adiplomain
palliative medicine or an MPhil in palliative medicine.
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Nurses and caregivers are fundamental team members as they will continue to implement
the treatment programme at the affected individual’'s home. Dieticians are primarily
responsible for maintaining adequate nutrition. Physiotherapists focus on improving the
individual’s sitting position for feeding, while occupational therapists may provide therapy
to improve the individual’s ability to self-feed (Logemann, 1998).

Doctors are key members of the hospice team, as they are responsible for developing and
monitoring the patient’'s plan of care. In addition, the physician’s responsibilities include
providing feedback — from a physician’s point of view — to the team and collaborating with
hospice team members in problem-solving to meet the needs of the patient and his/her
family (Marelli, 1999).

The role of the speech-language therapist in the hospice team is to carefully conduct an
assessment of the patient’'s communication, cognition and swallowing status and to
develop strategies that improve the patient’s quality of life and assist both the family and
caregivers to provide care for the patient. With regard to dysphagia, it is the role of the
speech-language therapist to maximise the patient’s current swallowing functions,
compensate for irreversible loss of function and reassess changes in the swallow. In
addition, the speech-language therapist is responsible for improving the patient's comfort
and eating satisfaction and promoting positive feeding interactions for family members and

hospice caregivers (Pollens, 2004).

The management of dysphagia is of the utmost importance as the presence of dysphagia
is a risk factor for airway obstruction, aspiration, malnutrition and dehydration, which can in
turn result in weight loss, failure to thrive, pneumonia and death. Dysphagia can thus pose
a severe health risk and the prognosis for patients diagnosed with dysphagia is worse than
that for similar patients without dysphagia (College of Audiologists and Speech-Language
Pathologists of Ontario, 2005).
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1.2 STATEMENT OF THE PROBLEM AND RATIONALE

In the preceding discussion, the inclusion of a team approach in palliative care is specified.
However, the realities of current practice in the South African context are somewhat
different. While information regarding the inclusion of speech-language therapists in
hospices in South Africa is unavailable, results of a survey completed in hospices in the
United Kingdom show that specialists are seldom included in hospice teams. This is
especially true for speech-language therapists. Only a minority of the hospices involved in
the survey indicated that they included speech-language therapists in the management of
patients with degenerative disorders. Furthermore, the survey indicated that the majority of
patients who were referred to speech-language therapists were referred for the
consideration of a percutaneous endoscopic gastrostomy (PEG) and not for the
management of swallowing problems (Oliver & Webb, 2000).

The apparent lack of inclusion of speech-language therapists in palliative care is
disconcerting, as many of the patients receiving palliative care experience speech,
language and swallowing difficulties. As a result of the limited involvement of speech-
language therapists in the hospice setting, there is often limited knowledge among
caregivers of swallowing difficulties and the management of such difficulties (Oliver &
Webb, 2000).

Further research completed in the Wisdom Hospice in the United Kingdom (Kirker &
Oliver, 2003), revealed that none of the caregivers in the hospice team had received
dysphagia training, and as a result these members had limited knowledge of the
identification and management of dysphagia. A similar tendency is observed in nursing
homes in Australia, where only a limited number of staff members are formally trained in
the management of dysphagia and access to other professionals, such as speech-
language therapists, is restricted (O’Loughlin & Shanley, 1998).

Research completed in the South African context has shown that nurses working in both
hospitals and nursing homes have poor knowledge of the assessment and management of
dysphagia, as well as the role of the speech-language therapist in the management of
dysphagia (Letsholo, 2000; Moothalugan, 2002). There is, however, limited information
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available about the hospice caregivers’ perceptions and current practices in the
assessment and management of dysphagia in patients with neurodegenerative disorders.

In South Africa, a severe shortage of qualified speech-language therapists necessitates a
transdisciplinary team approach (Moodley, Louw & Hugo, 2000). This approach is
characterised by role expansion and role release and is both community-based and cost
effective. It emphasises the pooling and exchanging of information and skills between
professionals and the family (Rossetti, 2001). The utilisation of a transdisciplinary team
approach allows for palliative care to occur in community-based and in-home hospice
services. This is advantageous to patients, as the provision of in-home hospice services
reduces the stress and anxiety of travelling and allows patients to stay in the comfort of
their own homes (Weindling, 2000). This entails the speech-language therapist releasing
her role and hospice caregivers expanding theirs to manage dysphagia in their clients.

A team approach facilitates the provision of support to the patients, the family members
and the professionals involved (Oliver, 1996). Nursing personnel and hospice caregivers
are used by hospices for the provision of palliative care. However, it appears, from the
above studies, that hospices neither employ nor consult with speech-language therapists
in the management of dysphagia.

In order to improve dysphagia services, collaborative relationships between hospice team
members and other disciplines need to be formed. According to Kirker and Oliver (2003),
the provision of training to hospice caregivers in dysphagia management may result in
caregivers having increased confidence when assessing and managing dysphagia in
patients with degenerative disorders.

To further the interests of patients with dysphagia, it is necessary to investigate the
perceptions and practices of hospice caregivers in the management of dysphagia.
Detailing their management practices may assist in determining whether there is a need
for the services of a speech-language therapist in the transdisciplinary model.

This study will therefore aim to answer the following research question: How do hospice
caregivers in South Africa manage dysphagia in individuals with neurodegenerative
disorders?
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1.3 CLARIFICATION OF TERMINOLOGY

The following terms are defined according to their use in this study.

§ Dysphagia: This refers to a difficulty in moving food from the mouth to the stomach
(Logemann, 1998). In this study, the term is used to indicate adults affected by
neurodegenerative disorders with associated swallowing problems and includes
swallowing problems that result from poor cognitive awareness for the upcoming

eating situation and inadequate visual recognition of food.

§ Aspiration: In this study this term is used to refer to the entry of oral secretions and
foreign material into the airway below the level of the true vocal folds as a result of
swallowing problems associated with neurodegenerative disorders (Dikeman &
Kazandjian, 2003).

§ Palliative care: This type of care focuses on improving the quality of life of patients
and their families through the prevention and relief of suffering, the early
identification and assessment of pain and other problems, including physical,
psychosocial and spiritual issues (Hospice Palliative Care Association of South
Africa, 2004).

8 Hospice: This is a non-profit organisation that provides specialised palliative care
to patients facing incurable disease so that they may live as full and comfortable
lives as possible (Van der Berg, 2003). Hospice care may take place in an
outpatient clinic, at home or in a chronic care facility. The caseload can include
people who suffer from a range of illnesses, including — but not limited to —
Alzheimer’s disease, amyotrophic lateral sclerosis, Parkinson’s disease, cancer and
HIV and AIDS (Marelli, 1999).

§ Hospice caregiver: This refers to individuals working in the hospice setting who
have completed one or more of the following training courses: a nursing degree or
diploma, a short course in palliative nursing, a Hospice Palliative Care Association
of South Africa (HPCA) community caregiving course, a diploma in palliative

medicine or an MPhil in palliative medicine.
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Neurodegenerative disorders: These are incurable disorders caused by the
gradual loss of neurons, often leading to death. These disorders include
Alzheimer’'s disease, Parkinson’s disease, motor neuron disease and multiple
sclerosis (Pedretti, 1996).

Assessment: Within the context of dysphagia, assessment refers to the process of
determining the nature and cause of dysphagia, as well as the impact of dysphagia
on quality of life, culminating in the development of a treatment programme
(Dikeman & Kazandjian, 2003).

Collaboration: This refers to the bringing together of perceptions and skills of
individuals from many disciplines. It involves working with other disciplines, as well

as the patient and family to reach a common goal (Chapey, 2001).

Management: For the purpose of this study, this term refers to all aspects of
treatment, including the use of a team approach and the inclusion and education of

family members.

Rehabilitation strategies: In this study, the term rehabilitation strategies refers to
procedures that focus on changing the swallow physiology by improving the range
of motion and coordination during the swallow. These procedures usually require
the patient to follow instructions and to practice exercises independently (Daniels,
2000).

Compensatory strategies: Within the context of dysphagia management, this term
refers to the strategies that utlise postural changes, changes to the food
consistency or the modification in the volume and speed of the food presentation to
reduce the patient's symptoms without changing the physiology of the patient’s
swallow (Logemann, 1998).

Bolus: The bolus is the soft mass of chewed food, liquid or other material

manipulated into a ball within the mouth for ingestion (ASHA, 2002).



UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

ﬂ UNIVERSITEIT VAN PRETORIA
A 4

1.4 ABBREVIATIONS

The following abbreviations are used throughout this study:

HIV: Human immunodeficiency virus

AIDS: Acquired immune-deficiency syndrome

MND: Motor neuron disease

ALS: Amyotrophic lateral sclerosis

MS: Multiple sclerosis

PEG: Percutaneous endoscopic gastrostomy

NG: Nasogastric

HPCA: Hospice Palliative Care Association of South Africa

1.5 DIVISION OF CHAPTERS

Chapter 1: Introduction

Chapter 1 provides an introduction to the study. The problem the research will address,
the rationale for the study and outline of the chapters are presented. The terminology and

abbreviations used in the text are then clarified.

Chapter 2: The assessment and management of dysphagia associated with

neurodegenerative disorders within palliative care

Chapter 2 describes the palliative care of individuals with degenerative disorders, paying
specific attention to palliative care in the South African context. In addition, the chapter
provides a description of dysphagia in certain neurodegenerative disorders and highlights
current practices in the assessment and management of dysphagia in neurodegenerative

disorders.
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Chapter 3: Method

Chapter 3 provides a description of the method used to plan and execute the research.
Information presented in this chapter provides a detailed description of the aims, research
design, ethical considerations, apparatus and material, respondents and procedures used
for data collection and analysis in the study.

Chapter 4. Results and discussion

In Chapter 4, the results of the study, which investigated hospice caregivers’ perceptions
and practices in the management of dysphagia in neurodegenerative disorders, are
presented and discussed. These results are organised according to the stated aims and

sub-aims of the study.
Chapter 5: Conclusions and implications

Chapter 5 provides a final conclusion to the study and discusses the clinical implications of
the results. A critical evaluation of the study is provided, as well as recommendations for

future research.
Appendices

Essential information regarding the data collection and analysis procedure is included in

the appendices.

1.6 SUMMARY

Chapter 1 provides a rationale for the study to take place. It includes an overview of
dysphagia in neurodegenerative disorders, existing research regarding hospice caregivers’
current practices in caring for patients with dysphagia, and the subsequent need for
research in the South African context. Terminology that is specific to this study is clarified,
and the chapter concludes with a brief outline of all five chapters to be included in the

dissertation.
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CHAPTER 2

THE ASSESSMENT AND MANAGEMENT OF DYSPHAGIA ASSOCIATED WITH
NEURODEGENERATIVE DISORDERS WITHIN PALLIATIVE CARE

Aim: In this chapter the assessment and management of dysphagia in individuals
with neurodegenerative disorders will be discussed and the current management of
dysphagia within palliative care is considered. This chapter aims to describe palliative
care with specific reference to the hospice and the South African context. This
provides the theoretical basis for the empirical part of the study.

2.1 INTRODUCTION

Neurodegenerative disorders are progressive in nature and are not responsive to curative
treatment. Patients affected by neurodegenerative disorders require palliative care that
focuses on the control of pain and other symptoms to ensure the best quality of life
(Pollens, 2004).

The World Health Organization (1990) defines palliative care as the active total care of
patients whose disease is not responsive to curative treatment. Management of pain, other
symptoms, and psychological, social and spiritual problems are paramount. Palliative care
aims to affirm life and regards dying as a normal process. The care provided neither
hastens nor postpones death, but instead focuses on providing relief from pain and other
distressing symptoms such as dysphagia. Palliative care integrates the psychological and
spiritual aspects of patient care and offers a support system to help patients live as
actively as possible until death. The goal of palliative care is to achieve the best possible
quality of life for patients and their families (WHO, 1990).

Palliative care programmes have been in existence for a number of years. In the USA,
palliative care is currently one of the fastest growing segments of the health care industry.
Within the space of four years, the number of hospice admissions in the USA increased by
400 000, from 500 000 patients admitted in 1998 to 900 000 admitted in 2002
(Schumacher, 2004).

10
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Initially, the majority of hospice patients were individuals diagnosed with terminal cancer.
However, this has changed. According to research completed in the USA, cancer patients
now only account for 50% of hospice admissions. Hospices now provide care for all
terminally ill patients who have been diagnosed with neurodegenerative disorders
including patients with HIV and AIDS (Schumacher, 2004).

The admission of patients who have been diagnosed with HIV and AIDS has had a
significant effect on the rapid growth of hospice. In 2001, an estimated 22 million people
had died of AIDS and it was reported that globally there is in excess of 60 million
individuals infected with HIV (Ippolito, Galati, Serraino & Girardi, 2001). To ensure a better
quality of life, the provision of palliative care to individuals already infected with HIV and
AIDS is crucial (Foley, Aulino & Stjernsward, 2003).

Other factors that have increased the number of hospice patients includes the shift of
service delivery from in-patient care to community-based care and the desire of patients
and families to improve the quality of life of the patient and make use of their limited time
together (Marelli, 1999). The majority of terminally ill patients have indicated that they
prefer to be cared for in the comfort of their homes and the provision of in-home hospice
services makes this possible (Fairview Health Services, 1999).

The increase in both the number and diversity of patients admitted to hospice presents a
number of challenges for hospice caregivers as they now need to provide care to patients
with a broader range of terminal diseases. In addition, palliative care should be provided to
patients with neurodegenerative disorders from the time of diagnosis as there are no
curative treatments available, which means that caregivers are required to adapt to the
constantly changing profile of a terminally ill patient (Schumacher, 2004).

Hospices not only provide palliative care to patients, but offer assistance and support for
the patients’ family members. In the South African context, an integrated community-
based home care model was developed. This model of care aims to enhance community
initiatives and train members of the community to provide basic nursing and psychosocial
support to patients and families in their homes (Uys, 2001). Palliative care in South Africa
is, however, faced with numerous challenges, which will be discussed in the following

section.
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2.2 PALLIATIVE CARE IN THE SOUTH AFRICAN CONTEXT

South Africa has undergone extensive changes in the last decade. Not only have there
been political changes, but also changes in the national health and education system
(Kritzinger, 2000). Palliative care in South Africa has also undergone changes in its
service delivery to meet the needs of the South African population.

Although palliative care has traditionally been associated with end-of-life care, the
HIV/AIDS pandemic has necessitated that palliative care broaden its scope of practice. In
South Africa alone, AIDS-related complications are responsible for 90 000 deaths per
annum and there is an urgent need for the care and treatment of individuals with HIV and
AIDS. Many people do not have access to antiretroviral treatment and rely solely on
palliative care for treatment (Foley et al., 2003; Uys, 2003).

The essential role that palliative care plays in the care for individuals with HIV and AIDS
was recognised in the Full report of the Joint Health and Treasury Task Team charged
with examining treatment options to supplement comprehensive care for HIV and AIDS in
the public health sector (2003). The findings of the task team indicated that the effective
management of individuals infected with HIV and AIDS included both antiretroviral therapy
and palliative care.

Palliative care is essential in the period before death to improve quality of life and assist in
pain management. The provision of effective palliative care to individuals infected with HIV
and AIDS will decrease the demand for acute care in already overcrowded hospitals,
provide a low-cost service in currently underserved communities, and provide care and
support to individuals and their families (Full report of the Joint Health and Treasury Task
Team charged with examining treatment options to supplement comprehensive care for
HIV and AIDS in the public health sector, 2003).

There are, however, a number of challenges to be met in providing effective palliative care
in the South African context. The national health system aims to provide universal primary
health care, which will provide increased accessibility to rural health care services, ensure
that people with terminal illnesses receive effective care and recognise the importance of
teamwork in health care delivery. However, palliative care has not been fully incorporated
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into the national health plan and palliation is not specifically mentioned as part of the role
of community health centres (Beck, 1999).

The majority of palliative care in South Africa is, therefore, offered by hospices. However,
as the Hospice Palliative Care Association of South Africa is registered as a non-
governmental organisation, it does not receive an income from government sources. It,
therefore, relies solely on community support for finances and staffing, and professionals
such as doctors and social workers often provide their services voluntarily (Gwyther,
2002).

Although there are now more than 50 hospices throughout the country, there are still large
areas of South Africa that are not served by any hospice or palliative care service
(Gwyther, 2002). In 2004, the Hospice Palliative Care Association of South Africa cared for
29 000 patients and their families. It also cared for children infected or affected by HIV and
AIDS. However, there is an estimated five million people who are in need of palliative care.

This includes home support and pain relief (Carlisle, 2003).

Traditionally, the role of the hospice caregiver has been to identify and refer individuals
who experience swallowing difficulties to a speech-language therapist and, only after the
assessment has been completed, to implement the recommendations made and monitor
and maintain adequate nutrition and hydration through safe feeding practices (Ramritu,
Finlayson, Mitchell & Croft, 2000). This is, however, not possible in South Africa. The
limited number of practicing speech-language therapists in South Africa has resulted in the
task of identifying and managing dysphagia in neurodegenerative disorders becoming the
responsibility of hospice caregivers.

In addition to the inadequate involvement of speech-language therapists within the
hospice setting, the number of dysphagia training programs available to caregivers is
limited. Furthermore, the majority of the dysphagia training programs currently available
focus on providing caregivers with the knowledge and skills needed to identify the signs of
dysphagia and referring the patients to trained dysphagia professionals. The limited
access to specialists in the hospice setting means that these programs often fail and
caregivers are required to manage swallowing difficulties without having received sufficient
training (O’Loughlin & Shanley, 1998).
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Health services in South Africa are plagued by inequity and inadequate resources (Beck,
1999). However, these resource limitations should not prevent the management of
dysphagia. It is essential that an intervention plan that maximises the potential for oral
intake, while reducing the risk for health complications, forms part of a palliative care

program (Huckabee & Pelletier, 1999).

In order to identify and manage individuals with swallowing difficulties, caregivers will need
adequate knowledge and understanding of the anatomy and physiology of the swallowing
process and will need to be trained to provide basic assessments and to manage
swallowing problems (O’Loughlin & Shanley, 1998). An overview of the dysphagia
symptoms associated with neurodegenerative disorders and the assessment and care of

these patients is explored in this chapter.

2.3 DYSPHAGIA AS A SYMPTOM OF NEURODEGENERATIVE DISORDERS

Neurodegenerative disorders are progressive in nature. Swallowing problems associated
with neurodegenerative disorders usually begin early and gradually worsen as the disorder
progresses. There may, however, be variation in the onset, progression and severity of the
dysphagia symptoms. As a result, the management of dysphagia in neurodegenerative

disorders is complex and requires a team approach (Murry & Carrau, 2001).

In order to provide optimal care for the patient with dysphagia, it is necessary to
understand the changes in swallowing associated with each condition (Murry & Carrau,
2001). To demonstrate the variety of symptoms associated with neurodegenerative
disorders, a summary of the swallowing difficulties associated with neurodegenerative

conditions is presented in Table 2.1.
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Table 2.1
disorders

Swallowing difficulties associated with common neurodegenerative

Neurodegenerative disorder Symptoms of dysphagia

Parkinson’s disease

Pumping action of the tongue
Reduced tongue mobility
Delayed swallow

Reduced pharyngeal muscle
contraction

Pooling in the vallecular space
(Bird, 1994).

Motor neuron disease/amyotrophic lateral
sclerosis

Poor lingual control

Nasal regurgitation

Poor coordination between the
voluntarily initiated swallow and the
reflexive swallow

Reduced laryngeal elevation
(Cherney, 1994).

Multiple sclerosis

Reduced lingual control
Delayed pharyngeal swallow
Reduced pharyngeal muscle
contraction

Excessive laryngeal adduction
(Logemann, 1998).

Myasthenia gravis

Difficulty chewing

Reduced lingual mobility

Reduced pharyngeal peristalsis
Increased muscle weakness with use
(Logemann, 1998).

Muscular dystrophy

Weakness of oropharyngeal muscles
Weakness of the smooth muscles of the
oesophagus

(Bielefeldt, 2004).

HIV and AIDS

15

Opportunistic infections such as oral
candidiasis and the herpes simplex
virus affect the oral cavity (Halvorsen,
Moelleken & Kearney, 2003).

Pain and inflammation in the mouth
Pain during swallow

Loss of muscle strength (Phillips et al.,
1998).

Food agnosia

Swallowing apraxia (Logemann, 1998)




ﬂ UNIVERSITEIT VAN PRETORIA
’ UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

From Table 2.1 it is evident that there are different symptoms for each neurodegenerative
disorder. The management of these disorders will, therefore, not only have to be
multifaceted, but be progressively modified to ensure optimum management for the

specific time in the disease process (Logemann, 1998).

Neurodegenerative dysphagia is a common symptom of Parkinson’s disease. Parkinson’s
disease affects all areas of functioning and requires a team approach, which includes both
the patient and the family. Non-pharmacological therapy can improve mobility, speech,
psychological wellbeing and swallowing, and there is both subjective and objective
evidence to suggest that intervention for dysphagia in Parkinson’s disease is beneficial

and therefore necessary (Gage & Storey, 2004).

Dysphagia is also a common symptom in motor neuron disease with up to 90% of patients
developing swallowing problems (Kirker & Oliver, 2003). Motor neuron disease or
amyotrophic lateral sclerosis (ALS) is a progressive degenerative disease characterised
by the loss of neurons in the cortex, brain stem and spinal cord (Hadjikoutis & Wiles,
2001). Swallowing problems occur as a result of poor coordination between the voluntarily
initiated swallow and the reflexive swallow. Reduced tongue movement, pooling of saliva
in the valleculae and pyriform sinuses and difficulty chewing further compound the
swallowing difficulties. As a result, laryngeal penetration and aspiration can occur, which
may cause pneumonia, lung abscesses and death (Hadjikoutis & Wiles, 2001).

The early identification and management of dysphagia in individuals with ALS is
imperative as it can improve the patient’'s quality of life and maintain safe oral feeding for
an extended period of time. The management of dysphagia, however, requires a team
approach, which includes the speech-language therapist, hospice caregivers, dieticians
and nursing staff (Kirker & Oliver, 2003).

Yet another neurodegenerative disorder in which dysphagia is a prevalent symptom is that
of multiple sclerosis (MS). Multiple sclerosis is an idiopathic inflammatory disease of the
central nervous system, which typically affects adults between 20 and 45 years of age.
Symptoms of multiple sclerosis relate to multiple lesions in the neurological system

involving demyelination of the cortex, cerebellum, brain stem and spinal cord. Symptoms
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include dizziness, fatigue, numbness, weakness, visual impairment and dysphagia
(understandingMS.com, 2004). Dysphagia is reported to occur in between 33% and 43%
of patients affected by MS. However, the swallowing disorders vary from patient to patient
as lesions may affect a combination of neurological sites, including the corticobulbar
tracts, brain stem, cerebellum or cranial nerves. During the management of dysphagia,
patients with MS respond well to compensatory strategies such as postural changes and
modification of the amount and speed of food presentation. Early identification and
management of dysphagia in multiple sclerosis is, therefore, vital (Calcagno, Ruoppolo,
Grasso, De Vincentiis, & Paolucci, 2002).

Swallowing disorders also affect individuals diagnosed with myasthenia gravis, a chronic
autoimmune disease characterised by abnormally rapid weakening of voluntary muscles
with use and improvement with rest (Duffy, 1995). Individuals with myasthenia gravis may
experience difficulty walking, speaking, swallowing and breathing due to weakness in the
muscles of the mouth and throat (Robinson, 1999). There is no curative treatment for
myasthenia gravis. However, medication can be used to effectively control the symptoms.
Medication for the disease usually results in improved swallowing. However, swallowing
disorders associated with myasthenia gravis are best managed through compensatory
strategies, as these strategies will immediately improve the swallow without contributing to

fatigue (Logemann, 1998).

Dysphagia is also a common symptom of muscular dystrophy, as muscular dystrophy can
cause muscle weakness in the oropharyngeal area and oesophagus. This, in turn, affects
the oral, pharyngeal and oesophageal phases of the swallow and can result in the patient
aspirating (Bielefeldt, 2004). Muscular dystrophy is the name of a group of inherited
disorders, which cause the strength and muscle bulk to gradually decline. Muscular
dystrophies are incurable and few drugs have any effect. Treatment of muscular dystrophy
is mainly directed at preventing the complications of weakness, including decreased
mobility and respiratory weaknesses (HealthAtoZ.com, 2005).

Neurological complications and associated dysphagia can occur in individuals infected
with HIV and AIDS, with up to 60% of patients with advanced HIV and AIDS experiencing
neurological dysfunction during the course of their illness (HIV Insite Perceptions Base,
2004). One of the most common complications of the HIV and AIDS infection is the AIDS
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dementia complex. According to Folstein (1998), the AIDS dementia complex can be
viewed as an acquired neurodegenerative disorder. The management of dysphagia in
patients with HIV and AIDS will, therefore, be included in this discussion.

Patients with AIDS dementia are at risk for dysphagia as dementia can cause food
agnosia, where patients do not recognise food and as a result will not accept the food into
their mouth. Patients with AIDS dementia will keep food in their mouths without
swallowing, as they do not know how to initiate the swallow. Swallowing disorders
associated with AIDS dementia benefit from thermal-tactile stimulation, as these strategies
will heighten the sensory input. However, this technique can only be used if the patient
does not have oral thrush, which is a common infection in patients with HIV and AIDS
(Logemann, 1998).

Research has shown that both ischemic stroke and intracerebral haemorrhage are
strongly associated with HIV and AIDS (Nogueira, 2005). The presence of neurological
complications in patients suffering from HIV and AIDS, in turn, increases the frequency of
dysphagia, as research has indicated that up to 50% of acute stroke patients are
dysphagic (Halberg, Ohlsson & Westergren, 1999).

The presence of dysphagia can result in malnourishment and dehydration. This is
particularly hazardous for patients with HIV and AIDS, as the provision of appropriate
nutrition is a key component of care in HIV and AIDS. In South Africa, the Department of
Health has established the importance of nutritional intervention for boosting the
functioning of the immune system and all South African health care facilities are to provide
nutritional support for HIV and AIDS patients (Dworzanowski, 2002).

From the above discussion, it is clear that several neurodegenerative disorders are
associated with dysphagia. Dysphagia can increase morbidity if it is not treated as patients
with dysphagia are at risk of developing aspiration pneumonia, which is the leading cause
of death in the neurogenic population (West, 2004). Patients with dysphagia are also at
risk for malnutrition and dehydration. Malnourishment further increases a patient’s risk for
pneumonia because if a patient’'s immune system is weak, they are more susceptible to

infection. Furthermore, malnutrition and dehydration result in patients being lethargic and
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less alert, increasing the probability of aspiration. It is, therefore, imperative that patients
with dysphagia are timely identified and managed (Paik, 2005).

The presence of dysphagia, however, not only affects a patient’s nutrition and hydration it
also has a profound influence on his/her quality of life, as it interferes with the most
cardinal of human functions; the ability to eat and drink. Feeding is a significant aspect of
social, medical and emotional wellbeing and the presence of dysphagia may evoke
feelings of anxiety, shame, fear and embarrassment as it prevents a person from
participating in activities of daily living (McHorney & Rosenbek, 1998). The
acknowledgement of this profound effect necessitates care, which considers and manages

dysphagia in terminal patients.

24 THE ASSESSMENT OF DYSPHAGIA ASSOCIATED WITH
NEURODEGENERATIVE DISORDERS

In order to provide optimal care for a patient with neurodegenerative dysphagia, the
prognosis and severity of the disorder, as well as the nature of the dysphagia, must first be
determined (Sonies, 2000). A comprehensive assessment is necessary to identify and
describe the factors that affect swallowing performance, to determine the effects of the
swallowing disorder on the individual’'s quality of life, and to identify any barriers to
successful swallowing. The assessment should not only result in a diagnosis of the
swallowing disorder, but should also provide a clinical description of the characteristics of
the swallowing disorder and recommendations for intervention and support (ASHA, 2001).

The swallowing assessment should be both static and dynamic in that it describes the
patient's current swallowing status and identifies potentially successful intervention
strategies and compensations (ASHA, 2001). Swallowing problems associated with
neurodegenerative disorders generally deteriorate over the course of the disease and
need constant reassessment to determine whether the patient is able to maintain

adequate nutrition and hydration (Logemann, 1998).
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Dysphagia is traditionally assessed by the speech-language therapist through various
instrumental procedures and clinical observations. This includes obtaining a relevant case
history, conducting a patient and family interview, and using formal and informal
procedures to assess aspects of the swallowing function (Kirker & Oliver, 2003). All of the
available swallowing assessments, however, have their limitations and cannot be used in
isolation. This necessitates the use of a dysphagia test battery that takes the patient’s
setting and the available facilities into consideration (Ramsey, Smithard & Kalra, 2003).
The basic components of a dysphagia assessment are presented in Figure 2.1 on page
21.

According to Figure 2.1, there are three basic components of a dysphagia assessment:
identifying a patient with a possible swallowing disorder, conducting a bedside evaluation
and performing an instrumental examination of the swallow. In the hospice setting,
however, instrumental procedures are rarely used to assess swallowing disorders for a
number of reasons. Patients with neurodegenerative disorders are often reluctant to leave
the house to go to the hospital for this instrumental evaluation. In addition, they are often

frail and immobile, and transporting them to hospital may be difficult (Weindling, 2000).

The access to instrumental procedures is further limited by logistical and financial
problems. Research completed in South Africa indicates that 72% of speech-language
therapists working in the hospitals do not have access to diagnostic equipment
(Ishwarduth, 2004). Furthermore, instrumental examinations can only be performed by
trained professionals. In South Africa, there is a severe shortage of practicing speech-
language therapists who are trained in the use of instrumental procedures. In addition,
there is a tendency for these professionals to practice at a tertiary level. This, in itself, is
problematic, as tertiary service delivery does not reach the disadvantaged communities of
South Africa (Fair & Louw, 1999). As a result, the dysphagia assessments in the hospice

setting are often limited to clinical bedside examinations (Weindling, 2000).
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Basic Components
of a Dysphagia
Assessment
|| | | | |
Identification / Screening: Bedside Evaluation: Instrumental Examination:
Identification of patients who Determine patient’s medical Utilises imaging and non-
may have a swallowing disorder status & history of swallowing imaging instruments to evaluate
or are at risk for developing disorder. Assess patient’s oral the swallow physiology.
dysphagia based on their control and observe patient’s
particular diagnosis. reactions during the swallow.
| | 1 | | 1
Identify signs and Pre-Feeding Assessment: Feeding Assessment: Imaging Non-imaging
symptoms of 8  Case history 8 Observe patients Procedures: Procedures:
Dysphagia, including: 8  Medical history reaction to changes 8  Videoflouroscopy 8  Electromyography
8  Coughing behaviours 8 Patient’s posture, made in the taste, 8  Ultrasound 8  Cervical auscultation
8  History of pneumonia alertness and temperature and texture| |8 Videoendoscopy 8§ Pharyngeal
8 Drooling awareness of the bolus. manometry
8 Repeated swallowing 8 Examine oral anatomy, | |§ Identify clinical factors
8  Gurgly vocal quality motor control & during a trial swallow.
sensation

Figure 2.1 Basic components of a dysphagia assessment (conceptualised from ASHA 2001; Logemann, 1998; O’'Loughlin

& Shanley, 1998).
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Clinical bedside examinations of the patient’'s swallowing status provide vital information
about the individual’'s specific symptoms and assist the clinician in developing an
individualised treatment plan. The bedside examination is not a single test, but rather a
collection of tools and techniques. There is, however, no universally accepted protocol for
clinical bedside examinations and they vary considerably (McCullough, 1999).

There are a number of clinical indicators that are associated with an increased risk of
aspiration, including — but not limited to — a weak voluntary cough, cough on swallow or
impairment of the level of consciousness. These indices have been examined to
determine which are most associated with dysphagia. The research results, however, vary
considerably and, therefore, so do the results for the sensitivity and specificity of using a

bedside examination for the detection of aspiration (Ramsey et al., 2003).

When methods for evaluating dysphagia at the bedside are used in isolation, their levels of
sensitivity and specificity are insufficient (Tohara, Saitoh, Mays, Kuhlemeier & Palmer,
2003) and Logemann (1998) suggest that the clinical bedside examinations fail to identify
the presence of aspiration in 40% of aspirating patients. This is, however, contradictory to
results obtained by Lin et al. (2001), where a study comparing the results obtained from
the fiberoptic endoscopic examination of swallow to those of the clinical bedside
examination indicated that the clinical bedside examination accurately identified aspiration,
with a sensitivity of 84.6% and a specificity of 75%. The study by Lin et al. (2001) further
found that bedside examinations are capable of detecting most aspiration, even silent
aspiration, and provide important information for the development of an individualised
treatment programme. Others have found similar accuracy rates (Health
Services/Technology Assessment Text, 2004; Linden, Kuhlemeier & Patterson, 1993;
Smithard et al., 1998).

Furthermore Tohara et al. (2003) indicated that when bedside assessments are combined,
they have a high level of sensitivity and specificity. In settings where instrumental
assessment procedures are not available, the bedside evaluation remains a valuable way
of identifying patients with dysphagia. Hospice caregivers can therefore be trained to
identify the signs and symptoms associated with dysphagia while feeding patients with

neurodegenerative disorders.
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“A comprehensive bedside examination usually involves taking a case history, which
includes a comprehensive review of medical or clinical records and interviews with
patients, their families and other health care professionals, assessing oral motor structures
and their function, assessing speech and vocal quality and determining the adequacy of
airway protection for boluses of various sizes and consistencies” (ASHA, 2001: 181).

It is necessary to obtain as much information as possible about patients and their
swallowing disorders in order to make an accurate diagnosis and develop an appropriate
treatment plan (Shipley & McAfee, 1998). Obtaining a full medical and swallowing history
is particularly important for patients with neurodegenerative disorders as information
regarding the prognosis, severity and stage of the disorder will determine the best

management plan for the patient (Sonies, 2000).

Information pertaining to the swallowing disorder can be obtained from the patient and
his/her family. The case history endeavours to obtain the following information: the
localisation of the disorder, whether it occurs in the oral or pharyngeal stages of the
swallow, the easiest and most difficult food consistencies to swallow, and the nature of the
swallowing disorder. During the interview with the patient, it is important for the caregiver
to observe the patient’s ability to follow directions and answer questions as this will
influence the management of the dysphagia (Logemann, 1998). A comprehensive case
history will enable the caregiver to identify the cause of dysphagia in 80% to 85% of the
patients (Spieker, 2000).

The hospice caregiver has regular contact with the patient and will usually gather the
patient’s case history (Johnson & Smith-Temple, 2005). However, caregivers need to be
trained to include questions that relate to the onset, duration and severity of dysphagia,
the perceived level of obstruction, feelings of pain or discomfort, the presence of a gurgly

voice and coughing or choking before, during or after the swallow (Alford, 2005).

The results obtained from the bedside assessment are then utilised to determine whether
there is an aspiration risk. There is inconsistency in the research regarding the clinical
factors that predict a risk for aspiration. Abnormal phonation, abnormal laryngeal elevation,
wet spontaneous cough, impaired swallowing of secretions and impaired pharyngeal gag
have been suggested to predict laryngeal penetration (Linden et al., 1993).
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Although there is no consensus on the accuracy of the dysphagia bedside examination,
according to Farrell & O’Neill (1999), the accuracy of the bedside examination has
improved considerably and can be used independently to detect dysphagia, predict
mortality and the occurrence of chest infection and identify patients at risk for inadequate
nutrition (Smithard et al., 1998). In the hospice setting the clinical bedside examination is
the most suitable method of dysphagia assessment because of the caregivers’ limited
access to resources (O’Loughlin & Shanley, 1998).

The care of patients in the hospice setting is mostly administered by hospice caregivers
who currently lack the expertise to assess and manage feeding difficulties (Pollens, 2004).
The Swallowing on a Plate Program (O’Loughlin & Shanley, 1998), which was developed
to train registered nurses in nursing homes in basic dysphagia assessment and
management, suggested training caregivers to perform both a pre-feeding assessment
and a swallowing assessment. The pre-feeding assessment commences as the caregiver
enters the patient's room. The caregiver should observe the patient’'s posture in bed,
alertness, general awareness, tongue movement, cough strength and voice quality. Only
once this information has been collected and the risk of aspiration is low, should a trial
swallow be considered. During the swallowing assessment, the patient’s lip seal, tongue
movements, timing of the swallow, coughing, choking and changes in voice quality should
be observed (O’Loughlin & Shanley, 1998).

In order to accurately determine whether there is a risk for aspiration, the caregiver needs
to be aware of all the possible clinical signs and symptoms of dysphagia. Hospice
caregivers may not be aware of all these signs. Research conducted in a nursing home
indicated that nursing assistants were not aware that a wet or gurgly voice or throat
clearing may be a sign of dysphagia. Additionally, although nursing assistants were aware
that choking, coughing or chewing problems may indicate the presence of dysphagia when
these symptoms presented during feeding, the nursing assistants did not identify the
patients as dysphagic (Pelletier, 2004).

The aim of training the hospice caregivers to complete a pre-feeding assessment and a
swallowing assessment is not to perform the role of the speech-language therapist, but
rather to assist caregivers in an area where they have received limited training (O’Loughlin
& Shanley, 1998). It is imperative that there is still a collaborative partnership between
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speech-language therapists and other health care professionals (Moodley et al., 2000).
However, for this collaborative partnership to be effective, a transdisciplinary team
approach needs to be implemented. In this approach, team members share perceptions
and skills across disciplines and treatment plans are carried out by a single team member,
namely the hospice caregiver. The transdisciplinary approach involves team members
from different disciplines working cooperatively. The disciplinary boundaries disappear as
team members work to accomplish a common objective (Albrecht, Freeman &
Higginbotham, 1998).

25 THE MANAGEMENT OF DYSPHAGIA ASSOCIATED WITH
NEURODEGENERATIVE DISORDERS

Managing dysphagia in adults with neurodegenerative disorders is difficult, as it involves
progressively changing strategies. Poor management can result in aspiration. Aspiration
often results in pneumonia, which can cause death (West & Redstone, 2004). There is no
single optimal pattern of care for all individuals with dysphagia and the incorrect pattern of
care may actually harm patients, rather than help them. Therefore, it is imperative that an
individual management plan be drawn up based on the results of the assessment (Sonies,
2000).

According to ASHA (2002) the speech-language therapist should be the primary
professional involved in both the assessment and management of swallowing disorders.
This includes performing clinical swallowing and feeding assessments, performing
instrumental assessments, making decisions about the management of swallowing
disorders, developing treatment plans and providing treatment for individuals with
swallowing disorders (ASHA, 2002).

As stated previously, in the hospice setting, the involvement of the speech-language
therapist is limited. As a result, caregivers often manage swallowing problems without the
expertise of a speech-language therapist, which may be detrimental to the patient, as the
management of dysphagia requires a multidisciplinary approach (Oliver & Webb, 2000).
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Treatment for individuals with neurodegenerative disorders must focus on maximising
current function and compensating for the irreversible loss of function (ASHA, 2002).
Traditionally, the management of patients with dysphagia can be divided into
compensatory and rehabilitative techniques (Daniels, 2000). Rehabilitation focuses on
changing the swallow physiology by improving range of motion and coordination during
swallow. These procedures usually require patients to follow instructions and to practice
exercises independently. Motor, sensory and cognitive impairments in patients with
neurodegenerative disorders may, therefore, complicate the use of rehabilitative
treatment, shifting the focus of intervention from rehabilitation to compensation (Daniels,
2000).

2.5.1 Compensatory strategies

Compensatory strategies help reduce the patient’s symptoms and allow the patient to feed
safely without using exertive exercise or having to follow extensive instructions.
Compensatory treatments include making postural changes, changing the food
consistency or modifying the volume and speed of food presentation. These strategies
help to alleviate the patient’'s symptoms without changing the physiology of the patient’s

swallow (Logemann, 1998).

Although compensatory strategies are often appropriate for individuals affected by
neurodegenerative disorders, the success of these approaches is directly dependent on
the caregivers. It is the caregivers who will need to implement these strategies during
feeding. Although caregivers may be aware of the strategies, research has shown that
they do not implement them consistently and feeding often occurs in the incorrect position
(Pelletier, 2004).

Postural changes are recommended for numerous types of dysphagic patients. However,
there is no single posture that will improve swallowing in all patients. A speech-language
therapist would therefore have to first identify the physiological or anatomical disorder in
the swallow and then determine the posture that will facilitate the best swallow (Huckabee
& Pelletier, 1999).
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Postural changes include the chin-tuck posture, chin-up posture and head rotation. The
chin-tuck posture assists patients with a delayed swallow reflex as it narrows the airway
entrance and allows the patient to gain oral and pharyngeal control of the bolus (Paik,
2005). The head rotation posture is beneficial for individuals with a unilateral paralysis or
paresis. Individuals who experience difficulty propelling food back may use the chin-up
position. The chin-up posture is seldom recommended as it requires a neurologically intact
swallow response to prevent penetration of the airway (Logemann, 1998).

The limited number of referrals to speech-language therapists implies that caregivers are
not always aware of the physiological or anatomical disorder that causes the swallowing
difficulties. Thus basic positioning principles should then be employed. These include
aligning the patient's body and head before feeding and sitting the patient in an upright
position with the chin slightly tucked in (O’Loughlin & Shanley, 1998). Sitting in the upright
position with the feet on the floor and the knees at a 90° angle improves the stability of the
pelvis and allows the head and shoulders to remain aligned. If this stability is not present
the patient will not have jaw stability. This will, in turn, negatively affect the lip and tongue
movements. In addition, aligning the head and body, allows the epiglottis to better protect
the airway and improves the safety of the swallow (West & Redstone, 2004).

To further compensate for inadequate swallowing function, sensory awareness can be
heightened through bolus modification. The bolus texture, taste, density and volume can
be adjusted to improve the swallow in neurogenic patients (ASHA, 2002). The process of
swallowing is dependent on sensory feedback. Therefore, the presentation of a sour bolus
will activate more sensory receptors and will provide a pre-swallow alert to the nervous
system. This will, in turn, reduce the time taken from the command to swallow until the
onset of oral transit, and improve the triggering of the pharyngeal swallow. A reduction in
pharyngeal delay time, oral transit time and pharyngeal transit time will result in a quicker

and more efficient swallow and a reduction in aspiration (Logemann & Pauloski, 1995).

The presentation of a cold bolus aims to achieve a similar result of heightened sensory
awareness. However, only altering the temperature of the bolus has little effect on the
swallow and many patients benefit from small sips of iced lemonade between bites of food
(West, 2004). Furthermore, the modification of the food volume can serve to heighten the
patient’s sensory awareness. The presentation of smaller volumes of food may be seen as
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a safety precaution and this is a commonly used technique (O’Loughlin & Shanley, 1998).
However, this is not always the case. Increasing the bolus volume of a liquid viscosity may
impair the efficiency and safety of the swallow. On the other hand, an increase in bolus
volume and viscosity can also result in an increase in sensation and help decrease the
pharyngeal delay time (Bisch, Logemann, Rademaker, Kahrilas & Clave, 1994). A careful
balance needs to be found between presenting the patient with too large a bolus that may
cause aspiration and a large enough bolus to stimulate sensation (West, 2004).

“Safe swallowing may be achieved in most patients with neurogenic dysphagia by
manipulating the viscosity of ingested fluids” (Goulding & Bakheit, 1999:119). However,
the manipulation of food consistencies should be the last strategy to be examined, as the
removal of food consistencies will have a negative impact on the patient’'s quality of life
(Logemann, 1998).

There are a number of concerns regarding the use of thickened liquids. The optimal fluid
consistency for a safe swallow has not been established and the caregivers subjectively
judge fluid thickness. The use of the correct consistency for feeding is imperative.
Aspiration may still occur if the fluid is too thin. However, if the fluid is too thick, it will be
unpalatable and rejected by patients. This will, in turn, result in patient dehydration and
malnutrition (Goulding & Bakheit, 1999).

The use of a pudding consistency in neurogenic patients may improve airway protection
without increasing residue (Bisch et al., 1994). However, thickening liquids will not improve
swallowing in all patients. Patients who experience reduced pharyngeal wall contraction,
reduced tongue strength or reduced tongue base posterior movement experience
increased difficulty in swallowing thick, high viscosity food (Logemann, 1998).

Although diet modification should be the last strategy to be implemented, it is being used
more frequently in hospitals and long-term care facilities as thickened liquids are easy for
caregivers to implement. The use of thickened liquids has been described as one of the
most frequently used approaches for treating swallowing disorders in long-term care
facilities (Mertz, 2005). It is, therefore, imperative that caregivers are knowledgeable about
diet modification and that they are trained to implement these techniques effectively.
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The swallow mechanism is complex and incorrectly modified diets may exacerbate the
problem. In order to provide optimal and appropriate treatment for neurogenic dysphagia,
an understanding of the temporal sequence associated with each degenerative
neurological condition is necessary (Sonies, 2000). The management of swallowing
problems associated with degenerative disorders often involves progressively changing
strategies and may even result in a shift from oral to non-oral feeding (Logemann, 1998).
Hospice caregivers are, however, faced with an ethical dilemma as they need to decide
whether the provision of non-oral feeding to a terminally ill patient will benefit or burden the
patient (Zerwekh, 2003).

2.5.2 Non-oral feeding

Non-oral feeding is the provision of nutrition, hydration and medication through a route
other than the mouth (ASHA, 2002). Feeding tubes can be classified as nasogastric (NG),

nasojejunal, gastrostomy or jejunostomy.

The NG tube is placed through the nose, pharynx and oesophagus into the stomach. NG
tubes are often utilised as they can be easily inserted at the bedside. However, NG tubes
should not be used over extended periods of time as they may cause mucosal injury
(Dharmarajan & Unnikrishnan, 2004).

The placement of an NG tube should be carefully considered as there are a number of
disadvantages for the patient. The NG tube can be uncomfortable and even painful for the
patient and incorrect placement can place the patient at risk for aspiration pneumonia
(Hoefler, 2000).

Gastrostomy is the preferred method of non-oral feeding over a long period. Although the
percutaneous endoscopic gastrostomy (PEG) can be positioned under local anaesthetic, it
is not without complications. Patients may experience diarrhoea, bleeding, tube
displacement and infection after the PEG placement (Davis & Conti, 2003). The use of
gastrostomy tubes are not always appropriate for patients in the hospice setting as
individuals with dementia may pull out the tube or become irritated by the presence of a
gastrostomy tube (Hoefler, 2000).
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Patients who experience gastroesophageal reflux can receive a jejunostomy. A
jejunostomy tube enters the jejunum and requires prepared feedings because it is below
the level of the stomach. Patients with a jejunostomy may still have gastroesophageal

reflux and it can cause diarrhoea (Dharmarajan & Unnikrishnan, 2004; Logemann, 1998).

There has been much debate on whether or not to provide non-oral feeding to patients
with a neurodegenerative disorder. Tube feeding may add to the patient’s distress and
discomfort rather than alleviate it (Hoefler, 2000). However, the provision of tube feeding
may also prolong the patient’s life and increase alertness of the terminally ill patient
(Marelli, 1999).

Patients with dysphagia may become dehydrated and malnourished, which results in the
patient becoming weaker. That, in turn, leads to even less consumption. Non-oral feeding
may then be appropriate to maintain hydration and nourishment and result in patient
experiencing increased energy (National Multiple Sclerosis Society Long Term Care
Committee, 2005).

Although the use of non-oral feeding in terminally ill patients is increasing, it must be
carefully considered, as the use of non-oral feeding may be ineffective and inappropriate
and result in undue suffering (Davis & Conti, 2003). In addition, the provision of tube
feeding will not necessarily prevent aspiration pneumonia and may have a negative effect

on the patient’s quality of life (Hallenbeck, 2002).

When inevitable death is imminent, a time comes when it is useless or excessively
burdensome to continue hydration and nutrition, whether by tube feeding or by other
means (Smith, 1991). The potential burdens to providing non-oral feeding to degenerative
neurogenic patients (Hoefler, 2000; Marelli, 1999; Zerwekh, 2003) are presented in Table
2.2.
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Table 2.2  Potential burdens to providing non-oral feeding to patients with a
neurodegenerative disorder

Tube feeding is irritating and painful for most patients.

Tube feeding can cause nausea, diarrhoea and dehydration.

A gastrostomy or jejunostomy tube requires surgery.

Tube feeding may result in vomiting, aspiration and subsequent pneumonia.

Artificial feeding may cause distress for the patient rather than alleviate it.

Feeding tubes can place a barrier between the caregiver and the patient.

Artificial feeding may give terminally ill patients false hope.

In a patient with multiple organ failure, artificial hydration can worsen peripheral and

pulmonary oedema.

Tube-fed patients often have to be restrained to prevent them from pulling their

feeding tube out. Restraining the patient may result in the patient becoming

depressed or angry and can increase their risk for developing bedsores and
pneumonia.

Tube feeding may heighten discomfort by prolonging the dying process.

The potential burdens described in Table 2.2 for providing non-oral feeding to
degenerative patients are numerous and the decision to provide non-oral feeding should
therefore be made by a multidisciplinary team (Hallenbeck, 2002). The speech-language
therapist has an important role to play in the provision of non-oral feeding and he/she
should be involved in decisions regarding the safety of oral feeding and the ability to
maintain adequate nutrition (Davis & Conti, 2003).

The limited access to speech-language therapists, however, means that hospice
caregivers need to make decisions regarding non-oral feeding without the specialist input
of a speech-language therapist. Hospice caregivers, therefore, need to be aware of the
potential burdens and benefits of non-oral feeding so that they are able to assist the
patient and his/her family make an informed decision (Zerwekh, 2003).
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Patients with a neurodegenerative disorder will reach a stage where they will stop eating
and drinking. This is very upsetting for family members and friends who may be concerned
that the patient will die of starvation. The word ‘starvation’ invokes horrific images of
drastic weight loss and body wasting. However, patients will die of dehydration, not
starvation. According to Hoefler (2000), dehydration is not painful and is natural and
predictable at the end of life.

There is little evidence to suggest that tube feeding can result in improved quality of life
(Hallenbeck, 2002). It is the philosophy of the Hospice Palliative Care Association of South
Africa to provide physical, emotional and spiritual support to terminally ill patients to make
death as painless and meaningful as possible. Tube feeding is contradictory to this
philosophy as the provision of tube feeding may be painful and uncomfortable and only
prolong the suffering (Brodeur, 1991). Therefore, caregivers in the hospice setting often
rely on oral feeding and may be required to feed patients who should not be fed orally.

2.6 CONCLUSION

There are many factors that need to be taken into consideration when determining the
best care of neurodegenerative dysphagia. A management plan can only be drawn up
once the dysphagia has been assessed. The assessment and care of dysphagic patients
with neurogenic disorders is complex and requires a team effort (West & Redstone, 2004).
However, the involvement of the speech-language therapist in the hospice setting is not
common and there is limited collaboration between hospice caregivers and speech-
language therapists. As a result, hospice caregivers are often required to manage
swallowing difficulties without sufficient training (O’Loughlin & Shanley, 1998; Oliver &
Webb, 2000).

2.7 SUMMARY

This chapter provides an introduction to the management of dysphagia within palliative
care and an overview of palliative care in the South African context. It includes a
discussion of the assessment and management of dysphagia in patients with
neurodegenerative disorders and highlights some of the challenges facing the hospice

caregiver.
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CHAPTER 3

METHOD

Aim: The aim of this chapter is to provide a description of the method used to
plan and execute the research. Information regarding the research aims,
design, material, respondents and procedures used for data collection and
analysis is presented in this chapter. Issues of reliability, validity and ethics are
also discussed.

3.1 INTRODUCTION

Conducting research in the field of dysphagia is vital, as it forms the basis of sound clinical
practice (Lewison & Carding, 2003). However, the quality of research findings is reliant on
the accountability of the research process followed. The research process focuses on the
procedures used and aims to provide a structured inquiry into the exploration of topics, the
description of situations or provision of explanations (Babbie & Mouton, 2001).

Although dysphagia management had its origins in the 1930s, it was only in the early
1980s that the focus on research and clinical practice in dysphagia increased drastically
(Huckabee & Pelletier, 1999). Within this short period of time, there has been rapid
progress in the development of diagnostic and management procedures for dysphagia.
However, it is still a relatively new discipline and there remains a considerable need for
further research (ASHA, 2002).

In addition to the need for further research, there has also been an increased need for the
provision of dysphagia services in hospitals, outpatient facilities and long-term care
faciliies (ASHA, 2002). Although the diagnosis and treatment of dysphagia forms an
integral part of speech-language therapy, the speech-language therapist is not traditionally
a member of the interdisciplinary team in the management of dysphagia (Pollens, 2004).
Therefore, research is required to determine the current practices in the management of
dysphagia in a South African context.
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By exploring the hospice caregivers’ perceptions and practices in the management of
dysphagia, the speech-language therapist can determine whether further training is
needed and develop a model to facilitate transdisciplinary teamwork in the hospice setting.
This could, in turn, improve the provision of palliative care for patients and their families in
South Africa.

3.2 AIMS AND SUB-AIMS

3.2.1 Main aim

The aim of this study was to determine hospice caregivers’ perceptions and reported
practices in the management of dysphagia in individuals with neurodegenerative
disorders.

3.2.2 Sub-aims

8 To determine the hospice caregivers’ awareness of dysphagia in individuals with
neurodegenerative disorders.

§ To describe the hospice caregivers’ reported practices in the management® of
dysphagia in neurodegenerative disorders.

§ To determine the hospice caregivers’ attitudes® with regard to the provision of
artificial nutrition and hydration to individuals with neurodegenerative disorders.

8§ To determine whether a team approach is followed in the management of
dysphagia in neurodegenerative disorders and to ascertain whether the speech-

language therapist is a member of the team in the hospice setting.

2 For the purpose of this study, the term ‘ management’ refersto all aspects of treatment, including the use of ateam
approach and the inclusion and education of family members.

3 For the purpose of this study, the term “attitude’ will refer to a“psychological tendency that is expressed by evaluating
a particular entity with some degree of favour or disfavour” (Eagly & Chaiken, 1993).
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3.3 RESEARCH DESIGN

The research design is the plan for conducting the research. It focuses on the research
problem and the results the study aims to achieve (Babbie & Mouton, 2001). In order to
achieve the aims of this study, a quantitative research design was required, which
examined perceptions, attitudes and practices in a particular group of health professionals.

A non-experimental, descriptive survey research design was, therefore, selected for the
purpose of this study. Non-experimental methods are regularly used to answer questions
regarding the characteristics of a group of individuals. Non-experimental designs do not
have direct control over any variable in the study, but instead provide a description of a
subject population through structured and objective gathering of information (Cooper &
Schindler, 2001). Babbie (1998) indicated that the best method to collect data to describe
a population that is too large to observe directly is survey research.

A survey is the collection of information on a wide range of cases (Floyd & Fowler, 2002).
The survey in this study included as many hospice caregivers as possible, in order to
increase the reliability of the results. The survey aimed to explain and explore the
perceptions, management practices and attitudes that the respondents have regarding the
management of dysphagia in neurodegenerative disorders.

The use of a descriptive survey allowed the researcher to describe the characteristics of a
large number of respondents and made it possible for responses to be easily gathered and
counted. Data gathered through descriptive surveys, however, have several
disadvantages. Although surveys allow many questions to be asked regarding a specific
topic, they are less likely to provide respondents with the opportunity to communicate what
is important to them (Robinson & Lai, 2005). In addition, descriptive surveys are inflexible,
as the questionnaire cannot be modified during the study to incorporate new variables
(Babbie & Mouton, 2001).
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3.4 ETHICAL CONSIDERATIONS

The goal of ethics in research is to ensure that no-one is harmed or suffers any adverse
consequences as a result of the research activities (Cooper & Schindler, 2001). Survey
research requires interaction with other people, which has the potential for a conflict of
interests. Therefore, certain ethical considerations must be taken into account. Ethical
issues that need to be considered include voluntary participation, protection from harm,
anonymity, confidentiality and honesty with respondents and colleagues (Babbie &
Mouton, 2001). The following aspects were considered in order to meet the ethical
conduct of research.

Consent

§ Consent was obtained from the University of Pretoria’s Faculty of Humanities
Research Proposal and Ethics Committee prior to commencing with the study
(Appendix G).

§ Consent for the study was also obtained from the Chairperson of the Hospice
Palliative Care Association of South Africa (HPCA) Ethics Committee (Appendix F).

§ The hospice managers were contacted telephonically to obtain consent. The hospice
managers who agreed to participate in the research were then sent letters detailing
the goal of the study and the respondents’ selection criteria (Appendix A).

§8 An introductory letter was presented to the research respondents. This letter provided
information regarding the goal of the study and assurance of the anonymity of the
respondents (Appendix B).

§ Participants were required to read and sign a letter of informed consent before
completing the questionnaire to show their willingness to cooperate in the research
project (Appendix D). In line with ethical guidelines, the purpose, procedure, risks and
benefits of the study were disclosed. Participation in the study was voluntary and
respondents could choose to withdraw at any time throughout the duration of the study
(Cooper & Schindler, 2001) (Appendix C).
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Confidentiality and anonymity

§ To ensure anonymity, all informed consent forms were separated from the
guestionnaires and no identification numbers were placed on the questionnaires prior
to their return.

8 Respondents’ name and workplace were unknown to the researcher and all completed
guestionnaires were placed in sealed envelopes to ensure that the information
provided remained private (Babbie & Mouton, 2001).

§ Each questionnaire was allocated a research number upon return.

8 No names were used in the discussion of results to ensure anonymity.
Action and competence of the researcher

8§ The researcher endeavoured to maintain objectivity and integrity throughout the
research process by accurately and honestly presenting both the results and
limitations of the research.

8 References consulted were accurately recorded and the highest possible technical
standards were adhered to (Babbie & Mouton, 2001).

Protection from harm

8 The risks associated with participation in the study were minimal and it was ensured
that the respondents did not suffer any physical harm, pain, embarrassment or loss of
privacy during the research (Cooper & Schindler, 2001).

8 There was a risk that participation in the research may have resulted in caregivers
considering their past care of individuals with dysphagia as inadequate or increasing
their anxiety levels for the care of dysphagia in neurodegenerative disorders. In order
to reduce these risks, the participants were ensured of anonymity and informed that,
upon completion of the research study, they would have access to the final research
report. This would allow the respondents to determine whether they required additional
training in the management of dysphagia.
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3.5 RESPONDENTS IN THE STUDY

It is vital that the sample be representative of the population as this influences the validity
and reliability of the results of the study (Babbie & Mouton, 2001). The target population
for this study was hospice caregivers employed in hospices throughout South Africa.

3.5.1 Selection procedures of respondents

There are 58 hospices registered with the Hospice Palliative Care Association of South
Africa. Non-probability sampling was utilised as logistical constraints prevented the
researcher from guaranteeing that every hospice caregiver would be represented in the
sample (Babbie & Mouton, 2001).

The hospice managers were contacted telephonically and the nature and purpose of the
study was explained to them. Forty of the 58 hospices agreed to participate in the
research. Due to the subject selection criteria imposed on all respondents, a letter
detailing the criteria for the selection of caregivers to participate in this study was sent to
the hospices to ensure that the questionnaires were appropriately distributed
(Appendix A).

An information brochure detailing the nature, purpose and potential benefits of the study
(Appendix C), an introductory letter (Appendix B), and a letter of informed consent
(Appendix D) were given to the respondents. Only respondents who signed the letter of

informed consent were included in the study.

To further ensure that the caregivers who completed the questionnaire met the selection
criteria, the researcher double-checked that information provided in the biographical
section of the questionnaire met with the subject selection criteria. There were six
completed questionnaires where the respondent did not meet the selection criteria and

these were discarded.

Although 40 hospices agreed to participate in the study, only 20 hospices returned the
guestionnaires, thereby representing a 50% response rate. According to Babbie and
Mouton (2001), a 50% response rate is considered adequate, indicating that the response
rate in this study is adequate for the purpose of analysis and reporting.
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3.5.2 Selection criteria of respondents

The following criteria were used in the selection of hospice caregivers as respondents in

this study:

8 Professional qualification: A prerequisite for selection was that the respondents
were qualified in palliative care. This included respondents who were in possession of
either a degree or diploma in nursing or palliative medicine or individuals who had
completed the Hospice Palliative Care course in community caregiving (Hospice
Palliative Care Association of South Africa, 2004).

8§ Experience: A further criterion for subject selection was that the caregivers have at
least one year’'s working experience in a hospice setting. The amount of experience
may have an impact on the caregivers’ perceptions and management of dysphagia in
neurodegenerative disorders and, therefore, needs to be taken into consideration (Fey
& Johnson, 1998).

§ Language: The questionnaire was compiled in both English and Afrikaans as this is
the language in which the researcher is proficient and the respondents were therefore
required to be able to read and understand either Afrikaans or English and be
proficient in writing either English or Afrikaans in order to complete the questionnaire.

8 Race and ethnicity: In order to avoid bias, race and ethnicity were not considered in
the participant selection criteria. South Africa is a multi-cultural country. Therefore, the
study could not be confined to one cultural group, as this would limit the usefulness of

the information obtained.
§ Willingness to participate in the study: Respondents were required to complete an

informed consent form (Appendix D). This ensured that participation in the study was

strictly voluntary.
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3.5.3 Description of respondents

A total of 64 caregivers completed the questionnaire. The caregivers were selected

according to the procedures described in 3.5.1. All respondents’ completed an informed

consent form to indicate they were voluntarily participating in the study. A summarised

description of the respondents is presented in Table 3.1.

Table 3.1 Biographical characteristics of respondents

Biographical information
Place of residence

Category

Northern Cape
Eastern Cape
KwaZulu-Natal
Gauteng

Free State
Mpumalanga
Western Cape

Percentage (%)

Gender

Male
Female

Age

25 to 40 years old
41 to 50 years old
51 to 60 years old
>60 years old

Highest level of qualification

Nursing diploma

Nursing diploma and short course in
palliative care

Nursing degree

HPCA community caregiving course
Short course in palliative care

Other

Type of training in dysphagia

No training

Training as part of professional qualification
In-service training

Training as part of palliative care seminars

Hospice setting

In-patient hospice unit

Community-based hospice

Home-care organisation

In-patient hospice unit and home-care
organisation

In-patient hospice unit and community-
based hospice

In-patient hospice unit, community- based
hospice and home-care organisation
Community-based hospice and home- care
organisation

Number of years experience

Less than two years
Two to six years
More than six years
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Section A of the questionnaire gathered biographical information from the respondents.
Biographical information is important to the research process as it provides a better
understanding of the respondents’ background and enables the researcher to interpret the

responses more reliably (Neuman, 2005).

According to Table 3.1, the respondents depicted a diverse group of hospice caregivers.
They held various qualifications, but only 49% of the respondents indicated that they had
received training in dysphagia. The respondents represented a wide range of age groups
and were currently employed in various hospice settings, with the majority of respondents
working in community-based hospices. These results are indicative of the diversity of the
sample.

A general description of the respondents was presented in Table 3.1 on page 40 and will
now be discussed in detail. The second question in Section A of the questionnaire
obtained information about the gender of the participants. In the literature, certain careers
are still traditionally dominated by females. The female-orientated careers include nursing,
occupational therapy and physiotherapy (Louw, Louw & Van Ede, 1999). Previous
research indicates that only 3.1% of nurses are male (Evans, 1997). This trend was
reflected in the results as 95% of the respondents were females.

Data was collected from hospices throughout South Africa. The respondents’ place of
residence is therefore graphically represented in Figure 3.1. From Figure 3.1, it is apparent
that respondents resided in seven of the nine provinces, with the majority residing in the
Northern Cape, Eastern Cape, KwaZulu-Natal and Gauteng. There is a high number of
member hospices in KwaZulu-Natal, which may account for the large number of
respondents from this province (Hospice Palliative Care Association of South Africa,
2005).

There were, however, no respondents who were residents of the North-West or Limpopo.
The lack of respondents from Limpopo may be explained by the fact that there are
currently no hospices registered with the Hospice Palliative Care Association of South
Africa in Limpopo (Hospice Palliative Care Association of South Africa, 2005). One
hospice in the North-West was unable to assist in the research project due to

restructuring.
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Figure 3.1 Respondents’ place of residence (n=64)

Information regarding the respondents’ age was gathered in the third question. The data
obtained is displayed graphically in Figure 3.2. Respondents’ ages ranged from 26 to 73
years, which represents adults in early, middle and late adulthood. The information

obtained in the questionnaire is therefore representative of a wide range of ages.

Adults in early adulthood (20 to 39 years of age) and middle adulthood (40 to 59 years of
age) are usually the most economically active. In South Africa, the mandatory age of
retirement is 65 years (Louw et al., 1999). It was, therefore, surprising that 19% of the
respondents indicated that they were older than 60 years. This, however, appears to
correspond with an international trend for the employment of older nurses and caregivers.
There are fewer younger people entering the nursing profession and, as a result, the

nursing workforce is aging rapidly (Letvak, 2002).
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Figure 3.2 Age of respondents (n=61)

In the United Kingdom, 20% of the registered nurses are aged 50 and over. Further
research into the older nurses’ employment setting has established that the older nurse
prefers to work in the home and community setting (Buchan, 1999). This may explain the
results obtained in the third question of the questionnaire. According to Figure 3.2, 49%
(30% aged between 51 and 60 years and 19% aged over 60 years) of the respondents
were aged 50 and over. This may have far-reaching effects in their management of
dysphagia in neurodegenerative disorders as research has shown that older nurses and
caregivers are less likely to participate in continuing professional development (Wray,

Aspland, Gibson, Stimpson & Watson, 2007).

The fourth question in Section A of the questionnaire gathered information regarding the

respondents’ professional qualifications. This data is presented in Figure 3.3
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Figure 3.3 Respondents’ level of qualification (N=64)

Figure 3.3 indicates that the respondents’ levels of qualification were fairly evenly
distributed between three qualifications: nursing diploma, Hospice Palliative Care
Association of South Africa community caregiving course, and a combination of a nursing
diploma and short course in palliative care. At the time of the study, all of the
abovementioned categories of professionals were working as caregivers in the hospice
setting. It is, therefore, crucial that their perceptions and practices in the management of

dysphagia are investigated.

According to Figure 3.3, 20% of the respondents indicated that they held other

gualifications. These are presented in Table 3.2.
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Table 3.2 Other qualifications held by the respondents (N=13)

Participant’s qualification No of subjects

Nursing degree

Short course in palliative care

Doctor

BSc Degree

Nursing degree and short course in palliative care

Diploma in palliative medicine

The care of dying patients is an essential part of nursing and, as such, palliative care is
included in the training of nurses (Lugton & Kindlen, 1999). There has, however, been a
shift in the training of nurses and the focus of the nursing curriculum has moved away from
comfort-orientated care to primarily curative-orientated care. It is, therefore, recommended
that nurses attend continuing education programs that focus on caring for the dying
(Sheehan, Forman, Kitzes & Anderson, 2003). Figure 3.3 indicates that 31% of the
respondents had a diploma in nursing and had attended a short course in palliative care
and were well qualified for their work as hospice caregivers.

All health professionals should receive training in palliative care. However, this is not
always the case, and in South Africa the majority of palliative care training occurs in the
hospice setting. The HPCA provides training in community caregiving, palliative nursing
and palliative medicine (Foley et al., 2003).

According to Figure 3.3, 19% of the respondents had attended an HPCA community
caregiving course. Community caregiver training provided by the HPCA trains caregivers
in basic health care (Anatomy and Physiology), AIDS awareness, basic nursing
techniques and palliative care principles. The training lasts for approximately three
months, after which the caregivers are appointed. The hospice caregiver is then provided
employment within hospice community-based home care programs and hospice in-patient
palliative care units. Hospice caregivers are required to work under the supervision of
professional nurses and social workers (Foley et al., 2003). It is, however, unclear how
much training caregivers receive regarding dysphagia and the management thereof.
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It is principally the hospice caregivers who support and help the patients and their families
with day-to-day tasks, of which eating forms a large component. It is, therefore, imperative
that they receive training in the area of dysphagia. Research conducted in the training of
nurses in feeding and swallowing problems indicated that nurses receive insufficient
training in these areas and as a result are not always competent in the screening and
managing of swallowing problems (Magnus, 2001). In addition, training related to feeding
and swallowing problems is not always unified and textbooks differ in the amount and type
of information provided (Pelletier, 2004). As previously mentioned, access to a speech-
language therapist in hospices is limited and hospice caregivers manage dysphagia
without specialist input. It was, therefore, crucial to include the opinions of as many
different hospice caregivers as possible.

In the fifth question in Section A of the questionnaire, the respondents were asked to
indicate whether they had received training in dysphagia management. This data is
presented in Figure 3.4 below.

E No training

B Training as part of a professional qualification
O Inservice training

B Training as part of palliative care seminars

5%

9%

41%

Figure 3.4 Respondents’ type of training in dysphagia management (N=64)
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According to Figure 3.4, 59% of the respondents indicated that they had received training
in dysphagia. However, a large proportion of these respondents indicated that the training
they had received was part of their professional qualification. As previously mentioned, it is
unclear how much training hospice caregivers receive as part of their professional
gualification and there is evidence in the literature to suggest that nurses and nursing
assistants have insufficient knowledge regarding dysphagia and feeding (Chang & Lin,
2005; Pelletier, 2004).

The type of training hospice caregivers receive may affect their perceptions and practices
and there is extensive literature reporting on the efficacy of dysphagia training
programmes. Research findings indicate that the provision of in-service dysphagia training
to caregivers has a positive effect on both the caregivers’ knowledge and management of
dysphagia and is therefore recommended (Chang & Lin, 2005; Kaiser, Williams, Mayberry,
Braun & Pozek, 2000; Lin et al., 2001; Lipner, Bosler & Giles, 1990).

According to Figure 3.4, 41% of the respondents had not received any training in
dysphagia management. This data was further analysed to determine whether specific age
groups did not receive training. The data is presented in Figure 3.5 below.

Figure 3.5 Age distribution of hospice caregivers who did not receive training (N=26)
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From Figure 3.5, it is clear that the 81% (46% being 50 to 60 years old and 35% being 60
to 70 years old) of respondents who did not receive training were over the age of 50 years.
This result is congruent with previous literature, which indicates that older nurses and
caregivers are less likely to participate in continuing professional development activities.
The reason for this is unclear. It is possible that older caregivers did not have dysphagia
management as part of their curriculum; that they have numerous years of experience and
feel that the continuing education programs are not relevant or may be unsuitable; or they
may have conflicting personal commitments (Wray et al., 2007). The lack of participation in
continuing education programs may, in turn, result in older nurses not adapting to the

recent advances in dysphagia.

Trends in the assessment and management of dysphagia have changed substantially in
the last few years. It is, therefore, imperative that professionals remain up to date and
continue their professional development (ASHA, 2002). The participants were, therefore,
asked to indicate the date that they received their training in dysphagia management. The
results showed that 23% of those who received training had done so before 1995, 27%
received training between 1995 and 2000, and 50% of those who received training did so
after 2000. Individuals who received training before 1995 may require re-training.
Continued professional development is important as it can increase perceptions,
confidence, and competence and, as a result, improve the care provided to both patients

and their families (Foley et al., 2003).
The sixth question in Section A of the questionnaire determined the hospice setting where

the respondents were currently working, as this may have an influence on the hospice

caregivers’ perceptions and current practices. The results are displayed in Figure 3.6
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O Inpatient hospice unit

B Community based hospice

O Home care organization

H Inpatient hospice unit and home care organization

H Inpatient hospice unit and community based hospice

O Inpatient hospice unit, community based hospice & homecare organization
B Community based hospice & home care organization

Figure 3.6 Hospice setting that the respondents are currently involved in (N=64)

According to Figure 3.6, the majority of hospice caregivers are involved in a community-
based hospice (44%) or a home-care organisation (27%). The HPCA aims to provide
palliative care to all who require it, irrespective of whether they are able to pay (Hospice
Palliative Care Association of South Africa, 2005). In Africa, a large number of HIV and
AIDS patients are found in resource-poor settings with limited access to health care
professionals. There is, therefore, a large number of community-based hospices and
home-care organisations that provide care for HIV-infected individuals who do not have
access to antiretrovirals (Foley et al., 2003). According to Marelli (1999), “a community-
based hospice can be defined as a ‘not-for-profit’ volunteer organisation that serves a

defined rural geographical area” (Marelli, 1999:5).
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Palliative care is, however, crucial in every setting. The prevalence of home-care
organisations has increased dramatically over the past few years. In the USA, home
health care is the fastest growing segment of health care services (American Federation of
Home Health Agencies, 1998 in Weindling, 2000). Home-care organisations provide
hospice care with trained hospice caregivers in the comfort of the patient's home (Marelli,
1999).

Home-based care was introduced in Africa in the late 1980s and the HPCA was involved
in implementing home care, utilising an integrated community-based home care model. In
this model, community caregivers are trained for a period of three months in the theory
and practice of home-based HIV care and then appointed to work in teams of two under
the supervision of a nurse. There are, however, numerous limitations to the provision of
home-based care as the hospice caregivers involved in community-based hospices and
home-care organisations do most of their work on foot and have limited access to both
specialist input and sophisticated equipment. The community caregivers also focus on
providing information and counselling to affected patients, with less time being spent on
the provision of physical care. This will, in turn, affect the identification and management of
dysphagia in these patients and the hospice caregivers’ perceptions and practices in this
area (Uys, 2001).

Another factor that has an influence on the caregivers’ perceptions and practices in
management of dysphagia is the number of years spent working in the hospice setting.
Individuals at the early career period with limited experience may lack self-confidence and
skills, which will affect the data collected (Louw et al., 1999). The results are displayed in

Figure 3.7.
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O Less than 2 years
00 2-6 years
B More than 6 years

32%

Figure 3.7 Respondents’ work experience (N=64)

From Figure 3.7, it is clear that the number of years the respondents have worked in a
hospice is fairly evenly distributed. This is positive, as the results of this study reflect the
perceptions and practices of both newly qualified professionals and more experienced
professionals. Over the last few years there has been a dramatic change in the
composition of hospice patients. Hospices have shifted from providing care primarily to
individuals diagnosed with terminal cancer, to providing care to individuals with
neurodegenerative disorders as well. This change will probably be reflected in the training
of these various professionals (Schumacher, 2004).

The biographical information obtained in Section A of the questionnaire indicates that the
respondents were of diverse backgrounds from hospices throughout South Africa. This
implies that the responses obtained reflect a wide range of hospice caregivers’
perceptions and reported practices in the management of dysphagia in individuals with
neurodegenerative disorders.

51



ﬂ UNIVERSITEIT VAN PRETORIA
’ UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

3.6 APPARATUS AND MATERIAL

A mail-distributed, self-administered questionnaire was used in the study to obtain specific
information from the hospice caregivers. As an instrument, such a questionnaire is used to
collect information from respondents who complete the questionnaire themselves and then

return it to the researcher (Bourque & Fielder, 2003).

The advantage of self-administered questionnaires is that they are less expensive and
quicker to administer than interviews, and a large geographical area may be included in
the research. The self-administered questionnaire ensures that the same questions are
presented to all the respondents and interviewer bias is avoided. In addition, self-
administered questionnaires offer some anonymity, which is important as it encourages
open and honest responses and can be effective if there is a high response rate (Hoyle,
Harris & Judd, 2002).

One of the greatest limitations of self-administered questionnaires is their low response
rate. However, certain measures were employed during the study to improve the response
rate. For example, stamped, addressed return envelopes were sent out with the
guestionnaire and follow-up contact was made with the respondents (Bourque & Fielder,
2003). A further disadvantage associated with self-administered questionnaires, which is
particularly relevant in South Africa, is the wide range of languages spoken and not all of
the respondents are proficient in English or Afrikaans. In order to avoid
misunderstandings, the questionnaire consisted of clear straightforward questions
(Bourque & Fielder, 2003).

Certain guidelines (Neuman, 2005) were followed in the development of the questionnaire
to ensure that the results obtained were reliable and valid. The questions avoided the use
of jargon, slang and abbreviations. The language used was clear and unambiguous and
emotional language was avoided. Furthermore, questions were worded carefully to ensure
that they were not leading or biased. A pre-study was conducted to ensure that the

questions were clearly formulated (Neuman, 2005).
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3.6.1 Types of questions included in the questionnaire

The questionnaire is the form used to facilitate communication between the researcher
and the respondent (Brace, 2004). The questionnaire (Appendix E) utilised in this study
consisted of a variety of question types, including close-ended, open-ended, partially

open, matrix and contingency questions.

Close-ended questions ask the respondent a question and provide the respondent with
fixed responses from which to choose, whereas open-ended questions allow for an
unstructured, free response (Neuman, 2005). Each form of question has its advantages
and disadvantages.

The advantage of utilising closed-ended questions is that they are easier to use by both
the respondent and the researcher (Frazer & Lawley, 2000). However, closed-ended
guestions cannot be utilised in isolation as these questions may allow for respondents with
no knowledge to answer anyway and may suggest ideas that respondents would not have
thought of. Thus, a total reliance on closed-ended questions might distort the results.
Therefore, partially open-ended questions were also included as they allowed the
respondent to offer a response the researcher had not included (Neuman, 2005).

While open-ended questions allow respondents to answer questions freely, these
guestions are time-consuming and difficult to analyse (Hoyle et al., 2002). Therefore,
closed questions were mainly utilised. Questions regarding facts, behaviours and
perceptions were included in the questionnaire to determine hospice caregivers’
perceptions and practices in the management of dysphagia in neurodegenerative

disorders.

A description of the type of questions, corresponding questions and justification for
including the types of questions in the questionnaire is provided in Table 3.3.
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Table 3.3 Types of questions included in the questionnaire

Justification for including this
type of question

Closed-ended Questions 2, 8, 9, 12,17, Easier to use by both the
guestions 19, 20, 21, 23, 27, 29, 30 respondent and the researcher
than open-ended questions.
Easy and quick for respondents
to answer.

Answers to closed-ended
questions are constant and can
be meaningfully compared
(Frazer & Lawley, 2000).

Type of question Corresponding questions

Partially open Questions 4, 6, 13, 20 Important information can be
guestions overlooked when utilising closed
guestions alone.

Partially open questions provide
the respondent with a fixed set of
choices with a final choice of
‘other’ (Babbie & Mouton, 2001).

Open-ended Questions 1, 3, 5, 7, 14, Opportunity to answer questions
guestions 25, 16, 22, 24, 25 freely and provide additional
information (Neuman, 2005).

Matrix questions Questions 11, 18, 26, 30 Provide a set of answer
categories for a number of
guestions.

Useful to obtain information
about subjective aspects.
Likert-response categories were
utilised to construct the matrix
guestions as they allow
responses to be compared and
are fast and easy to complete
(Babbie & Mouton, 2001).

Contingency Question 10, 28 Serves to gain finer details
guestions regarding a response in a prior
question’s response.

Facilitate the completion of the
guestionnaire.

Ensures that respondents do not
complete questions that are not
relevant to them (Babbie &
Mouton, 2001).
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3.6.2 Content of the questionnaire

The questionnaire consisted of four sections. The questions were grouped according to
topics to minimise confusion and assist respondents in organising their thoughts (Neuman,

2005). The topics are presented in Figure 3.8.

Content of the

guestionnaire

Section A: Section B: Section C: Section D:
Biographical The identification The management Teamwork
information of dysphagia of dysphagia and

attitudes to the
provision of non-
oral feeding

Figure 3.8 Visual representation of the content of the questionnaire

§ Section A: Biographical Information

Researchers hold opposing views on where biographical questions should be placed.
Some are of the opinion that biographical questions should be placed at the beginning of
the questionnaire, whereas others believe that they should be placed at the end. For the
current study, it was decided to place the biographical questions at the beginning, as they

are easily answered and are non-threatening (Bourque & Fielder, 2003).

Biographical information includes information pertaining to the respondent’s residential
area, gender, age, qualifications, degree of experience and exposure to dysphagia. This
information was vital, as it formed part of the selection criteria of the respondents.
Biographical information provides a better understanding of the respondents’ background
and enables the researcher to interpret the responses more reliably (Neuman, 2005).
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§ Section B: The identification of dysphagia

Section B aimed to establish hospice caregivers’ perceptions and practices in the
identification and assessment of dysphagia. Questions in this section addressed the
caregivers’ perceptions of the signs, symptoms and causes of dysphagia.

Dysphagia commonly occurs in neurodegenerative disorders. It is imperative that it is
identified as early as possible, as dysphagia that is not treated can result in severe
complications and even death for some patients (Bryant & Sharp, 2002). It is vital that
caregivers are aware of the signs of dysphagia so that they are able to identify patients
with possible dysphagia. Early identification of dysphagia and initiation of intervention can
help sustain oral intake. These signs include unexplained weight loss, complaints of
swallowing difficulties, coughing or choking, food remaining in the mouth after swallowing

or the presence of a gurgly voice (O’Loughlin & Shanley, 1998).

The patient’'s alertness, ability to follow instructions, cooperativeness and attention also
need to be assessed to determine the focus of intervention. Neurodegenerative disorders
are often associated with cognitive deficits, which may result in the focus of intervention
shifting from rehabilitation to compensation (Huckabee & Pelletier, 1999).

In addition to the abovementioned signs, it is important to collect information regarding the
medical history, neurologic and cognitive status of the patient. The medical diagnosis
cannot always reliably predict the nature of the swallowing problem, but it can eliminate
specific treatment strategies (Huckabee & Pelletier, 1999). Section B, therefore, also
aimed to determine which aspects hospice caregivers’ took into consideration during the
identification of dysphagia and who was responsible for the identification and assessment
of dysphagia.
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§ Section C: The management of dysphagia

In hospice clinics, there is limited access to speech-language therapists due to financial
constraints. As a result, nurses and/or caregivers find themselves having to deal with
patients with swallowing difficulties. It is, therefore, crucial that caregivers are
knowledgeable about the management of dysphagia in neurodegenerative disorders, as it
is their role to maintain safe hydration and nutrition (Ramritu et al., 2000).

The questions included in this section aimed to determine the caregivers’ management
practices, awareness of basic procedures and compensatory techniques used to manage
dysphagia. Basic procedures used to manage dysphagia include seating the person in an
upright position, providing verbal prompts, giving the person ample time to swallow,
offering small amounts of food per spoon and modifying the food consistency (O’Loughlin
& Shanley, 1998).

Compensatory interventions include modifying the patient’s diet, food texture and body
position. Compensatory techniques have an immediate effect on the swallow and are
essential for the maintenance of safe oral feeding (Huckabee & Pelletier, 1999).
Caregivers were, therefore, asked to indicate — based on their experience — which position
they thought was safest for feeding dysphagic patients and the food consistencies they
found to be the easiest for patients with dysphagia to swallow.

Caring for loved ones with dysphagia can be frustrating and upsetting. Therefore, family
members need to be provided with information to assist them with the management of
feeding difficulties (Fairview Health Services, 1999). For this reason, questions were

included in the section to determine what guidelines family members are receiving.

The provision of non-oral feeding to individuals with neurodegenerative disorders is a
controversial issue. Some authors are of the opinion that a person’s inability to feed
him/herself is never an excuse to let the person go hungry, even if it means feeding by
artificial means (Williams, 1991). Other authors, on the other hand, are of the opinion that
by providing tube feeding, one is prolonging the individual’'s life, and thereby prolonging
their suffering (Brodeur, 1991). For this reason, questions were included in this section to
determine the hospice caregivers’ attitudes towards non-oral feeding.
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§ Section D: Teamwork

The complexities of neurodegenerative disorders, which present with dysphagia, are best
managed through a team approach. Team members include the patients’ family members,
speech-language therapists, dieticians, physiotherapists, occupational therapists, nursing
staff, doctors, caregivers and specialists, including neurologists and ear, nose and throat
specialists (Kirker & Oliver, 2003).

There are three models of teamwork that can be used to manage dysphagia:
multidisciplinary teamwork, interdisciplinary teamwork and transdisciplinary teamwork
(Rossetti, 2001). In multidisciplinary teamwork, there is limited collaboration between the
team members. Each team member completes a separate assessment and continues with
treatment in isolation. The individual is, therefore, treated by numerous professionals, but
they rarely collaborate. Interdisciplinary teamwork, on the other hand, allows the team
members to complete separate assessments, but team meetings are held where their

findings are discussed and individualised management is planned (Rossetti, 2001).

A multidisciplinary team approach is optimal in the assessment and management of
dysphagia (Logemann, 1998). In the South African context, however, where there is a
severe shortage of qualified speech-language therapists, the most effective team
approach is that of a transdisciplinary approach. Here the focus is on sharing perceptions
and skills with both caregivers and other health professionals. This allows for the team to
collaboratively assess and plan the treatment of a patient, but only one team member is

chosen to provide all the necessary services (Fair & Louw, 1999).

The questions included in this section aimed to determine whether a team is currently
functioning in the hospice context and, if so, what professionals are involved. In addition,

this section seeks to determine the caregivers’ attitudes towards teamwork.

The content and layout of the questionnaire was developed by consulting with two
gualified speech-language therapists who have work experience in acquired neurogenic
communication difficulties and dysphagia, statisticians and nurses. Only once these
professionals were satisfied with the questionnaire, did the researcher proceed with a pre-

study.
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3.6.3 Pre-study aimed at developing the questionnaire

3.6.3.1 Aim

A pre-study was completed to increase the reliability and validity of the questionnaire.
When designing a questionnaire, there is always the possibility of error and, therefore, a

pre-study is crucial to protect against errors (Babbie & Mouton, 2001)

3.6.3.2 Respondents

The same criteria, as outlined for the main study, were applied in the selection of
respondents for the pre-study. The respondents of the pre-study were not selected for the
main study. The questionnaire was given to six of the hospice caregivers from a hospice in
the Witwatersrand area to evaluate, in accordance with literature recommendations (Leedy
& Ormond, 2001). This hospice was excluded from the main study to ensure that these
respondents did not complete the questionnaire again.

3.6.3.3 Procedure followed during the pre-study

The following procedure was followed:

8 Informed consent was obtained from six hospice caregivers working in the
Witwatersrand area. These caregivers were given the questionnaire and requested to
complete it in full.

8 The respondents were asked to highlight aspects that were ambiguous or required
revision.

§ All comments, questions and suggestions made by the hospice caregivers were
recorded by the researcher and used to make alterations to the questionnaire.

§ Once the questionnaire had been completed, the caregivers were thanked and asked
to refrain from discussing the content of the questionnaire with any other caregivers.

8 The necessary changes were made to the questionnaire.
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3.6.3.4 Results of the pre-study

Several changes were made to the questionnaire based on the recommendations of the
pre-study respondents. The recommended changes are presented in Table 3.4.

Table 3.4  Results and recommendations of the pre-study for the questionnaire

Original question Recommendations made Revised question

Based on your experience, indicate which of the | The respondents recommended that | This question was removed from the
following cause dysphagia this question be removed as several | questionnaire.

Please use the code: of the disorders mentioned were rare
A = Always and they did not have experience with
F = Frequently them.

S = Seldom

V = Very rarely
D = Don't know

Factor
Huntington’s
disease
Motor neuron
disease
Mysanthia
gravis
Wilson's
disease
Guillain-Barré
syndrome
Bell's palsy
Pulmonary
hypertension
Parkinson’s
disease
Alzheimer’s
disease
Intractable
angina
Hepatorenal
syndrome
Postpolio
syndrome
Morphanis
syndrome

Please indicate the level of confidence that you | Respondents indicated that they | Please indicate the level of confidence
have in the management of dysphagia. would prefer to have a 5-point Likert | that you have in the management of
scale for this question. dysphagia.

Not confident
Moderately confident Not confident
Confident Slightly confident
Moderately confident
Confident

Very confident

60



Please indicate your position on each of the

following statements.
Please use the code:
SA = Strongly agree

A = Agree

D = Disagree

SD = Strongly disagree

Statement

A person’s inability to
feed him/herself is

never an excuse to let
the person go hungry.

In patients who are
incompetent, family
members should be
included in a decision
to provide tube
feeding.

Allowing the patient to
die of dehydration is a
painless death.

By tube feeding the
patient, it unnaturally
extends the dying
process.

Assisted nutrition and
hydration should not
be offered to patients
who are in the last
stages of dying.

Itis better to let the

patient fade away
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The respondents indicated that they
would like the opportunity to qualify
their positions on these statements.
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Please indicate your position on each of
the following statements and motivate your
response.

Please use the code:

SA = Strongly agree

A = Agree

D = Disagree

SD = Strongly disagree

Statement SA
A person’s
inability to
feed
him/herself is
never an
excuse to let
the person go
hungry.
Motivation:

In patients
who are
incompetent,
family
members
should be
included in a
decision to
provide tube
feeding.
Motivation:

Allowing the
patient to die
of
dehydration is
a painless
death.
Motivation:

By tube
feeding the
patient, it
unnaturally
extends the
dying
process.
Motivation:

Assisted
nutrition and
hydration
should not be
offered to
patients who
are in the last
stages of
dying.
Motivation:

Itis better to
let the patient
fade away.
Motivation:
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The respondents who participated in the pre-study were similar to those used in the actual
study and thus assisted the researcher in increasing the suitability of the questionnaire for
hospice caregivers. The questionnaire aimed to comprehensively determine hospice
caregivers’ perceptions and reported practices in the management of dysphagia in
individuals with neurodegenerative disorders. As a result, the questionnaire was lengthy.
However, from the pre-study, it was evident that, although the questionnaire was long, the
caregivers were able to complete the majority of the questionnaire with ease and the

content validity remained high (Cohen, Manion & Morrison, 2000).

Poorly worded questions may threaten the reliability and validity of a questionnaire.
Therefore, questions that the respondents were unable to answer were removed. In
addition, questions that were ambiguous were highlighted by the respondents and were
then modified. Questionnaires, which rely on closed questions alone, may reduce the
authenticity of the questionnaire. By providing the respondents with an opportunity to
qualify their positions, the validity of the questionnaire was improved. The pre-study
assisted in improving the structure and design of the questionnaire, thereby adding to the
validity and reliability of the questionnaire (Cohen et al., 2000).

3.7 RESEARCH PROCEDURE

The research was conducted in several steps. Initially, the purpose of the research was
determined and a literature review was completed. The meaning of the concepts and
variables included in the study were specified and the sample population was selected. A
guantitative research design that examined perceptions, attitudes and practices in a
particular group of health professionals was chosen and the questionnaire was developed
with the assistance of a pre-study (Babbie & Mouton, 2001).

The data was collected from the sample population and processed by a statistician to
allow the data to be analysed, with the research procedure culminating in an accurate
description of the results and a discussion of the conclusions and their implications. A
detailed account of the data collection and analysis procedures utilised in the research will

follow.
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3.7.1 Procedure for data collection

§ After obtaining permission from the University of Pretoria’s Faculty of
Humanities Research Proposal and Ethics Committee to proceed with the
study, consent to conduct the research was obtained from chairperson of the
HPCA Ethics Committee.

§ A pre-study of the questionnaire was also completed to determine whether the

guestionnaire was valid and reliable.

§8 A list of the member hospices was obtained from the HPCA and the hospice
managers were contacted telephonically to explain the nature and purpose of
the study. The hospice managers who agreed to participate in the research
were provided with copies of the HPCA's letter approving the study, letters
detailing respondents selection criteria (Appendix A) and copies of the
guestionnaire (Appendix E) to be utilised in the research. The hospice
managers were asked to provide an estimate of the number of caregivers

involved in the particular hospice clinic and their language of preference.

8 The introductory letters (Appendix B), questionnaires (Appendix E) and letters
of informed consent (Appendix D) were sent to the hospice manager who, in
turn, distributed them among the caregivers. Each questionnaire was placed in

an envelope to maintain confidentiality.
8 The respondents signed the letters of informed consent and then completed the
guestionnaire. The letters of informed consent were separated from the

guestionnaires placed in the envelope provided.

§ Follow-up contact was made with the hospice manager after two weeks in order
to improve the response rate.

8 The hospice manager was asked to collect the completed questionnaires and
return them in the addressed return envelope provided.
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3.7.2 Data analysis procedure

Data analysis is the interpretation of the data collected (Mouton, 2001). For the purpose of
this study, descriptive statistics were utilised during the analysis procedure. Descriptive
statistics are used in quantitative research to summarise and display the data collected.
The benefit of descriptive analysis is that it provides a description of single variables and
associations that connect one variable with another. This, in turn improves the
understanding of the situation being researched (Babbie & Mouton, 2001). This is

important as it addresses the aims of the current study.

In order to allow for the collected data to be descriptively analysed, the raw data collected
in the returned questionnaires was first coded. Answers obtained from the closed-ended
guestions were coded by converting responses into numerical data. Responses to partially
open-ended and open-ended questions were analysed and coded into categories. The raw
data was subsequently entered into the computer and the Statistical Analysis System
(SAS) program used to analyse the data into frequency tables. The frequency, percentage
and cumulative percentage were then calculated for each of the variables and these
results were presented in an electronic spreadsheet to identify recurring events, themes

and explanations (Wilkinson, 2000).

The variables were then combined and compared using SAS PROC FREQ in order to
identify the association between the variables. The numerous graphs and figures
presented in Chapter 4 of this study aim to display the frequency distribution and find

associations within the data (Martin & Pierce, 1994).
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3.8 RESEARCH RELIABILITY AND VALIDITY

3.8.1 Reliability

For a questionnaire to be characterised as a good measurement tool, it must be valid and
reliable (Cooper & Schindler, 2001). Reliability refers to the accuracy of the questionnaire
and the consistency of results obtained from the same measurement preformed on
different occasions (May, 2001). De Vos (1998) emphasises that the term reliability refers
to how well a subject is being measured rather than what is being measured. The following
guidelines were adhered to in order to ensure that the study is reproducible and

consistent.

§ The questions included in the questionnaire avoided the use of jargon, slang and
abbreviations. The language used was clear and unambiguous and emotional
language was avoided. Furthermore, questions were worded carefully to ensure that
they were not leading or biased (Neuman, 2005).

§ The questions were grouped according to topics to minimise confusion and assist
respondents in organising their thoughts (Neuman, 2005).

8 In order to improve the response rate and thus increase the reliability of the research,
certain measures were employed. These included providing respondents with
stamped, addressed return envelopes and making follow-up contact to request returns
(Bourque & Fielder, 2003).

§ A pre-study was completed with a similar but smaller sample to improve the contents,
wording and length of the questionnaire, thus increasing the reliability of the
guestionnaire.

8 The research procedure for data collection and data analysis were described in detail.

Reliability is an important contributor to validity and, therefore, a survey should aim to be
both reliable and valid (Cooper & Schindler, 2001).
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3.8.2 Validity

“The validity refers to the extent to which a questionnaire measures what the researcher
intends it to measure” (Cooper & Schindler, 2001:210). The benefit of utilising a mail-
distributed, self-administered questionnaire is that it allows the researcher to gather
information without influencing the responses of the participants (Cohen et al., 2000).

To further improve the validity of the research, an introductory letter was included that
provided the respondent with the assurance of anonymity. The assurance of anonymity
should improve the validity of the results as it encourages honesty and reduces the
possibility of response distortion due to socially desirable responding (Kimmel, 1998). The
two major forms of validity are external and internal validity. The internal validity is the
capacity for the questionnaire to determine what it is intended to determine (Cooper &
Schindler, 2001).

Content validity is a form of internal validity, which refers to the adequacy with which the
guestionnaire covers the topic being measured (Cohen et al., 2000; De Vos, 1998). In
order to ensure a high degree of content validity, the topic of the questionnaire was
defined and an in-depth literature study completed to ensure that the questions included in
the questionnaire provided adequate coverage of the topic concerned (Cooper &
Schindler, 2001).

The content validity of the questionnaire was determined in the pre-study. The
recommendations that were made assisted the researcher to improve the structure and
design of the questionnaire, thereby adding to the validity of the questionnaire (Cohen et
al., 2000).

The validity of the research was further improved by ensuring that the quantitative data
collected during the research was reviewed a number of times, thus avoiding inaccurate
reporting of the results. In addition, reference was made to the results of previous
gualitative and quantitative studies to demonstrate the appropriateness of the conclusions

presented.
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With regard to quantitative research, the emphasis is on achieving both validity and
reliability, as reliability is a prerequisite for achieving validity. Therefore, in order to
increase the credibility and trustworthiness of the study, issues related to validity and
reliability were treated with priority (Cormack, 2000).

3.9 SUMMARY

This chapter provided a detailed description of the research process that was followed in
this study. The main aim and sub-aims of the research were presented and a description
of the selection criteria, materials and apparatus used in the study and procedures
followed during data collection and data analysis was provided. In addition, issues

pertaining to ethics, as well as the validity and reliability of the research were discussed.
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CHAPTER 4

RESULTS AND DISCUSSION

Aim: The aim of this chapter is to present and discuss the results of the study,
which investigated hospice caregivers’ perceptions and practices in the
management of dysphagia in neurodegenerative disorders. Graphs and tables
are utilised in this chapter to display the results, which are then interpreted and
discussed.

4.1 INTRODUCTION

The research process is a cyclical process, which involves clearly defining the research
problem, developing an appropriate research design and collecting, analysing and
interpreting the data in an attempt to solve the research problem (Frazer & Lawley, 2000).
Since the main aim in the current study is to determine hospice caregivers’ perceptions
and reported practices in the management of dysphagia in individuals with
neurodegenerative disorders, the results described in this chapter are organised according
to the stated aims and sub-aims of the study. However, because not all the datasets were

complete the number of responses vary.

4.2 THE HOSPICE CAREGIVERS AWARENESS OF DYSPHAGIA
IN INDIVIDUALS WITH NEURODEGENERATIVE DISORDERS

Caregivers need to be aware of the signs of dysphagia so that they are able to identify
patients with possible dysphagia. Early identification of dysphagia and the initiation of
intervention can help sustain oral intake (O’Loughlin & Shanley, 1998). The questions
included in Section B of the questionnaire aimed to determine the hospice caregivers’
awareness of the signs and symptoms of dysphagia.
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In order to determine how frequently the hospice caregivers care for dysphagic patients
with neurodegenerative disorders, information was gathered regarding the number of
dysphagic patients that the respondents cared for each month. The results are displayed

in Figure 4.1 below.

B Frequently 40-50
patients per month

O Occassionally 10-40
patients per month

@ Rarely 0-10 patients per
month

Figure 4.1 Number of patients with dysphagia associated with neurodegenerative

disorders cared for by respondents within a month (N=63)

According to Figure 4.1, the majority (60%) of the respondents rarely cared for dysphagic
patients diagnosed with neurodegenerative disorders. Although from Figure 4.1 it is
apparent that patients with dysphagia formed part of the hospice caregivers’ caseload,
only 16% of the respondents reported frequently seeing patients with dysphagia, while a
further 24% of the respondents indicated that they occasionally see dysphagic patients.

Hospice care has expanded to provide care for all terminally ill patients, including those
who have been diagnosed with neurodegenerative disorders. However, cancer is still the
foremost cause of death in people under 65 and the second most common cause of death
in adults over 65. Therefore, cancer patients still account for a large percentage of hospice

admissions (Balducci, Lyman & Ershler, 2004).
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The prevalence of neurodegenerative disorders is, however, increasing.
Neurodegenerative disorders are projected to surpass cancer as the second most
common cause of death among the elderly (Ong, Woo, Seong Ng, Tan & Tang, 2004).
Thus, hospice admissions of patients affected by degenerative neurological disorders,
including HIV and AIDS, motor neuron disease, Parkinson’s disease and Alzheimer's
disease will continue to grow. It is clear from Figure 4.1 that patients with swallowing
difficulties are seen by hospice caregivers. Therefore, hospice caregivers need to be able

to assess and manage swallowing problems.

In order to determine the most suitable approach to the assessment and management of
dysphagia in patients with a neurodegenerative disorder, the patients’ diagnosis must be
identified and taken into consideration (Logemann, 1998). Therefore, the respondents
were asked to indicate whether they were aware of the patient’s diagnosis. All (n=64) of
the respondents indicated that they were aware of their patients’ diagnosis. As a
contingency question, respondents’ were then required to indicate, according to their
experience, which condition is most frequently associated with dysphagia. Figure 4.2
graphically displays the results obtained.
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0 T T T T
Cancer Motor HIV  Parkinsons CVA Multiple
Neuron Sclerosis
Disease
Conditions associated with dysphagia

Figure 4.2 Respondents’ perceptions of conditions most frequently associated with
dysphagia (n=62).
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According to Figure 4.2, a large percentage (43%) of the respondents indicated that,
based on their experience, HIV and AIDS were most frequently associated with dysphagia.
This finding corresponds with evidence in the literature that suggests that there is a high

rate of dysphagia present in patients affected by HIV and AIDS (Karus et al., 2005).

Swallowing difficulties in patients with HIV and AIDS have several aetiologies. Severe
infections of the mouth and oesophagus can lead to difficulty swallowing due to pain and
inflammation. HIV and AIDS dementia can cause motor impairments and negatively affect
swallowing. In addition, HIV- and AIDS-related complications include multiple neurological
impairments, which may result in weakness and coordination impairments that will, in turn,

negatively affect the individual’s ability to swallow (Phillips et al., 1998).

A considerable number (37%) of respondents indicated that, in their experience, motor
neuron disease was most frequently associated with dysphagia. This is consistent with
literature that indicates that up to 90% of patients with motor neuron disease develop

symptoms of dysphagia (Kirker & Oliver, 2003).

According to Figure 4.2, only a limited number (2%) of respondents indicated that
Parkinson’s disease and multiple sclerosis were frequently associated with dysphagia. A
possible explanation for this finding is that a large portion of the hospice population
constitutes patients with HIV and AIDS, and fewer patients with Parkinson’s disease or
multiple sclerosis (Hospice Palliative Care Association of South Africa, 2008). In addition,
although dysphagia is a common symptom of Parkinson’s disease, patients with
Parkinson’s disease seldom complain of swallowing problems and dysphagia in patients
with Parkinson’s disease may often go undetected as it can manifest as a silent
swallowing disorder (Volonté, Porta & Comi, 2002).

Dysphagia is a common symptom of multiple sclerosis (MS), and it is estimated that
between 33 to 43% of patients with MS develop swallowing problems. However,
compensatory strategies such as postural changes, modification of the amount and speed
of food presentation, and change in food consistency are highly effective. These strategies
are often sufficient to eliminate aspiration (Calcagno et al., 2002). Therefore, respondents
implementing these compensatory strategies with patients may have succeeded in
reducing swallowing disorders in patients with MS and are therefore unaware of the
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frequency of dysphagia in MS. It is also possible that the patients themselves might be
implementing compensatory strategies without realising that they are doing so.

Patients who have dysphagia may present with a number of signs and symptoms,
including coughing or choking before, after or during the swallow, difficulty initiating the
swallow, drooling, unexplained weight loss, recurrent pneumonia, the presence of a wet or
gurgly voice and nasal regurgitation (Palmer, Drennan & Baba, 2000). To determine the
hospice caregivers’ awareness of dysphagia in individuals with neurodegenerative
disorders, the respondents’ were asked to rate the possible symptoms of dysphagia. The
results are presented in Table 4.1.

Table 4.1 Respondents’ perceptions of the possible symptoms of dysphagia

Possible symptom of dysphagia Category % of
respondents

Patient vomits - Always
- Frequently
- Seldom
- Very rarely
- Don’t know
Patient complains of pain during swallowing - Always
- Frequently
- Seldom
- Very rarely
- Don’t know
Constipation - Always
- Frequently
- Seldom
- Very rarely
- Don’t know
Coughing before, during or after swallow - Always
- Frequently
- Seldom
- Very rarely
- Don’t know
Headaches - Always
- Frequently
- Seldom
- Very rarely
- Don’t know
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Category

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

% of
respondents

Changes in voice

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Dizzy spells

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Unable to recognise food

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Inability to move

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Malnutrition

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Reflux

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Diabetes

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Difficulty starting the swallow
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Possible symptom of dysphagia

Unable to control food in mouth
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Category

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

% of
respondents

Lengthened mealtime

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Breathing difficulty

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Food remaining in mouth after swallow

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Stomach cramps

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Temperature spiking

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Diarrhoea

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Patient refuses food

- Always
- Frequently
- Seldom
- Very rarely
- Don’t know

Weight loss
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Possible symptom of dysphagia Category % of
respondents

Vomiting blood - Always
- Frequently
- Seldom
- Very rarely
- Don’'t know

Drooling - Always
- Frequently
- Seldom
- Very rarely

- Don’t know

Patient complains of swallowing difficulties - Always
- Frequently
- Seldom
- Very rarely
- Don’'t know

Swallowing repeatedly - Always
- Frequently
- Seldom
- Very rarely
- Don’'t know

According to Table 4.1, the respondents’ awareness of the symptoms of dysphagia was
inconsistent. The majority of the respondents were aware of the more visible symptoms of
dysphagia such as difficulties starting the swallow, lengthened mealtime and weight loss. It
is, however, of concern that not all of the respondents’ were aware that symptoms such as
coughing before, after and during the swallow and the presence of pneumonia are
possible symptoms of dysphagia. Table 4.1 presented an overview of the respondents’
awareness of the symptoms of dysphagia. A detailed discussion of these results will

follow.

Common symptoms of dysphagia include swallowing repeatedly, malnutrition and patient’s
complaint of swallowing problems (Mari, Matei, Ceravolo, Pisani, Montesi & Provinciali,
1997). The majority of respondents were aware of these possible symptoms and Figure
4.3 presents the symptoms that the majority of respondents perceived to be frequently
associated with dysphagia.
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Symptoms of dysphagia

Figure 4.3 Symptoms which the majority of respondents perceived to be frequently
associated with dysphagia (N=64)

According to Figure 4.3, the majority of the respondents were aware of the visible
symptoms of dysphagia. These symptoms are, however, insufficient for the identification of
dysphagia and the more subtle symptoms of dysphagia, such as changes in voice, also
need to be taken into consideration (Mari et al., 1997). In addition, 76% of respondents
indicated that patients’ complaints of swallowing disorders are always a symptom of
dysphagia. However, as mentioned previously, patients with Parkinson’s disease seldom
complain of swallowing problems and, as a result, dysphagia in patients with Parkinson’s
disease may often go undetected.
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Furthermore, many patients with a neurological disorder are unaware of their swallowing
disorder and fail to cough when food enters the airway. These patients do not always
display the symptoms mentioned in Figure 4.3. When caring for a patient with a
neurodegenerative disorder, the caregiver must always be aware of the possibility that the
patient is aspirating silently (Logemann, 1998). Approximately 40% of patients with
dysphagia who aspirate on their food do so silently and neither cough during the swallow
nor complain of swallowing difficulties. The detection of silent aspiration relies on clinical
suspicions and the observation of subtle symptoms such as changes in voice quality and
breathing difficulties (Bakheit, 2001). A summary of the symptoms of dysphagia, which the
respondents were less aware of, is presented in Figure 4.4.

ADon't know OVeryrarely BSeldom BFrequently BAlways

100%

90%

80%
70%
60%

50%

Percentage of participants

40%
30%
20%
10%

0%

Racurrent Changes in Unable to Unable toconinl Breathing Temperature
[ ML TaniE ¥IzE rzragaise oo fondmn the il fuly spiking
mnouh

Symptoms of dysphagia

Figure 4.4 Symptoms which the majority of respondents perceived to be rarely
associated with dysphagia (N=64)
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Silent aspiration is particularly difficult to identify and the videoflouroscopic examination
has been documented as the gold standard in the identification of aspiration (Linden et al.,
1993). However, as mentioned previously, there is limited access to videofloroscopy in the
hospice setting. Therefore, caregivers need to rely on detecting clinical signs in order to
identify and predict the presence of aspiration. Signs that may indicate the presence of
dysphagia include changes in voice, difficulty controlling food in the mouth and history of
pneumonia (McCullough, Wertz & Rosenbek, 2001).

Neurodegenerative disorders not only affect the swallow reflex, but often have a profound
influence on other aspects necessary for a normal swallow to occur, such as the ability to
recognise food. This is especially evident in patients with dementia who frequently refuse
to either swallow or accept food as a result of their inability to recognise food (Thomas &
Bishop, 2007). From Figure 4.4, it is apparent that only a minority of the respondents were
aware that this may be a possible symptom of dysphagia in patients with

neurodegenerative disorders.

Another possible symptom of dysphagia, which the respondents were less aware of, is a
history of recurrent pneumonia. If a patient is unable to adequately protect his/her airway
during feeding, it may result in material entering the lungs that can, in turn, cause recurrent
pneumonia, temperature spiking and breathing difficulties. Aspiration pneumonia
frequently occurs in patients affected by amyotrophic lateral sclerosis and polymyositis. It
is important to identify patients who are aspirating, as they may become malnourished and
unable to maintain functioning (Leonard & Kendall, 2007).

According to Figure 4.4, the minority of respondents were, however, aware that the
presence of recurrent pneumonia, temperature spiking or breathing difficulties are
symptoms of dysphagia. These findings also reflect those of previous research (Pelletier,
2004), which indicated that certified nursing assistants were aware that the presence of
choking or coughing before, during or after the swallow may be a symptom of dysphagia,
but had limited perceptions of the subtle signs of dysphagia such as recurrent pneumonia.

To determine whether training affected the respondents’ awareness of the subtle
symptoms of dysphagia, the responses of those who had received dysphagia training
were compared to those who had not. These results are presented in Figure 4.5.
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Figure 4.5 Awareness of the subtle symptoms of dysphagia: A comparison between
respondents who had received training in dysphagia and those who had no training
(N=64)

Respondents in this study indicated that they had received different types of training in
dysphagia and that these had occurred at different periods. These variables may cause
considerable variation in the responses. From the graph, however, it is apparent that the
respondents who had received training in dysphagia were more aware that the presence
of recurrent pneumonia, changes in voice quality and breathing difficulties were possible
symptoms of dysphagia. This is in agreement with previous research that suggests that
training caregivers in dysphagia will improve their awareness of the symptoms of
dysphagia (Lin et al., 2001).
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Conversely, respondents who had not received training were less aware that the above
signs were possible symptoms of dysphagia and were more likely to indicate that they did
not know whether the symptoms listed were possible indications of dysphagia. It can,
therefore, be concluded that training is important and can facilitate the caregiver’s
awareness of possible symptoms of dysphagia.

Early identification of patients with dysphagia is essential to ensure that nutrition is
maintained and the airway is protected (Leonard & Kendall, 2007). In the hospice setting,
caregivers play a major role in identifying dysphagia. Therefore, the respondents’
awareness of the aspects that need to be considered when identifying dysphagia was
investigated. The results are displayed in Figure 4.6.

Bowel incontinence
Ability to cough

Head control
Hyperthermia

Lung capacity
Ability to control saliva
Medical history
Bladder control
Ability to talk

Attention

Aspects to consider when identifying dysphagia

Posture
Awareness of swallowing problems
Ability to follow directions

Cooperativeness

Alertness

\ \ \ \ \ \ \ \ \ \ \
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Percentage of respondents

Figure 4.6 Respondents’ perceptions of factors to consider when identifying
dysphagia (N=64)
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In the hospice setting, screening procedures and bedside examinations are predominantly
utilised to determine whether the patient is aspirating (Weindling, 2000). Aspects that need
to be taken into consideration when identifying dysphagia include the patients’ ability to

control saliva, their ability to cough, alertness and speech intelligibility (McCullough, 1999).

There is, however, inconsistency in the research regarding the clinical factors that best
predict a risk for aspiration. Abnormal phonation, abnormal laryngeal elevation, wet
spontaneous cough or weak voluntary cough and impaired swallowing of secretions have

all been suggested to predict laryngeal penetration (Linden et al., 1993).

According to research completed by Smithard et al (1998), the most important aspects to
consider when identifying dysphagia include a disturbance in conscious level and a weak
voluntary cough. When compared with videoflouroscopy, the presence of one or both of
these aspects were the best predictors of the occurrence of aspiration (Smithard et al.,
1998).

Further studies, however, identify patients’ inability to control saliva as one of the most
important aspects to consider when identifying dysphagia, as poor management of saliva
may be indicative of poor oral control (McCullough, 1999; Sitoh, Lee, Phau, Lieu & Chan,
2000). It is apparent from Figure 4.6 that the majority of respondents were able to indicate
the factors that need to be taken into consideration when identifying dysphagia. In
addition, respondents were able to identify the aspects that are not indicative of
dysphagia, such as the presence of bowel incontinence, hyperthermia and poor bladder

control.

The hospice caregivers complete all the direct patient care aspects and are often involved
in the feeding of patients. It is, therefore, important that they identify patients with possible
dysphagia. The respondents’ perceptions of the professional responsible for the
identification of dysphagia were therefore investigated. These results are presented in

Figure 4.7.
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Figure 4.7 Respondents’ perceptions of the person responsible for the identification
of dysphagia (N=64)

Figure 4.7 shows that the overwhelming majority (98%) of respondents indicated that, in
their experience, the hospice caregiver, community nurse and doctor were responsible for
the identification of dysphagia. However, 24% of the respondents indicated that the
speech-language therapist is not the person responsible for the identification of dysphagia.
This result may indicate that the respondents have limited interactions with speech-
language therapists and, as a result, are unaware of the role of the speech-language

therapist in the management of dysphagia.

Although hospice caregivers may be able to identify patients who are at risk for aspiration,
they have insufficient knowledge and skills to complete an in-depth assessment of
patients’ swallowing status and may need to refer the patient to a specialist (Pollens,
2004). Therefore, the respondents were asked to indicate to whom they refer individuals

with swallowing difficulties. The results are displayed in Figure 4.8.
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Figure 4.8 Professional to whom respondents refer individuals with swallowing
disorders (N=60)

The roles of health care professionals in the assessment and management of dysphagia
are not clearly defined and patients with dysphagia are seen by many different specialists,
including doctors, ear, nose and throat (ENT) specialists and speech-language therapists
(Ekberg, 2000). Upon review of the literature, it was clear that the background of various

authors influences whom they think should complete the assessment.

Articles written by speech-language pathologists suggest that they are the primary
providers of swallowing services due to their highly specialised knowledge base. On the
other hand, articles written by nurses suggest that they should be trained to manage
dysphagia (O’Loughlin & Shanley, 1998). Still further literature describes ENT surgeons as
the health care professional best suited for the assessment and care of dysphagic patients
as ENT surgeons have knowledge of the neurology of the oral cavity and have been
trained to use both indirect and direct endoscopy to evaluate the oral cavity (Ekberg,
2000).
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In the literature, however, the speech-language therapist is frequently described as the
primary professional in the assessment and management of individuals with swallowing
disorders because of their specialised knowledge of the anatomy and physiology of the
upper digestive tract for swallowing and speech and their extensive knowledge of
underlying medical and behavioural aetiologies of swallowing and feeding disorders
(ASHA, 2001; Logemann, 1998; Smithard et al., 1996).

It is of concern that the speech-language therapist is not more involved in the identification
of patients with dysphagia. According to Figure 4.8, fewer than 10% of the respondents
indicated that they referred individuals with swallowing disorders to speech-language
therapists. The lack of involvement of the speech-language therapist in the hospice setting
is also reflected in previous research (Oliver & Webb, 2000), which indicated that there
was a limited specialist involvement in hospices in the UK and Ireland. There appears to
be the same shortage of speech-language therapists involved in the hospice setting in
South Africa.

Figure 4.8 further shows that respondents seldom refer patients to ENT surgeons,
dieticians or neurologists. Instead a large number (58%) of respondents indicated that they
most frequently referred patients with swallowing disorders to doctors. These results
correlate well with the results presented in Figure 4.7, where the majority of respondents
indicated that, in their experience, doctors were responsible for the identification of
dysphagia. Doctors, however, do not usually evaluate or manage dysphagia and the
conventional diagnostic neurological examination completed by the doctor does not
include any formal assessment of the swallowing function, which may negatively affect the
early identification of dysphagia (Hind & Wiles, 1998).

The management and early identification of dysphagia is critical, as it can significantly
improve the patient's quality of life in individuals with degenerative disorders (Ekberg,
Hamdy, Woisard, Wuttge-Hanning & Ortega, 2000). The progression of swallowing
disorders in neurodegenerative disorders, however, varies considerably between patients.
The severity of the dysphagia can provide insight into the individual’s prognosis (Leonard
& Kendall, 2007). Figure 4.9 is a graphic presentation of the respondents perception of the

conditions associated with the most severe forms of dysphagia.
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Figure 4.9 Respondents’ perceptions of conditions associated with the most severe
swallowing disorders (N=60)

According to Figure 4.9, a large portion (36%) of respondents indicated that motor neuron
disease was associated with the most severe dysphagia. The respondents’ perception of
the severity of dysphagia in motor neuron disease is in agreement with literature findings,
which describe dysphagia as one of the most distressing symptoms of motor neuron
disease, which affects between 70% and 90% of these patients (Kirker & Oliver 2003;
Worwood & Leigh, 1998).

The severity of dysphagia in motor neuron disease causes significant distress to patients
and their families and has a profound effect on the individual’'s ability to maintain adequate
nutrition. Early identification and management of dysphagia in motor neuron disease is
imperative as it will allow the continuance of oral feeding for a longer period of time (Kirker
& Oliver, 2003).
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A surprisingly low percentage (2%) of respondents indicated that Parkinson’s disease was
associated with the most severe dysphagia. Individuals with Parkinson’s disease may
have a number of swallowing disorders that affect all three stages of the swallow. The
swallowing problems are further complicated by the frequent onset of dementia in the end
stages of Parkinson’s disease. There is, however, a large degree of variation in the
progression of the disease and some patients do not exhibit severe swallowing disorders,
even in the late stages of the disease (Logemann, 1998).

There are numerous conditions associated with HIV and AIDS that can result in
dysphagia. These include progressive multifocal leukoencephalopathy, toxoplasmosis,
cerebrovascular accidents, central nervous system lymphoma and encephalitis, all of
which can affect the patient’s cognition and result in decreased oral control or pharyngeal
impairments. These will, in turn, negatively affect the patient's ability to swallow and may
result in aspiration (Chan, llaria & Jacobs, 1996).

Dysphagia can be detrimental to patients affected by HIV and AIDS as the immunological
risk is then heightened because of the lack of adequate nutrition (Leonard & Kendall,
2007). Only 9% of respondents, however, indicated that HIV and AIDS were associated
with the most severe dysphagia. This result was unexpected, because in Figure 4.2 on
page 70, the majority of respondents indicated that HIV and AIDS are frequently
associated with dysphagia. Respondents may view dysphagia associated with HIV and
AIDS, although frequent, as less problematic than dysphagia associated with motor

neuron disease.

Hospice caregivers often provide care for patients with cancer and, as a result, some of
the respondents indicated that cancer of the throat, oesophageal abnormalities and throat
surgery were associated with the most severe dysphagia. Although dysphagia is
frequently associated with individuals affected by cancer (Marelli, 1999), the inclusion of
dysphagia as a consequence of cancer is beyond the scope of the current research as the
focus of this research is on dysphagia associated specifically with neurodegenerative
disorders.
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The first sub-aim was to determine the hospice caregivers’ awareness of the signs and
symptoms of dysphagia. The results obtained in this section indicate that the hospice
caregivers were involved in the management of patients with swallowing disorders and
were aware of the visible symptoms of dysphagia. The respondents’ awareness of the
more subtle symptoms of dysphagia, such as the presence of pneumonia and breathing
difficulties, was inconsistent. However, it was evident that training has a positive influence

on the hospice caregivers’ awareness of the symptoms associated with dysphagia.

Furthermore, the results of the current study suggest the involvement of speech-language
therapists and other professionals in the hospice setting was limited. Instead, it was the
perception of the respondents that the hospice caregiver, community nurse and doctor
were primarily responsible for the identification of dysphagia. Patients with swallowing
disorders were most frequently referred to a doctor for an assessment. It can, therefore,
be concluded that the identification and management of individuals with dysphagia, in the

hospice setting, is frequently performed by the hospice caregiver.

4.3 THE HOSPICE CAREGIVERS' REPORTED PRACTICES IN THE
MANAGEMENT OF DYSPHAGIA IN NEURODEGENERATIVE DISORDERS

Feeding an adult with a neurodegenerative disorder can be extremely demanding (West &
Redstone, 2004). In the hospice setting, access to a speech-language therapist is limited
due to financial constraints and geographical location and, as a result, caregivers
frequently manage dysphagic patients without specialised input (Kirker & Oliver, 2003).

In order to feed patients with a neurodegenerative disorder safely and with dignity,
caregivers need to be familiar with the appropriate practices in the management of
dysphagia (Chang & Lin, 2005). The second sub-aim of the current study, therefore, aimed
to determine the respondents’ current practices in the management of swallowing

disorders.

It is important that the hospice caregiver take certain aspects, such as the patients’
diagnosis, their alertness and ability to cooperate and follow instructions, their respiratory
function and their age, into consideration when feeding a person with dysphagia
(Logemann, 1998). Therefore, information was gathered regarding the caregivers’
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perceptions of aspects that must be taken into consideration when feeding a person with
dysphagia. The results are displayed in Figure 4.10
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Food consistency
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Rate of feeding
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Body position
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Figure 4.10 Respondents’ perceptions of aspects to be taken into consideration
when feeding a person with dysphagia (N=64).

It is important for the caregiver first of all to consider the patient’s diagnosis, as this will
determine the most suitable approach to the management of the dysphagia. Individuals
with dementia, for example, will experience difficulties in following directions. A
management strategy that contains short, simple instructions and a visual demonstration
will then be inappropriate. The management of patients who are unable to follow
instructions will predominately rely on compensatory strategies that can be managed by
the caregiver (Logemann, 1998).
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Another aspect that needs to be taken into consideration when feeding is the patient’s
head and body position. The correct positioning of the head and body during feeding is
imperative as this can help protect the airway and improve the stability of the head and
oral structures. Stability will, in turn, improve the independent movements of the oral

structures and help reduce the risk for aspiration (West & Redstone, 2004).

The temperature, size and texture of the food also need to be taken into consideration, as
individuals with neurodegenerative disorders often have oral sensory impairments.
Reduced oral sensation can result in parts of the bolus entering the airway before the
swallow has been initiated. Manipulating the amount of food offered per spoon and the
taste of the bolus can help provide sensory stimulation and, in turn, improve the swallow

and reduce the risk of aspiration (West, 2004).

According to Figure 4.10, the majority of respondents were able to accurately identify the
factors that need to be taken into consideration when feeding an individual with a
neurodegenerative disorder. This is positive, as taking the abovementioned factors into

consideration can help maintain oral feeding.

As stated, modified food consistencies are often recommended to improve feeding in
individuals with dysphagia. To determine the hospice caregivers’ reported practices in the
management of dysphagia in neurodegenerative disorders, the respondents were asked to
indicate, based on their experience, whether different food consistencies affected the ease
of swallowing, and which consistencies they considered to be the easiest to swallow for a

patient with dysphagia.

The majority (89%) of respondents indicated that different consistencies affected the ease
of swallow. However, the respondents were not always familiar with the type of
consistencies that would be easier for a patient with neurogenic dysphagia to swallow.
Figure 4.11 displays the respondents’ perceptions of the ease with which people with
dysphagia could swallow certain consistencies.
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Figure 4.11 Respondents’ perceptions of the degree of difficulty with which people
with dysphagia swallow various food consistencies (N=64)

Drinking and eating forms an important part of social interactions and is considered to be a
pleasurable experience. Thus, it is important to maintain oral feeding for as long as
possible (Mertz, 2005). Individuals affected by neurodegenerative disorders may be able
to maintain hydration and nutrition with the modification of food consistencies (Bakheit,
2001).

Dysphagia diets are highly individualised and recommendations regarding the most
appropriate food consistencies are usually made by a speech-language therapist after
conducting a swallowing assessment (Penman & Thomson, 1998). When feeding an
individual with neurogenic dysphagia, however, there are some simple yet effective
changes that can be made to the diet to improve a patient’s ability to swallow (Bakheit,
2001). The hospice caregivers, therefore, need to be aware of the changes they can make

to food consistencies in order to promote safe feeding.
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Individuals affected by neurodegenerative disorders aspirate more frequently on thin
liquids, compared to thick liquids, as they have difficulty maintaining oral control while
swallowing thin liquids. There is extensive literature reporting on the difficulty individuals
with neurogenic dysphagia have in swallowing thin liquids (Glassburn & Deem, 1998;
Martin, 1991; Penman & Thomson, 1998).

Thin liquids are often the most difficult to swallow. Water, for example, has very little taste
and texture and does not simulate the swallow reflex adequately in individuals with
neurogenic dysphagia (Martin, 1991). Hospice caregivers, however, appear to be
unaware of this difficulty and, according to Figure 4.11, the majority of respondents (41%
easy to swallow plus 28% fairly easy to swallow) indicated that, in their experience,
dysphagic patients were able to swallow thin liquids easily. These results indicate that the
respondents may be giving patients with neurodegenerative disorders thin liquids, which
places them at risk for aspiration.

Altering the consistency of food can change the rate at which the food passes through the
pharynx. This can, in turn, assist the patient in controlling the liquid and reduce the risk of
aspiration (Mertz, 2005). According to Figure 4.11, 34% of the respondents indicated that

thick liquid was easy to swallow and 44% indicated that it was fairly easy to swallow.

Liquids given to patients with neurogenic dysphagia should be thickened as this allows for
a bolus to form in the mouth, which is easier to swallow (Martin, 1991). Unfortunately,
when the liquid is thickened, both the taste and texture are affected and patients do not
enjoy drinking it. This may be problematic, as patients who are not compliant may drink
less and subsequently dehydrate. It is, therefore, recommended that the modification of
food consistencies be considered as a last resource once other compensatory techniques,

such as changes in body posture, have been attempted (Mertz, 2005).

Pureed food is usually easier for a patient with neurogenic dysphagia to swallow than
liquid because it can maintain its shape in the mouth and stimulate the swallow. As seen in
Figure 4.11, the majority (19% easy to swallow plus 48% fairly easy to swallow) of the
respondents found that, in their experience, individuals with dysphagia were able to

swallow pureed food easily.
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Patients with neurogenic disorders present with unique dysphagic characteristics. Soft
solid food is, however, usually easier to swallow than thin fluids or tough solids as they
maintain their shape in the mouth and stimulate the swallow (Martin, 1991). From Figure
4.11, it is apparent that the respondents were unsure which consistencies are overall the
easiest consistencies for patients with dysphagia to swallow, as only 14% of the
respondents indicated that soft food was easy to swallow. These results are in agreement
with previous research, which has found that nurses and caregivers have insufficient
knowledge about the appropriate food and liquid consistencies that promote safe
swallowing in individuals with dysphagia (Kayser-Jones & Pengilly, 1999).

It is recommended that patients with degenerative neurological disorders avoid foods that
are crumbly or fall apart (Martin, 1991). Dysphagia as a result of neural dysfunction can
affect the oral phase of the swallow, making the manipulation of food inside the mouth
difficult. Crumbly foods are difficult to swallow as a patient who has weak uncoordinated
movements will be unable to form a bolus and the food may become trapped between the
gum and the cheek (Mitsumoto & Munsat, 2001).

The respondents varied in their responses regarding the ease with which dysphagic
patients swallow food of a crumbly texture and, according to Figure 4.11, the responses
were evenly distributed across the Likert scale. A similar result was found regarding the
respondents’ percepetions of the ease with which patients with dysphagia swallowed food
of a mixed consistency. According to Fitzgibbons, (2001), mixed consistencies such as
chunky soups or dry cereal with milk are one of the most difficult consistencies to swallow
safely. It is recommended that solids and liquids should be presented separately.
However, from Figure 4.11, it is apparent that 40% (10% easy to swallow plus 30% fairly
easy to swallow) of the respondents found that food with a mixed consistency is easy for a
patient with dysphagia to swallow. These results indicate that the respondents may be
feeding patients with neurogenic disorders food of mixed consistencies, which places them

at risk for aspiration and other dysphagia-related complications.

Although, diet modifications should only be considered as a last resort after other
interventions have been unsuccessful, they are being implemented more and more
frequently. In resource-poor contexts, diet modification is easier to implement with patients

in long-term care than other compensatory interventions, such as postural techniques,
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because there is limited staff to monitor the implementation of these interventions. As a

result, diet modification is currently one of the most regularly used compensatory

interventions (Mertz, 2005).

The results presented in Figure 4.11 imply that the respondents are aware that

modification of food consistencies can have an effect on a patient’s ability to swallow. The

respondents’ awareness of the consistencies that may be easier for a patient with

dysphagia to swallow is, however, largely inadequate. This lack of awareness was further

investigated and the responses obtained from respondents who had received training in

dysphagia were compared to those who had not. This comparison is presented graphically

in Figure 4.12.
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Figure 4.12 Respondents’ perceptions of the degree of difficulty with which people with

dysphagia swallow various food consistencies: A comparison between respondents who

had received training in dysphagia and those who had not (N=64)
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It is evident from Figure 4.12 that the discrepancy between the responses of respondents
who had received training in dysphagia and those who had not, regarding the ease with
which certain textures are swallowed, was minimal. In some instances the trained
caregivers were, in fact, less aware of the consistencies that were easy to swallow. Forty-
two percent of the trained caregivers indicated that thin liquids were easy to swallow. This
data suggests that hospice caregivers have gaps in their awareness of the food

consistencies.

The aim of dysphagia management in individuals with degenerative disorders is to
maximise current functioning and compensate for irreversible loss of function (ASHA,
2002). Altering food consistencies may be difficult for the patient and may result in a
reduced quality of life. As such, other compensatory strategies should first be examined
(Logemann, 1998).

Changing the patient’'s posture is an appropriate management strategy for patients with
neurodegenerative disorders as a change in the patient’s cognitive functioning may affect
his/her comprehension and compliance and exclude the use of direct swallowing
therapies. Postural modification can be consistently applied as it is the caregiver's
responsibility and does not require the patient to exert effort or follow directions
(Chadwick, Joliffe & Goldbart, 2002; Rosenvinge & Starke, 2005).

In the current study, the majority of respondents were aware of the importance of patients’
posture during feeding, and 87.10% of respondents indicated that changing the position of
a dysphagic patient can improve the patient’s ability to swallow. In order to describe the
hospice caregivers’ practices in the management of dysphagia in neurodegenerative
disorders, the respondents’ perceptions of the optimal positioning for dysphagic patients

during feeding were investigated. These results are displayed in Figure 4.13.
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Figure 4.13 Respondents’ awareness of the positions which are safe for feeding a

dysphagic patient (N=64)

Changing the patient’s posture is a compensatory strategy that will assist the individual to
swallow safely, but will not change the physiology of the swallow. Optimal positioning of a
dysphagic patient affects the direction and flow of liquids that can, in turn, improve the
safety of the swallow and sometimes even eliminate aspiration of liquids and other foods
(Logemann, 1998).

There are a variety of postural changes that may improve swallowing in specific patients.
These include chin-tuck posture, head back, side-lying and head tilt (ASHA, 2002). When
feeding a person with neurogenic dysphagia, however, the upright position with the
person’s head in the midline and tilted forward should result in an improvement in the

patient’s ability to swallow safely (O’Loughlin & Shanley, 1998; West & Redstone, 2004).
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Figure 4.13 shows that the majority (90%) of the respondents indicated that placing a
patient in the upright position was a safe position for feeding. These results are consistent
with other studies that showed that caregivers were generally aware that positioning a
patient in an upright position was important for improving the patient’s ability to swallow
safely (Pelletier, 2004).

According to West and Redstone (2004), by placing the patient in an upright position with
the head and body aligned, the patient's ability to feed him/herself will improve. Self-
feeding not only improves the safety of the swallow, but enhances the pleasure of eating
for a patient. This is essential, as feeding is socially and psychologically significant to both
the patients and their families and should be continued for as long as possible (Bakheit,
2001).

Placing the patient in an upright position improves head stability, which, in turn, allows the
oral structures involved in the swallow to function independently and improve the safety of
the swallow (West & Redstone, 2004). In addition, by tilting the head forward, the
vallecular spaces are widened and food is diverted away from the airway, reducing the risk
of aspiration (Squires, 2006).

Although tilting the head forward has been found to be effective in the prevention of
aspiration during swallowing (Daniels, 2000), only 30% of the respondents were aware of
the safety of this position. According to Figure 4.13, the majority (70%) of respondents
indicated that, in their experience, tilting the head forward was not safe for a patient. This
is contradictory to literature findings, which show that tilting the head forward allows the
epiglottis to form a protective shelf over the vocal folds, which provides protection for the
airway (West & Redstone, 2004). Caregivers may experience the head forward position to
be unsafe because individuals with neurogenic dysphagia may have weak oral
movements, which can result in spillage of food from the mouth and make swallowing with
the head forward difficult (Squires, 2006). It can, therefore, be concluded that this position

is seldom applied by hospice caregivers when feeding their patients.

Figure 4.13 shows that the respondents are aware that lying down is potentially an unsafe
position in which to feed dysphagic patients, as 95% of the respondents indicated that
placing a patient in a lying down position on either his/her back or stomach is unsafe.
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Although lying down is a position recommended for patients with reduced laryngeal
elevation, an in-depth radiographic study of the patients’ swallow is required before
making this recommendation (Logemann, 1998). It can, therefore, be assumed that the
majority of hospice caregivers who participated in the study do not position their patients
lying down when feeding them.

Lying down with the head extended is an unsafe position in which to feed many dysphagic
patients because, in this position, the vocal folds cannot protect the airway efficiently
(West & Redstone, 2004). Similarly, tilting the head back results in a reduction in airway
protection. The head back posture is helpful in moving food through the oral cavity by
relying on gravity and is, therefore, recommended in certain cases. However, this position
should not be used if there is a possibility of aspiration (Logemann, 1998). Figure 4.13
shows that 48% of the respondents indicated that feeding a patient with his/her head back
is a safe position. This is of concern as it implies that a large percentage of the hospice
caregivers who participated in this study position their patients with their head back for
feeding, which may increase the patient’s risk for aspiration.

Tilting the head back should not be used as a feeding position prior to an in-depth
radiographic assessment (Logemann, 1998). Due to the Ilimited access to
videoflouroscopy in the hospice setting, application of the head-back posture during
feeding should rarely be utilised. Many patients with neurogenic dysphagia do not cough
when aspiration occurs and lifting the chin up during the swallow may further exacerbate

the swallowing difficulty (Rasley et al., 1993).

Postural modifications are frequently suggested as a strategy to compensate for
dysphagia and reduce the risk of aspiration. Research into the application of postural
changes for the feeding of a patient with dysphagia indicates that the majority of patients
may benefit from changes in posture (Bakheit, 2001). From the results, it is apparent that,
although the caregivers are aware that changing a patient’'s position could improve the
swallow, they are unaware of which positions are safe for the dysphagic patient during

swallowing. Further training is required on the optimal position during feeding.
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Hospice care is unique in that it views both the patient and the family as the units of care
and the provision of family support is a crucial part of palliative care (Meghani, 2004). The
respondents were, therefore, asked to list the guidelines they present to the family

members. These responses are presented in Table 4.2.

Table 4.2 A summary of the guidelines for feeding a patient with dysphagia, which

the respondents present to the family members (N=63)

Guidelines given to family members for feeding a No. of
patient with dysphagia respondents

Position the patient correctly.

Give small amounts of food.

Feed a pudding consistency.

Feed slowly.

Be patient while feeding.

Provide information about how to feed.

Make allowance for food preferences.

Try different types of food to see which is easier

to swallow.

9. Give a liquid diet.

10.Food must not be dry.

11.Educate about tube feeding.

12.Feed at smaller intervals.

13. Accept and support the patient.

14.0bserve alertness of patient.

15.Use a syringe to feed.

16.Teach how to prepare the food.

17.Do not give spicy food.

18.Food must look good and taste as good as
possible.

19.Observe the patient’s ability to follow instructions.

20.Encourage the patient to drink water.

21.No distractions when eating.

22.Allow the patient to assume normal eating
pattern.

23.Give cold food rather than hot food.

24.Demonstrate how to clean the oesophageal tube.

25.Demonstrate how to treat oral thrush.

26.0Observe the patient’s cooperation.

27.Do not force feed.

28.Encourage the patient to swallow.

29.Provide information on the best nutrition.

30.Refer to a dietician.

31.Food must not be too hot or too cold.
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Professional support and advice should be given to families to assist them cope with the
anxiety of caring for a person with a progressive iliness. As such, there should be clear
communication between hospice caregivers and family members (Meghani, 2004).
Guidelines for feeding a patient with dysphagia should be given to the family members.
This is an essential component of the hospice caregivers’ practices in the management of

dysphagia in neurodegenerative disorders.

According to Table 4.2, the most commonly reported feeding guidelines given to family
members were showing the family members the correct positioning of the patient, feeding
dysphagic patients small amounts of food, feeding the patient food that is of a pudding
consistency, feeding them slowly, and being patient while feeding. It is, however, apparent
that there is a wide selection of guidelines provided to family members. This is of concern
as it implies there is no consistency in the guidelines provided to families and certain
guidelines may not always improve the patient’s swallow. For example, 5% of respondents
encouraged family members to use a syringe to feed, which is contradictory to the
literature, which recommends that, where possible, family members should be encouraged
to use a spoon rather than a syringe as the application of downward pressure on the
tongue with the spoon heightens awareness and facilitates swallowing (Stipinovich, 2006).

In addition, only a limited number of respondents included the removal of distractions
during mealtimes, the observation of the patient’s level of alertness and cooperation, and
the use of smaller feeding intervals in the guidelines they provided to the family. These are
general suggestions that could improve the safety and efficiency of the swallow and
should be communicated to the family members more frequently (Ferrell & Coyle, 2005).
To the author’s knowledge, there is no research available regarding the guidelines that are
provided to family members by hospice caregivers about feeding a patient with dysphagia.
This is an area that requires further research.

The second sub-aim of this study was to describe the respondents’ practices in the

management of dysphagia and thus the respondents’ level of confidence in the
management of dysphagia was investigated. These results are displayed in Figure 4.14.
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Figure 4.14 Respondents' level of confidence in the management of dysphagia
(N=60).

According to Figure 4.14, the majority (47% very confident plus 35% moderately confident)
of the respondents were confident in their ability to manage dysphagia. This is a surprising
result as it is contradictory to previous research conducted, which found that caregivers
involved in the care of dementia patients had difficulty feeding and lacked both the

knowledge and confidence to manage dysphagia appropriately (Chang & Lin, 2005).

It has been proposed that work experience can facilitate the development of an individual’s
vocational knowledge and confidence (Billet, 2000). It was, therefore, decided to compare
the respondents’ professional work experience to their levels of confidence in the

management of dysphagia. These results are presented in Figure 4.15
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Figure 4.15 A comparison between respondents’ levels of confidence in the
management of dysphagia and their work experience (N=60).

From Figure 4.15, it is apparent that there was no direct relationship between the number
of years’ experience that the caregivers had and their level of confidence in the
management of dysphagia. The majority (55%) of respondents with less than two years’
experience indicated they were very confident in their ability to manage dysphagic
patients. However, the largest (35%) percentage of the respondents who were not
confident in their management of dysphagia included those who had between two and six
years’ working experience. This is contradictory to literature reports that indicate that
nurses entering the hospice setting experienced feelings of inadequacy and initially lacked
confidence in their ability to manage dying patients (Rosser & King, 2003).

Research has found that the training of caregivers in the area of dysphagia can have a
positive effect on the caregivers’ confidence in the management of patients with
swallowing disorders (Lin et al., 2001). A comparison between the respondents’ level of
confidence and the type of dysphagia training they received was therefore made. These
results are presented in Figure 4.16.
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Figure 4.16 A comparison between respondents’ level of confidence and the type of
dysphagia training they received (N=60).

From Figure 4.16, it is apparent that the provision of training can have a significant effect
on the caregivers’ level of confidence in their ability to manage dysphagic patients. All of
the respondents who had attended palliative care training seminars regarding dysphagia
indicated that they were very confident in dealing with swallowing disorders. In addition,
none of the respondents who had received in-service training indicated that they were not
confident in the management of dysphagia. This is in agreement with research completed
in the hospice setting in the United Kingdom, which found that the implementation of a
dysphagia training programme in the palliative care setting can significantly improve
caregivers’ confidence in managing swallowing disorders (Kirker & Oliver, 2003).

The respondents were subsequently required to indicate the disorders they felt less
confident managing the associated dysphagia and their reasons for this feeling. Only 47
respondents completed this question and a summary of their responses is presented in
Table 4.3.
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Table 4.3 Disorders associated with dysphagia respondents felt less confident
managing and their reasons for this feeling (N=47)

No. of Reason for feeling less
respondents | confident

Poor prognosis

Limited experience

Prone to choking

Difficult to handle

Motor neuron disease Emotional lability

Patient has limited control
May have to provide gastric
feed

Severity of the diagnosis

Disorders associated with dysphagia

Advanced cancer of the throat and mouth Prone to choking

HIV and AIDS Severity of the diagnosis

Patient in severe pain
Anxiety attacks

Food comes out through
Other disorders nose

Difficult to handle
Limited experience
Insufficient training

According to Table 4.3, a large (34%) percentage of respondents indicated that they felt
less confident in managing dysphagia in patients with motor neuron disease than other
diseases. The respondents’ reasons for feeling less confident included these patients’
poor prognosis, limited control and the possibility of supported nutrition. Dysphagia occurs
in about 70% of patients with motor neuron disease and it has been described as one of
the most distressing symptoms of the disorder. Patients lose the ability to care for
themselves and may not be able to maintain adequate nutrition (Worwood & Leigh, 1998).
These characteristics are reflected in the respondents’ reasons for feeling less confident.

Hospice caregivers often provide care for patients with cancer and, as a result, 26% of the
respondents indicated that they felt less confident managing the dysphagia associated
with advanced cancer of the throat and mouth. The inclusion of dysphagia as a
consequence of cancer is, however, beyond the scope of the current research as the
focus of this research is on dysphagia associated specifically with neurodegenerative

disorders.
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A large portion (20%) of the respondents specified HIV and AIDS as the disorder
associated with dysphagia they felt less confident managing. The reason provided by
respondents for this feeling was because of the severity of the diagnosis. The significant
effect dysphagia has on the progression of HIV and AIDS is acknowledged in the
literature. Dysphagia results in poor nourishment, which further reduces the patient’s
immunity, thereby increasing his/her susceptibility to infection (Dworzanowski, 2002;
Stipinovich, 2006).

Other disorders included by the respondents were Parkinson’'s disease and all
neurodegenerative disorders. Although the effect training has on the caregivers’ level of
confidence in their ability to manage dysphagic patients has been established in Figure
4.16 on page 102, according to Table 4.3, reduced confidence in managing the associated
dysphagia due to insufficient training was only mentioned once. Instead, the reasons most
commonly given for the lowered confidence level included the severe pain experienced by
patients, the difficulty caregivers experienced in handling patients with these disorders and

limited experience.

The second sub-aim was to describe the hospice caregivers’ reported practices in the
management of dysphagia in neurodegenerative disorders. The results obtained in this
section indicate that although the respondents are aware that making postural changes
and changing the food consistency can improve the patient's swallow, they are uncertain
as to which strategies to utilise to improve the patient's swallow. In addition, there is
inconsistency in the guidelines that hospice caregivers’ give to family members for the
feeding of a patient with dysphagia. It can, therefore, be concluded that hospice caregivers

require further training in the management of dysphagia in neurodegenerative disorders.
Patients with neurodegenerative disorders have a poor prognosis and tube feeding may

need to be considered. The provision of artificial hydration and nutrition to individuals with

a degenerative disorder will, therefore, be discussed in the following section.
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4.4 THE HOSPICE CAREGIVERS' ATTITUDES WITH REGARD TO
THE PROVISION OF ARTIFICIAL NUTRITION AND HYDRATION
TO INDIVIDUALS WITH NEURODEGENERATIVE DISORDERS

>

In the past, hospices were hesitant to provide tube feeding to any patients in their care
since artificial nutrition may reduce the patient’s level of comfort and artificially prolong life.
However, because of the increase in the range of terminal diseases cared for by hospices,
they have been forced to reconsider their position on tube feeding (Wagner, Ersek &
Riddell, 2003).

In Question 25 of Section C, the respondents were asked to indicate their feelings
regarding the provision of artificial nutrition and hydration to patients with a
neurodegenerative disorder. This was an open-ended question and the respondents’
answers were analysed and placed into four categories: against tube feeding; it depends
on the patient’'s prognosis; it is the patient and family’s decision; and when used

appropriately, tube feeding can be beneficial. These results are presented in Figure 4.17.

@t depends an patisnt's
prognosis

37% 6% B Againsttube feeding

Btis the patient and
their family's decision

19%

BWhen used
appropriately tube
feading zan be
benefizial

Figure 4.17 Respondents’ feelings regarding patients with neurodegenerative

disorders receiving tube feeding (N=60)
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According to Figure 4.17, a large (36%) portion of the respondents indicated that the
provision of tube feeding depends on the patient’'s prognosis. Many professionals are
uncertain about the provision of artificial hydration and nutrition to patients with
progressive neurological conditions. Numerous studies regarding the provision of artificial
hydration and nutrition to patients with dementia have been performed, the results of
which indicate a general inadequacy in the provision of tube feeding in the later stages of
dementia (Hoefler, 2000; Post, 2001; Zerwekh, 2003).

Tube feeding in the later stages of a degenerative disorder may be a burden rather than a
benefit as it can, in fact, be harmful to the patient. Tube feeding can result in local wound
infections and haemorrhaging at the site of insertion, and may increase the risk of patients
developing aspiration pneumonia rather than decreasing it. In addition, the patient’s quality
of life may be diminished as feeding tubes can form a barrier between the patient and
his/her family and many patients need to be restrained to prevent them from dislodging
their tubes (Hoefler, 2000).

Eating and drinking is an important part of our culture, as it can express both care and
compassion. Subsequently, the withdrawal of food can cause family members to become
anxious and express concern about patients starving to death. The provision of artificial
hydration can often ease this anxiety (Hoefler, 2000). Tube feeding should, therefore, not
be automatically withheld from all patients with a degenerative neurological disorder and
the decision to initiate tube feeding should be made by the patient and his/her family
(Squires, 2006).

According to the Hospice and Palliative Nurses Association, “a decision to initiate, withhold
or withdraw tube feeding should be made by the patient and the family with accurate non-
judgmental input from the hospice team” (Wagner et al., 2003). The provision of artificial
hydration and nutrition needs to take the patient’s faith into consideration. Some family
members may feel that it is better not to provide tube feeding and that the patient should
be allowed to die in peace. Conversely, according to Jewish faith, the utmost care should
be taken to ensure that a patient’s life is prolonged and a refusal to initiate tube feeding

may be considered immoral (Squires, 2006).
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The results presented in Figure 4.17, however, indicate that only 19% of the respondents
felt that the provision of tube feeding was the patient’s and his/her family’s decision. This
may be as a result of limited access to services and poor involvement of family members.
In the rural areas of South Africa there is often more than one family member who is
affected by HIV and AIDS and, as such they may be unable to assist with the decision
making (Uys, 2001). In addition the availability of physicians, trained nursing staff and
feeding tubes may determine whether or not tube feeding is initiated (Gessert & Calkins,
2001).

A significant (37%) percentage of the respondents indicated that, when used
appropriately, the provision of tube feeding can be beneficial. This is in accordance with
the position statement of the Hospice and Palliative Nurses Association, which indicates
that tube feeding is suitable for patients if it can prolong the patient's life, prevent
aspiration pneumonia, help maintain the patient’s independence or decrease the patient’s
suffering (Wagner et al., 2003). It is, therefore, recommended that where tube feeding can
assist patients, a trial should be done with the feeding tube inserted. Families need to be
given sufficient information as tube feeding can sometimes give families a sense of false

hope that a terminally ill patient may recover (Wagner et al., 2003).

Only 8% of the respondents indicated that they were against the provision of tube feeding
in patients with a degenerative disorder. According to the literature, most dying patients do
not experience hunger and death results from dehydration, which is reportedly not painful
(Hoefler, 2000). It is, therefore, ethically acceptable and, as seen from the previous
discussion, sometimes beneficial to decide not to tube feed patients who are in the last
stages of life (Post, 2001; Squires, 2006).

Hospice care aims to minimise the suffering and discomfort of patients with degenerative
disorders. There is little evidence to show that the provision of a feeding tube will assist in
accomplishing these goals. Research has found the opposite to be true. The provision of
tube feeding may not prolong life or increase the patient’s strength. Instead, it can result in
further complications. The insertion of the tube can be dangerous for a frail patient and it
can increase the degree to which a patient aspirates on oral, pharyngeal and nasal
secretions. As a result of these findings, tube feeding is discouraged in most degenerative
patients (Wagner et al., 2003).
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The risks and benefits involved in providing tube feeding to patients with a degenerative
disorder are complex and the decision needs to consider more than just the nutritional
status of the patient (Squires, 2006). The respondents’ type of training or place of
residence may affect their feelings about tube feeding patients with a neurodegenerative
disorder. The responses presented in Figure 4.17 on page 105 were compared with the
respondents’ place of residence. The results are displayed in Figure 4.18
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Figure 4.18 Influence of provincial distributions on respondents’ feelings regarding
patients with neurodegenerative disorders receiving tube feeding (N=60)

From Figure 4.18, it is clear that the respondents’ place of residence has a significant
impact on the respondents’ feelings regarding the provision of tube feeding to patients with
a neurodegenerative disorder. The majority of the respondents from the Northern Cape
indicated that, when used appropriately, tube feeding can be beneficial. In contrast, 56%
of the respondents from the Free State and Mpumalanga and 55% of the respondents

from Gauteng indicated that they were against the provision of tube feeding.
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The respondents’ feelings about the provision of artificial nutrition to patients with a
neurodegenerative disorder were further investigated. The responses presented in Figure
4.17 on page 105 were compared with the respondents’ qualification. This comparison is

presented graphically in Figure 4.19.
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Figure 4.19 Influence of type of training on respondents’ feelings regarding patients

with neurodegenerative disorders receiving tube feeding (N=60)

From Figure 4.19, it is clear that the type of training has a significant impact on the
respondents’ feelings about the provision of tube feeding to patients with a
neurodegenerative disorder. All of the respondents who had been trained as an HPCA
caregiver indicated that, when used appropriately, tube feeding can be beneficial. In
addition, only the respondents who had a diploma in nursing felt that the provision of tube

feeding should be the decision of the patient and his/her family.
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The feelings regarding the provision of tube feeding will have a significant impact on the
caregivers of patients with neurodegenerative disorders. As such, the respondents were
asked to indicate their position on the following statements:

A person’s inability to feed him/herself is never an excuse to let the person go hungry.
In patients who are incompetent, family members should be included in a decision to
provide tube feeding.

Allowing the patient to die of dehydration is a painless death.

Tube feeding the patient unnaturally extends the dying process.

Assisted nutrition and hydration should not be offered to patients who are in the last
stages of dying.

It is better to let the patient fade away.

These results are presented in Figure 4.20.
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Position statements

A person's inability to feed him/herself is never an excuse to let the person go hungry.
In patients who are incompetent, the family members should be included in a decision
to provide tube feeding.

Allowing the patient to die of dehydration is a painless death.

Tube feeding the patient unnaturally extends the dying process.

Assisted nutrition and hydration should not be offered to patients who are in the last
stages of dying.

It is better to let the patient fade away.

Figure 4.20 Respondents’ position on statements regarding the provision of tube
feeding to patients with neurodegenerative disorders (N=64).
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Figure 4.20 reveals that the majority of respondents (97%) indicated that patients who are
unable to feed themselves should never be allowed to go hungry. In addition, 95% of the
respondents indicated that family members should be included in the decision to provide
tube feeding. This is contradictory to the results found in Figure 4.20 where only 19% of
the respondents indicated that it was the decision of the patient and his/her family whether

or not to provide tube feeding.

Families may fear that the patient is hungry and will starve to death and try to ensure that
he/she receives adequate nutrition through tube feeding. Nevertheless, the literature
reports that death as a result of dehydration is usually pain-free, and patients who refuse
to drink fluids or are unable to drink fluids fall into a state of unconsciousness and die
peacefully (Wagner et al.,, 2003). According to Figure 4.20, however, 57% of the
respondents disagreed with the statement that allowing the patient to die of dehydration is
a painless death. These results are contradictory to previous research, which found that
the majority of caregivers felt that dehydration is painless (Hoefler, 2000). The implications
of these results are that the hospice caregivers will endeavour to prevent patients from
becoming dehydrated.

Although dysphagia is a prominent feature of degenerative disorders, when patients can
no longer meet their nutritional requirements through oral feeding, it does not necessarily
mean that they will receive artificial hydration and nutrition. According to Figure 4.20, the
respondents were divided in their responses about whether patients should be allowed to
fade away; whether tube feeding should be offered to patients who are in the end stages
of dying; and whether the provision of tube feeding would unnaturally extend the dying
process. This division is seen in the literature and some authors are of the opinion that
tube feeding will prolong the patient’s life (Post, 2001), whereas other authors are unsure
whether the provision of tube feeding will extend a patient’s life and whether it may,

instead, cause complications (Bakheit, 2001).

Patients often feel that they are a burden to their families and the provision of a feeding
tube may add to the work of the family. A decision, therefore, must be made in a team
where all the information is available and the possible benefits and burdens of the feeding
tube are carefully considered (Squires, 2006). A description of the team members who

manage dysphagia in neurodegenerative disorders in the hospice setting will follow.
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4.5 THE TEAM APPROACH FOLLOWED IN THE MANAGEMENT OF DYSPHAGIA
IN NEURODEGENERATIVE DISORDERS IN THE HOSPICE SETTING

Swallowing problems as a result of neurodegenerative disorders are complex and require
a team of professionals to work together to maintain adequate nutrition and hydration
(Logemann, 2007). In Section D of the questionnaire, information was obtained regarding
teamwork in the hospice setting.

There is currently little agreement about the composition of the team working in palliative
care (Corner, 2003). The first question in Section D, therefore, aimed to determine
whether there was a team functioning in the hospice clinic. The majority of the
respondents (87%) indicated that a team was present. As a contingency question, the
respondents were then asked to indicate professions involved in the team. These results
are presented in Figure 4.21.
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Figure 4.21 Professions in the hospice team (N=63).
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According to Bakheit (2001), the basic members of the team caring for a patient with
neurogenic dysphagia should include a speech-language therapist, a dietician, a nurse
and a doctor. The results in Figure 4.21, however, indicate that there were currently no
speech-language therapists involved in the hospices and only 10% of the respondents
indicated that a dietician was a member of the team. The majority of the teams functioning
in the hospice setting included palliative nurses, social workers, doctors and caregivers.

The results presented in Figure 4.21 indicate that specialist involvement in the hospice
setting is limited. Hospices are providing care for patients affected by dysphagia. A
multidisciplinary team, which includes the expertise of a speech-language therapist, is
crucial in effectively managing patients with dysphagia (Martens, Cameron & Simonsen,
1990).

“The combined effect of individuals with specialist skills working together in a team is
greater than the sum of the parts” (Faull, Carter & Woof, 1998: 13). A team approach is
advantageous to both the professional and the patient. Teamwork provides professionals
with mutual support and facilitates the exchange of knowledge, ideas and skills between
the team members, thereby improving the efficacy of the treatment (Atwal & Caldwell,
2006).

Current trends in palliative care reflect the need for a transdisciplinary approach in the
management of patients with a neurodegenerative disorder. The use of a transdisciplinary
team approach for the management of palliative care patients allows for resources, skills
and responsibilities to be shared. In addition, it is advantageous as it allows team
members from different disciplines to develop a shared approach and collaborate to
establish an optimal treatment plan (Atwal & Caldwell, 2006; Corner, 2003).

The respondents were consequently asked to indicate how valuable they felt the exchange

of discipline-specific knowledge and skills between health care professionals was. The
results are displayed in Figure 4.22.
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Figure 4.22 Respondents’ experience of the value of health care professionals
exchanging their discipline-specific knowledge and skills with other health care
professionals (N=64).

According to Figure 4.22, the majority (85%) of the respondents felt that the exchanging of
information between health care professionals was of very great value. Although the
caregivers reported on the great value of teamwork, there is evidence in the literature to
suggest that the principles of teamwork are inconsistently applied in health care (Atwal &
Caldwell, 2006).

In order for teamwork to be effective, it is important that the members of the team are
prepared to work together and value the different contributions made by the various
professionals. Teamwork can be problematic when specific disciplines do not understand
the contribution of other professionals and when there is a lack of trust between the
professionals (Corner, 2003). Therefore, the respondents were asked to indicate their

position on statements regarding teamwork. The results are presented in Figure 4.23.
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Position statements

Teamwork results in conflict between the team members.

Teamwork is impractical because there is no time for all the team members to
meet.

A team approach should be used to manage dysphagia.

One team member should diagnose the patient and then delegate.

The patient and family should form part of the hospice team.
A team approach should be followed in a hospice setting.
Teamwork is irrelevant.

The speech-language therapist and hospice caregiver should consult each
other about dysphagic patients.

Figure 4.23 Respondents’ position on statements regarding teamwork in the
hospice setting (N=64)

From Figure 4.23, it is apparent that most of the respondents were positive about the
provision of teamwork in the hospice setting. The majority of respondents indicated that
they disagreed with statements that suggested that teamwork was impractical and
irrelevant and felt that a team approach should be used in the hospice setting to manage
patients with dysphagia. In addition, the majority (49% strongly agree plus 36% agree)
indicated that the speech-language therapist and hospice caregiver should consult each
other about dysphagic patients, although, as previously mentioned, this is currently not

being put into practice.
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However, in a position statement released by the American Speech-Language Hearing
Association, it was recommended that speech-language therapists do not complete
training with individuals or groups of individuals from other professions in the evaluation
and treatment of swallowing disorders (ASHA, 2004). The implications of this statement

are detrimental to the effective provision of transdisciplinary team care to patients with

dysphagia.

The results of the respondents’ position on the inclusion of the speech-language therapist
in the hospice team were compared to whether the respondents felt that the speech-

language therapist was the person responsible for the identification of dysphagia. The

results are presented in Figure 4.24.
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Figure 4.24 Respondents’ perceptions on the consultation between speech-
language therapists and hospice caregivers regarding dysphagic patients: A
comparison between respondents who perceived the speech-language therapist to

be responsible for the identification of dysphagia and those who did not (N=64)
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According to Figure 4.24, all of the respondents who indicated that the speech-language
therapist and hospice caregiver should not consult each other about dysphagic patients
felt that the speech-language therapist was, in fact, the person responsible for the
identification of dysphagia. Hospice caregivers may have a poor understanding of the
speech-language therapist’s role in the management of patients with neurodegenerative
disorders. A poor understanding of the professionals’ roles may cause anxiety (Hall &
Weaver, 2001), which may, in turn, result in the caregivers being negative about the

inclusion of the speech-language therapist in the hospice team.

Education is an essential component of teamwork (Stewart et al., 2006). Respondents
were, therefore, asked to indicate whether they felt the need for further training in the
management of dysphagia. The overwhelming majority (93.65%) of respondents indicated
that they needed further training. Only the respondents who had attended palliative
seminars about dysphagia indicated that they did not require further training. These results
imply that training caregivers in the identification and management of dysphagia during
palliative care seminars is effective and can improve the caregivers’ knowledge and

confidence in feeding patients with swallowing disorders.
4.6 CONCLUSION

A questionnaire was distributed to determine hospice caregivers’ perceptions and
practices in the management of dysphagia in patients with neurodegenerative disorders.
The results indicate that dysphagic patients with neurodegenerative disorders form part of
the hospice caregivers’ caseloads. However, there was limited specialist involvement and
caregivers’ perceptions of the subtle symptoms of dysphagia, the positions that
encouraged safe swallowing and the consistencies that were easily swallowed by people
with dysphagia were inadequate. These results indicate that the aim of the research was

achieved.
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4.7 SUMMARY

This chapter discussed, analysed and displayed the results of the research. The results of
the study were divided into four sections according to the sub-aims of the study: to
determine the hospice caregivers’ awareness of dysphagia in individuals with
neurodegenerative disorders; to describe the hospice caregivers’ reported practices in the
management of dysphagia in neurodegenerative disorders; to determine the hospice
caregivers’ attitudes with regard to the provision of artificial nutritton and hydration to
individuals with neurodegenerative disorders; and to determine whether a team approach
is followed in the management of dysphagia in neurodegenerative disorders and to
ascertain whether the speech-language therapist is a member of the team in the hospice

setting The implications of these results will be discussed in Chapter 5.

118



UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

b
N UNIVERSITEIT VAN PRETORIA
A 4

CHAPTER 5

CONCLUSION AND IMPLICATIONS

Aim: The aim of this chapter is to draw conclusions from the results of the study
and to discuss their clinical and theoretical implications. The research process
and the relevant findings are critically evaluated, and recommendations for
future research are presented.

5.1 INTRODUCTION

The ethical practice of speech-language therapy is reliant on a generation of research and
the implementation of these findings to better serve individuals with swallowing disorders
(Wambaugh & Bain, 2002). In this concluding chapter, an overall evaluation of the present
study, as well as recommendations and suggestions for future studies, will be presented
and discussed.

5.2 THEORETICAL AND CLINICAL IMPLICATIONS OF THE STUDY

The main aim of this study was to describe hospice caregivers’ perceptions and practices
in the management of dysphagia in neurodegenerative disorders. Information was
obtained from 64 questionnaires, which were completed and returned by hospice
caregivers. With objective interpretation of the results, a number of important conclusions
can be made from the present study. These conclusions have implications for the
management of patients with neurodegenerative disorders in the hospice setting. These

conclusions and implications will be discussed under the sub-aims.
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8 Sub-aim 1: To determine the hospice caregivers’ awareness of dysphagia in

individuals with neurodegenerative disorders.

The results revealed that patients with dysphagia as a symptom of neurodegenerative
disorders formed part of the hospice caregivers’ caseload. The caregivers are always
informed of the patients’ diagnosis. Based on their experience, they found that the
conditions most frequently associated with dysphagia included HIV and AIDS, and motor

neuron disease.

In South Africa, the prevalence of HIV and AIDS is increasing at an alarming rate. It is
estimated that 600 South Africans die each day of AIDS-related complications (Karim &
Karim, 2005). It is, therefore, possible that, in the hospice setting, patients with HIV and
AIDS and motor neuron disease are most frequently encountered and that caregivers are
not necessarily exposed to patients with all the neurodegenerative disorders that are most
frequently associated with dysphagia. Nevertheless, hospice caregivers need to be
informed of and trained to identify and manage dysphagia associated with these two
conditions as they appear to be frequently encountered in the hospice setting and are

strongly associated with dysphagia.

The results obtained from the questionnaire indicate that hospice caregivers are able to
identify the visible symptoms of dysphagia in patients with neurodegenerative disorders.
However, their awareness of the more subtle symptoms of dysphagia, which could assist
in the detection of silent aspiration, was insufficient. The implications of these results are
that hospice caregivers will be able to identify patients who display obvious symptoms of
dysphagia, but patients who are aspirating silently may be missed.

The results of this study further indicate that the respondents regard the hospice caregiver,
community nurse and doctor as the persons responsible for identifying dysphagia. Limited
referrals are made to specialists such as speech-language therapists, ear, nose and throat
specialists and dieticians, which may point to a limited involvement of team members in
the hospice setting. The lack of the inclusion of specialists in the hospice setting suggests
that hospice caregivers are required to identify dysphagia in patients with
neurodegenerative disorders on their own. For this reason, it is essential that they are
trained to identify dysphagia.
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§ Sub-aim 2: To describe the hospice caregivers’ practices in the management of
dysphagia in neurodegenerative disorders.

The analysis of the results obtained in the questionnaire regarding hospice caregivers’
management of dysphagia in neurodegenerative disorders revealed that the respondents
were able to accurately identify the factors that needed to be taken into consideration
when feeding. Furthermore, the caregivers were aware that the use of compensatory
techniques, such as postural changes and changes in food consistency, could improve

swallowing.

The respondents were, however, uncertain about which patient positions and food
consistencies to utilise to improve the dysphagic patient’'s swallow. In addition, it was
apparent that there was no consistency regarding the guidelines provided to the family
members for feeding a patient with dysphagia as a symptom of a neurodegenerative
disorder. Suggestions provided to family members ranged from encouraging food
preferences to feeding the patient with a syringe.

The implications of the abovementioned results are that caregivers may be feeding
patients with dysphagia, as a symptom of a neurodegenerative disorder the incorrect
consistencies, which could exacerbate the patient's swallowing problems. Additionally,
patients may not be placed in the correct position to allow safe feeding to occur.

Uncertainty regarding optimal positioning and food consistencies for patients with
dysphagia may have a detrimental impact on the guidelines provided to family members.
Caregivers who indicated that they offer family members information regarding the
positioning of patients for feeding may, in fact, be providing incorrect information.
Furthermore, the inconsistency of the guidelines provided may mean that some family
members are poorly educated about feeding. This will have a significant impact on the
patient’'s family members as an inability to nourish a loved one may be one of the most
frustrating and upsetting aspects of caregiving (Fairview Health Services, 1999).

It can be concluded that, because hospice caregivers spend most of their time with the
patient and have contact with the family, they need to be trained on the basic principles of
safe feeding and how to convey this information to family members.
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§ Sub-aim 3: To determine the hospice caregivers’ attitude with regard to the
provision of artificial hydration and nutrition to individuals with

neurodegenerative disorders.

The results obtained in the present study found that there was no consensus among
hospice caregivers about the provision of artificial hydration and nutrition. Certain
respondents felt that it was the patient’s and their family’s decision, whereas others were
against tube feeding and would not offer it to patients with neurodegenerative disorders.
There is a similar lack of consensus in the literature and a decision to initiate, withhold or
withdraw tube feeding should be carefully considered (Wagner et al., 2003).

A comparison between the respondents’ opinions regarding the provision of artificial
hydration and nutrition to patients with neurodegenerative disorders and the respondents’
geographical location and type of training revealed that feelings about artificial hydration
and nutrition were significantly influenced by the type of training the respondents had
received and their place of residence. This implies that some patients will not be offered
the choice of receiving artificial hydration and nutrition. Additionally, information provided
by caregivers may be biased and may not be provided in an impartial manner. It is
recommended that hospice caregivers be informed of the advantages and disadvantages
of non-oral feeding and how to assist family members in making this decision.

§ Sub-aim 4: To determine whether a team approach is followed in the
management of dysphagia in neurodegenerative disorders and to ascertain
whether the speech-language therapist is a member of the team in the hospice

setting.

Results indicated that a team approach is commonly followed in the management of
dysphagia in patients with neurodegenerative disorders. The majority of the respondents
reported that the teams functioning in the hospice setting included palliative nurses, social
workers, doctors and caregivers. There was, however, limited specialist involvement and
the speech-language therapist was not included as a member of the team working in the
hospice setting. Although many respondents felt that the hospice caregiver and the
speech-language therapist should consult each other on dysphagic patients, this is not

being put into practice.
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The Hospice Palliative Care Association of South Africa is registered as a non-
governmental organisation and, as such, is not part of the public health sector where
community service for speech-language therapists has been implemented to improve the
provision of health services (Mohamed, 2005). It is, therefore, possible that the hospice
management may not be aware of the role of the speech-language therapist in dysphagia

management.

It can, therefore, be concluded that hospice caregivers are currently managing individuals
with dysphagia without the involvement of speech-language therapists or other
professionals with training in dysphagia management. This result highlights the need for
the inclusion of speech-language therapists in the hospice setting and the provision of
adequate training of hospice caregivers in the management of dysphagia so that an

appropriate management plan for patients with dysphagia may be developed.
5.3 CRITICAL EVALUATION OF THE STUDY

The credibility of the conclusions and implications of the results that have been presented
above can only be realised when the strengths and weaknesses of the research
methodology are considered (Cormack, 2000). The strengths and weaknesses of the
current study are presented in Figure 5.1.

Critical Evaluation of the study

Strengths: Limitations:

§ Hospice caregivers’ perceptions and § Questionnaires limited to English and
practices in the management of Afrikaans
dysphagia in individuals with § Limited data collection methods
neurodegenerative disorders was § Disadvantages of a self-administered
established questionnaire

§ Nation wide survey § Influence of hospice caregiver’s

§ Wide range of respondent ages perceptions and practices in the

§ Respondents involved in a variety of management of dysphagia in individuals
hospice settings with cancer

Figure 5.1 Strengths and limitations of the research
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As displayed in Figure 5.1, the following strengths and limitations of the current study are
acknowledged:

8 The first strength of this study was that hospice caregivers’ perceptions and practices
in the management of dysphagia in individuals with neurodegenerative disorders
were established. There is limited information available on the hospice caregivers’
perceptions and practices in the assessment and management of dysphagia in
patients with neurodegenerative disorders, making the results of this study valuable
to hospice caregivers and speech-language therapists.

8 A second strength of the current study was that data was collected from hospices
throughout South Africa and respondents resided in seven of the nine provinces. The
results of the study, therefore, reflect the perceptions and practices of a wide range
of hospice caregivers.

8 A further strength of the data collected lies in the wide age ranges of respondents.
Respondents ranged from 26 to 73 years, which represents adults in early, middle
and late adulthood (Louw et al., 1999). This implies that the results of this study
reflect the perceptions and practices from a range of ages.

§ The variety of hospice settings in which respondents were involved further added to
the strength of this study. Respondents were involved in the in-patient hospice units,
community-based hospices and home-care organisations. The results obtained in the
current study, therefore, reflect the perceptions and practices of caregivers in the
management of dysphagia, with and without access to equipment and specialist

input.

8 The first limitation of this study was that the questionnaire was only available in
English and Afrikaans. There are eleven official languages in South Africa and
neither English nor Afrikaans may be the hospice caregivers’' first language, so
misunderstandings may have occurred during the completion of the questionnaire.
Although the questionnaire avoided the use of jargon, slang and abbreviations and
the language used was clear and unambiguous, limiting the questionnaire to English
and Afrikaans could still have influenced the results obtained.
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A second limitation of the study may be that no additional data collection methods
were used to supplement the information obtained in the questionnaire, for example,
observations of hospice caregivers’ feeding practices. Self-administered
guestionnaires are advantageous as they are less expensive and quicker than
interviews, and a large geographical area may be included in the research. In
addition, self-administered questionnaires offer some anonymity, which is important
as it encourages open and honest responses and can be effective if there is a high
response rate (Hoyle et al., 2002). However, the data collected from the
guestionnaires may differ from the caregivers’ practices in the feeding of patients with
dysphagia.

A further limitation of utilising a self-administered questionnaire is the possibility that
caregivers may confer about the responses to certain questions. A letter containing
detailed instructions about the completion of the questionnaire was given to the
respondents. However, the researcher could not monitor whether these were

followed correctly.

The fourth limitation of the study was that the focus of the study was limited to the
management of dysphagia in neurodegenerative disorders. It was clearly indicated in
the letter explaining the purpose and nature of the study that the research was
investigating hospice caregivers’ practices in the management of dysphagia in
patients with neurodegenerative disorders. Hospice caregivers, however, often
provide care for patients with oropharyngeal and/or oesophageal cancer and, as a
result, the hospice caregivers’ perceptions and practices in the management of
dysphagia in individuals with cancer may have affected their responses. The
inclusion of dysphagia as a consequence of cancer was beyond the scope of the

current research.

As is the case in any research methodology followed, there are both strengths and

limitations. The above discussion revealed the limitations regarding the utilisation of a self-

administered questionnaire as the only method of data collection. There are, however,

also strengths to this methodology, which has resulted in determining hospice caregivers’

perceptions and practices in the management of dysphagia in individuals with

neurodegenerative disorders.
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5.4 RECOMMENDATIONS

To further the interests of hospice patients with neurodegenerative disorders and to
improve dysphagia services in the hospice setting, the following recommendations are

made:

§ That further research on the subject of the management of dysphagia in
neurodegenerative disorders be completed with the inclusion of structured feeding

observations.

§ That a training programme for hospice caregivers, which focuses on the
management of dysphagia in neurodegenerative disorders, be developed and an
evaluation of the effectiveness of such programme be conducted.

8 That a speech-language therapist be employed in the hospice setting on a part-time
basis and be available to consult with hospice caregivers and provide in-service

training.
8 That a policy for the management of dysphagia in neurodegenerative disorders be
developed and that specific dysphagia management training be incorporated into

hospice caregivers’ training.

8 That research also be undertaken on the guidelines hospice caregivers provide to
family members and the implementation of these guidelines.

§ That a policy for the application of artificial hydration and nutrition be developed so

that caregivers have a guideline regarding the application of tube feeding.

8 That a management plan for dysphagic patients be developed and carefully
communicated to the staff.

126



UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

<
=

“ UNIVERSITEIT VAN PRETORIA

4

5.5 CONCLUSION

The aim of this study was to determine hospice caregivers’ perceptions and reported
practices in the management of dysphagia in individuals with neurodegenerative
disorders. The results obtained have numerous significant clinical and theoretical
implications regarding current dysphagia management in the South African hospice
setting. The current study was only the first step and now that the hospice caregivers’
perceptions and practices have been described, steps can be taken to improve dysphagia
management in the hospice setting.
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University of Pretoria

Bepartment of Commuanication Pathology
Speecle, Yoice qm} Thearns Clinie

Tel Cv2T 12420 2857

Fun Cr2T 1220 AELT

To Whom it May Concern:

Reguest for permission to include hospice caregivers in a research project

Az a maslers stedent in the Gepartment of Commuonication Pathalcgy, Umiversity of Pretania. |
wowd liks to conduct a research project mvolving the hospice caregivers. In this project the
hespice carsgivers' practices in the management of dysghagia (feeding difficulties) in patients with

neurndzgenerative disorders, will Be investigated.

Cyszhagia is a cormman symplom af neuredegensrative discrders including Alzhzimer's Disease,
Farkinscn's Diseasae, Motar Meuron Diseasae, Mulliple Sclerosis and HNVAIDS. Dysphagia not only
nas a significant impact on the patient's quaiity of life, as feeding is a significant aspect of social,
medical and emctional well being, but on lhe caregivers as well. For caregivars an inability 1o
ncurish a person may be ong of the most frustrating and upsetting aspects of care giving {Fairview
Health Zeryices, 1999).

It is therefore vital that a dysphagia intervention plan that improves quality of ife and reduces the

Fisk of aspiration is included in hospice care (Huckabee & Pelletier 199%)

The hospice carzgivers are in an ideal posilion to manage dysphagia in rewodeganerative
disorders. They are in close interaction with tne affected incividuals and their families and can

provide aclive symptom management of dysphaoia and educate the family.

The research mathodology will consist of a questionnaire to be completed by the caregivers. It will

lake 15-20 minutes to complete the questionnaire. | would like to include as many caregivers
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irvaived in ihe managemart o individu3z with neurodegensrative disordets 35 pogsible @ crderto

abtzin a represenislive sampre. Caragivers wio gl a8 eependanls will rzmain anenymous

et 2 recuirements of this sludy tna caregiverz wha garficizale in the stuzy mogt qave ore

—
=]

ar mora of ke folowi g gualifications: nursing degree, nursing diglema shar eourse in Az istive
rurzing, HFCA comminity caregiving ecurse, dipizmz 'n palialive mederns o =n KPR ir

palialive Mesicing,

The resulls of the msearsh will cetermine whethar ihe Rospice carsgivers rsguice adoitonzl
trainmg in ke manzgeoent of dyzohaaia and i 2o what information needs w pe jacleded i lhs
rainmg

v
Upcr completcn of the rezeasch a copy of tre reszarch mepott will on reques: oz mads avaslzpla te

wad and caragivers whie pancipale in the siedy
'hoae that s request 13 invoivz the hoepize caregivers 0 my researcn wil maet your aaaoval,
Your co-oZeranon is nighly saproeiztad.

Yours sinoemely

/ﬂ.? i 7
e L
Argelisus Roberison 0. LEJ‘_';'E(“L”’T:Q}F
W Coarmmunization Palbalegy student Dr A Krzinger

Lapartment af Communication Pathalagy Supervlsor
University of Pretaria '

r._.l] ‘Dvxr\-./
Praf B Louw

Head: Department of Communication Pathelagy
University of Pretatia

143




UNIVERSITY OF PRETORIA
YUNIBESITHI YA PRETORIA

b
W UNIVERSITEIT VAN PRETORIA
A 4

University of Pretoria

Vepartment of Communizrtion Pathology
Speech, Veice and Hesring Clinic

Tel -7 |2 430 2357

Fn CeET 14T AR]T

-Heil die Lesar

Taestammirg vir dia insluiting van hospitium {hospica) sorggewers in 'n navarsingsprojek
5x 15 ians 1 mezsierspiead Sedeit by diz Departmznt Kommdnisasivpaiclogia, Universited van
Prelarz. £k wl graag ‘n asvorsingsprojok gitwoeer wal Hospiiium sopgowers beldrek, Hiargie crojsk
hegog am e orakiyke var naspitioT  zorgpewers bydens e qarlrdrg wer disizge

vasdirgeorchizme) oy casEnie met newrodzgenaratiswe ataykings le andersosk.

Cisfagiz iz 'n algomers simptoam van regodagensralisws afvykings, insliitend Alzhzimer se
meda, Paskingon g5 siekte. Matar Newezr sisklz e MIVAYIGE. Aaagesizn wosding 'n belanari<e
aaped wen sosalz. medicse en emosionele gesondhaid iz, et disfagie r Bedudends imeak oo
oeide die oasiEnt ar sogaswers sa kwallelt van lawa, Qi orvermsd am 'n persocr e voed kar
WIF d'g SSTLOEWRrs 2en wan de mses rusireranod 81 ansigilends ascs<de van SAMPAIwING NEDCE

Fairview [Fealll” Survices, 1558).

D ig dus wer karsirale beang el nodisEcic nireersic plan, wat fokus op die vertelzhng van
lewenzawaiitar ar venrindsting var aie risiko vir aspitasie, ifgosiet mest ward e hasaitivm

Forogewing.

Diz hozpitium sorgoowers s ir dae ideale pasisie am disfagie = pasiénia met redrcdegeraraiiows
afwyklngs le nenizer. Fulia s Inonove konlak mel diz goaffakizerde individea en bol #2401 ize. Hallz

kan aldiewe nanferng van smptzre, sowst as op'riding aay die Samiie verskar,

Cie naverzingsmetods pagazn uil ‘0o vraalys wal dour die soggewers valloa’ moel word, it za°
cngeverr 15-20 minuie dust. EX wil gmasg soveal as mochtik van Ciz sarglsws s war balrokio 2

by dia harlering vair adydug met nourodegenemtiewa afwykings by die stucic betok, tan eitce
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aie vrealys versieyn nie. LU naam en werkplek 55 onbaka=d tly. Wercgr 55! dis
fEWerEer ok nie n ostaal wees o U na2m op Jig ingslighe leesterrringsbref

ie <apps 2an die wrselys wat ek voltooi Ret s

Mazlk asseblief gewer dut o al die vrae beantwoord ten ='noz akkarate

staiisdess berekenimge te yerzeker,

Maet asseclel rie tydens dis voliociing van o'z yraelys mat andar somggawsers
Karmar ke er nig,

U samawerding ward wasnlesz

a0
:J;‘i;"ifi‘:§~ - ' N
Angeligue Kebarsan 'y s d-\_ﬁ_:"ﬁf_;jf@'
W Kommiorikas'zpatolagie studant Dr Aka Kriziage-
Departafment Kommunikas|epatologia . Studleleier

Univarsiteit van Pretoria
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University of Pretoria

Oeopartroent of Communication Pathology

Speech, Yoice and Hearing Clinic

lol N T b
Fau 2T 1ZAZ0 AR

Frzmil o ozendR oo EucEnoe
Towharn it may concem

Request for participation by hospice caregivers in research project
Pam currently ragisiErec s Masiars degres in Someeucication Fatnalsgy at the
Universily of Pretarin The foous of my orescarsh i the invesbgaton ol hozoico
carcgivers' practiczs in tne rasagemant of dysohagis foecng difficuities) in patiantz
with neurndegenerative cizordors,

Myaphagia s &8 camoan symplor o noussdegonoratve disorders including
Alzhcimer's ooagase, Par<dnzon's disgase Watos Neuron Discass B e Soloraais
2 HINEIZS, Dyeohagia not anly has 3 significant impast on the patont's cuslly of
fitz, as feacing iz a s'ynifican: aspac of social, medical arg eratiznal well bzing, out
ar that of the carzgives as wel For caregvars a0 ina2dity @2 Nouish a norson may
e ane of e mesl fsiaating and onsslng aspacis of caradiving (Cainvew Heallk
Seicreos, 16990 18 is theroforz vital that @ dysphagiz intersantion plan tat imoovas
gugiity of Fe and reduces the s« of aspisaton ke iFclided n Fospice carc

(luckabee & Pelelisr 1239)

Yoo, as hosp'ce caregiver, are in an ‘'deal pazition to azsist witn the managemant of
dysphagia in newrcdegeraralive disarders, You arz in close interactizn with ths
affected individuals 2-d their famiies and oap assist i e provision of active
symptom Managamant of dysphagia a~d educate the famiy,

Shauld you agree to particpate in this =mas=arch project, you will be ooguested o
compiete a guestornzgire. This geestion-aire snould take bebween 13 and 20
mitidles o complate, As he cusstiosnaies z2re auemoerzd. there will bz no reed fo
you o include yaur same en tha guestannairz. Your anonymily is therefore assursd.
You also bave she right ta withdraw fram this study at any tima.

The results of this regearch project wit detarming whathar hosoice caregivers roquire
gdditional trairing in che management oF dyzphagia and, il sa, what information
necds io bo included in the fraining.

Your caaperazion in this regard iz hig~'y aporeciatad,
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Sor furlier information, pesss do oo haatste o conluel me g7 082 207 £458,

Yodrs sinneraly

4

R - '
Lt S M e e
fi ;il'
Angeiique Fobertson P2 rriizings '
M Communication pathology Student Suparvisar

Department of Communication Patholagy
IO
Priof B2 Lowse

Head: Department of Communication Pathalogy
University of Protoria
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Universiteit van Pretoric

Capartament Kaommunikasicpatologie
Epraak_ “tem- en Gehoorkliniek
To T a7 12 220 2257

+

27124

§
| pesaass

"

Hel dim lnsar
Deelname van hospitum (hospice) sorggewers in navorsingsprojek

Ek is tans gerecishieer vir my magistersyraad o Konmurisasiesstolog by die Urivarsitoit
van Pretora Bie fokus van ~y stdis is & ond -F“"“'i.'k na dig prax T\'vr 2 yan hesoiilr
sorpgewsrs lydans dis hantorng van ¢slagie ivona ngsproblemal by pasiente ms

nay adaganeraticws sheykngs.

Disfage is 'n algemens simolccr ¥van nouracegenaraiiowe
ge a'el-'-“: '-’nfkirlﬁt:r! 53 siedle Motar Neuron siekic an MR

B EN L—"n-:lci-c-mle gasondnoid
sErE ue vwal i

alaylings, nsluilent &lznoimer:
. e

I;E::L-izl-;n,e |.".'p'
Crn e pers0an b vord kan i ﬂiﬂ SI’JF._"j;]f"'"
asoehba van sorggewg weas [airdew

cp e vorhelarnicg
Tt s in

s dus van kasinale belsng dal'nodisf
var wonzkwalitzs er vanmindorng van o g
Rasoitum sorggewng.

THLE
gzl

L) g rospitom sorggewer 8 in dig idesie possie o distagie in paziante el
naumdeganzralews Hf,u"' rgs b hanioor s in roue <2 gk ot cie "-'—jFiT.‘E'!MEEI'dIE:
individue en hu famiizs, oolz kan asdiswe hantering van sirpione, sowsl as opeding #en
cli farmlic versgal,

Say ¢ loesan o oo to neam san hiordie projel. soo dear van uweneag word om
wraglve te woiloel. Dit zal fussen 72 en 20 minule duur om huer-u »wraglys te voltoo. U =ai
anoniem Ely aangasien n -ommer op cie vrazlys aan u negeken salwerd. U naan S8
aoyclglik nie op die vraclys verskyn nig.

Diz resuliate van hcrdie naversing sal nepaal of kospltum scrggevars opleiding i diz
hanlering van disfagiz be-cilig on indlen wel, waller nligting i dig onleicing ingasiuil mast
.

L samewarking sa o waardesar worns,

Indian | verdere navras hat korak my gorus, My kenlad nommer 's; 082 807 4485
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E

Arauigee Schedaon D & KeiEieger
Horrrurchasipnanic iz studert Sladieleier
Departament Kommunikasiopatologio

Universiteit van Fretoria

a

DR

Aol Boot

Aoof: Departemant Kammunikasiepatologis
Lniversiteit wvan Pretaria
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Letter of Informed consent

Participant's name: _

Ciate:

Student Researcher; Angelique Robertson
MCommunication Pathology student
Department of Communication Pathology

Liniversity of Pretoria

Consent to paricipate in study

1. Title of study: The managemeant of dysphagia as a symptomn of neuredegenerative
disorders: Hospice caregivers’ knowledge and current practices.

2. Purpose of the study: To describe the hospice caregivers’ management of
dysphagia as a symptom of neurodegenerative disorders and determine whether
the caregivers require additional training in the management of dysphagia.

3. Procedure: | will be asked to complaets a questionnaire regarding my management
of feeding difficulties in patients with neurcdegenerative discrders. The
guestionnaire will take 15-20 minutes to complete. The completion of the
fguesticnnaire will be scheduled at my convenience.

4. Risks and physical discemfort: There are no known medical risks or physical
discomfart associated with this project. Since the questionnaire is ananymaous my
responsas will nat be associated with my name in the analysis of data and the
research repart.

5. Berefits: The results of this study will help to improve the management of
dysphagia in neurodegenerative disorders within the Hospice setting,

6. Participant's rights: | understand that my paricipation in this study is voluntany. |
may withdraw fram participating in this study at any time.

7. Confidentiality and anonymity: | understand that all information will remain

ananymous. My name and workplace will be unknown ta the ressarcher, since the
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guestionnaires are numbered and my name is not filled in. Furthermore the
researcher will not be able to connect my names on the Informed Consent Letter to
the questionnaire that [ have completad.

8. The study's Research Protocol has been approved by the Ethics Committes of the
Farculty of Humanities, University of Pretaria.

9. If | have any questions or concems. | may call the researcher, Angeligue

Robersan, at 082 907 4468 at any time,

| understand my rights as a respondent, and | voluntarily consent to participate in this
study. | understand what the study is about and how and why it is being done. | will

receive a signed copy of this lelter of consent.

Participant’'s sighature Date

A7
: -_-:z'r{:}:,—'*éiy__‘u:u

Researcher's signature

F| s
P,
Prof B Louw

Head: Department of Communication Pathology

University of Pretoria
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Ingeligte Toestemmingsbrief

MNaam van deelnemer:

Datum; ___

Mavorser: Angelique Robertson
K Kommunikasiepatologie student
Depanement Kommunikasiepatologie

Universite:t wvan Prelosna

Taestermming om deel te neen aan die studie

1. Titel wan die studie: Diz hanterng van  disfagie as  simptaoom  wvan
neurodegeneratiewe afwykings: Praktyke en kennis wan hospiliom  {haspice)
Sorggewers.

2. Doel van die studie: Om die hospitium sorgoewers se hantering van disfagie as
simptoorm van neuradegencratiews afwykings te baskryl asook om te bepaal of die
sarggewars addisionele opleiding in die hantering van disfagiz benodig,

3. Prosedure: Ek word versosk om nvraelys te voltoor rakende my hantering van die
voedingsprohleme by pasiénte met neurcdegeneratiews afwykings. Die vraelys sal
15-20 minule duur om te valtool. (e vallooiing van die vraslys sal op n tyd wat vir
riy geleé is, geskied,

4, Risike's en fisiese ongemak: Daar is geen mediese of fisiese cngemak
geassossiesr met hierdie projek nie. Aangesien die vraelys anoniem iz sal
antwoorde tydens die analise van de data nie geassosieer kan word met my naam
nie.

5. Voordele! Die resultate van hierdie studie sal help om die hantering van disfagie in
neurodegeneratiews afwykings binnz die hospitium opset, te verbeter,

&. Regte van deelnemers: Ek verstaan dat deelname aan higrdie studie vrywilig is.
Ek kan enige tyd as deslnemer aan die studie ontirek,

7. Vortroulikheid en anonimiteit: Ek werstaan dat alle inligting anoniem sal bly.

Aannesian die vraelyste genommer is en my naam nie daarap verskyn nig, =al my
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naam en werkplak vir die navorser onbakend bly. Verdes sal dig navorser ook nie in
staat weas om my naam op die ingeligte toestemmingsbrief aan die vraelys wat ek
waltoo! het, te koppel niz.

§. [He navorsingsprotokal wvan bierdie stodie is gosdgekeor deor die Eliek Kommites
van die Fakultait Gezsteswetenssappe, Universiteit van Pretaria.

8. Indien ek enige viae of bekommernisse het, kan ek die navorser. Angeligus
Raobartson, by tel: 082 907 4£E8 kantak.

Ex werstaan my regte as respondent, en ek gee viywilip toestemming deel t2 neem
aan hierdie studie. Ek verstaan waaroor die studie gaan asook hoe en hoekom dit
uitgevoer word. Ek zal 'nogetekende kopie van hierdie ingeligle toesamings-brisf

cntyang,

Hantskening var deelnemer Cratumn

Prof B Louw
Heof, Departcment Kommunikasicpatologie

Universiteit van Pretoria
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QUESTIONNAIRE:

THE MANAGEMENT OF DYSPHAGIA IN NEURODEGENERATIVE
DISORDERS: HOSPICE CAREGIVERS' CURRENT PRACTICES

INSTRUCTIONS:

Far Office Use

Plegse answer alf the guestions by drawing a neat circle {O) around 3 number
in a shaded box or by writling your answer in the shaded space provided.

For the purpose of this quesfionnaire the term dysphagia refers

to difficulty in swallowing.

Respandent numbar

SECTION A

1. What province do you reside in?

-

2. What is you gender?

Male

{ Female

3. VWhat is your age?

vel |7

4. What is your highest level of qualification?

MNursing Degree

‘Nursing Diploma

Short course in palliative _n_uréi'n_g

HPCA community caregiving course

‘Diploma in palliztive tedicine

_ Other (Specify)

Mphil Palliative medicing.
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5. Plzase indicate the type of {raining you have had in dysphagia
managemeant ard the date juse: dd/mmiyyyy) of such training

Type of Training | Date of Training
i:n___trair.éﬂg n cysphagia management 1 |
6. Please indicale which of the foliowing hospice settings you are

eurrently involved with.

An inpatient hospice unit at either a hospital_ar nursing home 1

A community-based hospice |2

A horrg care organization that provdes hospice care 3

Cther (specify);

T. Far how many years have you been werking in a hosaice seiting?

SECTION B

5. How frequently do you see  pafients with  swallowing
difficulties?

Frequently (40-50 patients per month) 1]
Occasionally (30-40 paiients per moenth) 2
Seldgm (20-30 patients per menth) 3

| Raraly (10-20 patients per month) 4
Very raraly [ 010 patients per month) 5
&, Are you informed of the diagnesis of the patignt?

| Yes I 1
No _ 12z

2

For Office Use
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For Office Use

10.  If your angwer to Question 9 i3 "Yes", please indicate, based on
your experience, which condition is most frequently assaciated
with dysphagia. {(For example Parkinsan's disease). '

11. Based on vyour experience, which of the fallowing are
symptoms of dysphagia?

Flease use the code: A = Always i

F = Frequently {2

5 = Seldom 3

v = Very rarely  (4)

n] = Dontknow  (5)

Factor . A_F[S[v_D

| Patient vomits 1 2 (3|45 = 5%
Paticnt camplains of pain during the swallow 1 23 [4]|5 | v &
Canstipation 1 2| 3[4/|5]| v 51
Coughing before, during or afier a swallow 1 2 (3|46 | ves_ |w
Headaches 1 213 |45 | ws £3
| Recurrent pneurmonia 1. 213145 | v |#=
Changes in vaice e Yaice sounds gurgly 112 (3 |4 |5 | v &5
Dizzy spells L 1 21345 B L
lnable to recognize food 102 (3 |a|b | v |
| Inakility to move 1123 14|5]|w  |=
| Malnutrition 112 |3 14|65 | vaz &9
Reflux 112 (3 /4|5 w T
Diabates 1] 2|3 4|5 [ oyma A
Cifficulty starting the swallow 123 4|8 v 72
Unahle to contral the feod in the maouth 1|12 |3 4|5 | we| 73
Lenglhened maal time 1 213 4|85 v 74
Ereathing difficulty P12 (3 4|85 wal 7
Food remaining in mouth after swallow 1] 213 415 v 78
Stamach cramps 1 ]2!a3 415 wva|
| Temperature spiking 1|23 4 (5w 7
Diarrhoea 1123 415 va 7o
| Patient refuses food 1|2 3:4 15| v s
Weight loss 112 3.4 5| v &
Womiting bloed 1| 2:3! 45| vas| &2
Draaling 1| 2. 3|45/ v 81
Fatient complains of swallowing difficulties 112:3 /4 5| v &4
Swallowing repeatedly 12314 5| vaa] w0
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12.  Basad on your experience which of the following aspects must
be considered when identifying dysphagia?

Far Office Use

Please use the code: Y = Yes (1
N = Ne (2
Aspect B ¥ N
| Alertnass P12 wee B&
Cooperalivensss _ ot 2] e 57
| Ahilty to follow directions |1 72w |w
Awareness of swallowing problem } 1 2 WEE S
FPasture i1 2| ves | ®
| Attention 13| wsa =1
Abithy to talk 1 2| wee | m
| Bladder control 1 2 | wes. za
Wadizal history 1 2| wery e
Abilty to contrel saliva o KRNI
Lung capacity 12| e 5
Hyperthermia 1 2 | wen:
Head contral 1 2| v [
Abilty to caugh 2| e =
| Bowel incontinence 1 2| v |
13. Based on your experiznce which personfs are responsibte for
the identification of dysphagia?
Please use fhe code: Y = Yes (1)
N = Mo (2
Person identifying dysphagia Y | N -

Hospice caregiver 12| vaa[ o
Community Nurse - 112 | ves) o Hi
Speach language therapist 1| 2| v s
twetiggn 12| w 1o
QJecupational therapist 1| 2| wea| e
Physical therapist L[ 2 v s
Radiologisl o 1| 2 | wa| 0
Broctar o [ 1] 2| v 108
Chher (Spacity): Wiz 1

Cther {Specify):

14. Towhor do you refer individuals with swallowing difficulties?
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For Office Use
15, If you have been involved in the management cf patients with
swallowing problems, please indicate the aspects that alerted |
you to the swalowing problem and how you managed it. (Space
is provided for 8 maximum of faur sets of infermation).
i Alerting Aspects Management _ _
: WPS 1" 5
e 1y
viE L | s
VT 1 12
e e e - wro .
......................................... . 1-"3':' ——— ‘25
i W ||
! WaE ]
16. Baszed on your cxperisnca, which conditian iz associated with
lhe most severe swallowing cifficullies? I
ver| 1w
SECTION C
17. Based on youwr experience, which of the foliowing do yau think
riust be taken into consideration when feeding a parson?
Pleasc use the code! Y = Yoz o (1)
N = No {2
Consideration of __. B Y N o
Cocperation 1 2 | was 133
Body position HERFIR: tas
Alartness 12 | wves| |15
Sleep disturbances S |2 eer) e
| Mersan’s diagnoesis 1] 2 v 137
| Person's tood preferences 12 v 135
Hyperiensian _ IR
Breathlessness L 7o 147
Amount of toed offerad per spoon 12 v 1
FParson's age 1 oo 147
Rate of feading S 1| 2 | wae | |
Incontinence _— L I s
Food consislancy P4 2| wse g ae
Head position | 4] 2| vor| o
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18,  In your experience how easily did the peaple with dysphagia
swallow the fallowing consistencies

Far Office Use

147
148
144
130

131
1492

1932

154

Please use the code: E = Easy to swallow 1)
F = Fairly easy to swallow £2]
O = Difficult to swallow {3)
Y = Very difficult to swallow (4]
i = Impossible to swallow 5
j Consistency E F D|V/[I
Thin liquds e.g. Water 112 23]|4 § | wa| _|
Thiek liguids e.q. Milkshake ) 1 (2123|485 wv|
Purzes e.g. Mashed potatoss 1 23 |4][5|wm
Sof salid foed e.g Pasta 123|465 wn
Crumbly food e.g Scrambled eggs 1 21345 |wez| |
Mixad-cons stency food eq. Cereal with milk 1 2|3 | 4] 5 [ww
Sticky food 2.9, Fresh whits bread i1 2 [ 3| 4|5 was| |
19.  In your experience do you find that patients differ in the
consistencies they are able io swallow gasily?
| Yes e L 1 v
[ No ~ 2

20.  Based on your experience, which of the following pesitions
are safe for the dysphagic patient during swallowing?

162

W15 164

Please use the code: Y = Yes (1)
N = Ne (2]
Fosition of dysphagic patient Y N|
Tilting his or her head backwards (chin up) 1 0 2 | v
Tilting his or her head forward (chin dowrn} 4 "2 | e
Lying flat 1 2 [
Tiking hisfner head to the side 1 2 |wis
Lying an his/her stomach o _ i1 2 |wre
Sitting-upright g 2 |
i Moving head from side to side 1 2 [wnz
Other {(specify) Y113
| Dther (specify) B
21.  In vour experience do you find that changing the position of a
dysphagic patient can improve the swallgw?
Yes _ R B R P
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For Office Use

22.  What guidelines da you provide the family members with far
feeding the dysphagic patient?

W | i 1E7
vir [ [ | e
T vita [ | 171
e - wig 173
- Wi 174
23, Please indicate the level of confidence that you have in the
management of dysphagia
Not confiden* - 1 | w21 Rk
Slighily confident 2
{ Maderately confidant 3
| Confident 4
{ Wery confident ) 5
24,  Please indicate in which disorders you feel less confident in
managing the associated dysphagia and give your reason for
this feeling '
Type of dysphagié Reason for feeling less confident |
wizE iz
w22 i ac
W1z 2
_ - W1z5 a4
B - W1ZE : 4
WI1E7 ikl
wiza ! | an
WEY | 152
| v 134
Wil _-. 1496
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28, How do you feel about patients with a degenerative
neurogenic digsorders receiving tube feeding?

For Office Use

26. Please indicate your position on each af the following
statements and motivate your response.

Please use fhe code: 2A Strengly Agree (13

A = Agree (2
D = Disagree (3)
50D = Strongly Disagree  (4)
[ Statement $A A D [SD

A person’s ability to feed himdherselfl is never an _1 [ 2 3 | 4
excuse to let the persen go hungry
Mativation:

In patients who are incompetent, family members 1 [ 2 3 | 4

should be included in a decision to provide fobe
feading
Mativaticn,

Allowing the patient to die of dehydraton isa painless | 1 1 2 | 3 | 4
death -
Motivation:

fo patients wha are in the last stages of dying
Motivation:

By tube feeding the palient it unnaturally extends the | 1 1 2 [ 3 | 4 |v

wiET B
uEAE e

wiER 211
it | BRETE

W45 | ]

vias | | em
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For Office Use

28, {cont.} Flease indicate your position on the following staternant
and metivate your response.

Pleaze use the code: ShA Strongly Agree (1)

A = Agree 2
D = Disagres (3 [
= Strongly Disagres (4] '
T Statoment isal a | D_F
itis befter fo et the patent fade away ]z ]84 e | 253
Motivation: ; . ;- Pwlaa || 254
SECTION D
27 lsthere a team functioning at your Hospice clinic?
] Yes ’ o N 1 | vian | J 226
Mo 2 |

8. If you answsred 'Yes' to Question 27, please state the
professions in the team;

P T . T W1ED |_|_

L

29, In your experience how valusble s it for health care
‘professionais to exchandge their discipling soecific knowledge
and skills with other healh care professicnals?

| Of very great value_ 1 |viss | |ow
Of greaf value _ 7 :
Of somne valus _ _ 3|
Of no value 4 |
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For Office Use

30, Pleassa indicate your pesition on the following statements i

Please use the code: S5A Strongiy Agree 1]

A = Agres (2]
D = Disagres (3
50 = Strongly Disagree (4]
o ... Statement ' SA| A D 8D
Team work resuits in conflict between the team| 1 | 2 0 3 0 4 [ wim TR
mMembers _
| Team work is irmerastical because there iz notimefor | 1 [ 2 1 3 & | viss w3
all the team mambors to moet e ] -
A team approach should be used to manage | 1 | 2 [ 31 4 | vz we

cysphag a L .
Ona team mamber should diagaose the patient and | 1 [ 2 [ 3] 4 | vizs
[ther delegate S _
The patient and family should foam pant of the hospice | 1 | 2| 3 | 4 | viz0 y 242
| team B
(A team approach should be followed in 2 hospiee [ 1 ] 2 [ 3 [ 4 | via 243
seiting !

Team work is rrelevant 11213 LR pas
The spesch-language  pathelogist and  hospice 1 | 2 | 3 | 4 v 243

carsgiver should consult consult each other abowt
dysphagic patients i

41

3. Do you feel the nead to have further training in the
maragement of dysphagia?

-
L
[ig
|_‘

L ye6d P Z6

=
(]
ha

Thank you for your fime and co-oparation

10

169




UNIVERSITY OF PRETORIA

-+
W UNIVERSITEIT VAN PRETORIA
& YUNIBESITHI YA PRETORIA

VYRAELYS:

DIE HANTERING VAN DISFAGIE IN NEURO-DEGENERATIEWE ,
APWYKINGS: HUDIGE PRAKTYKE WAN HOSPITUM {HOSPICE)
SORGGEWERS.

INSTRUKSIES:

Anfwoord agsebfief &f dia vae deur 'n duidokife sirkal (0 om ‘n spTer in 'n
frgekfeurda biokkin Te trak, of deyr 4 anwoord i ofie ingekledrde spasle e
srryT.

Vir die doel van hierdie vreelys verwys die term disfagie na
prohfeme (ydens shk

Fespondentnammer

AFDELING A

1. In watter provinsie is u wacnagtig?

2. Wat is u geslag?

g 1

W L o

a1k ' o o s
wraulik ) Z |
3. Wat iz u ouderdom?
|
|
4, Wat iz u hoogste vlak van kwalfikasie?

Graad in verplesgkurde

| Ciploma in verpleegkunde
Kaorthurzus n pallisliows verpleging

| HZCA gemeans<apsorggowingskunsus
Ciplomra in palliatiews medikasie

| Mphil i, pa liatiewe mMedizasic
Ander (spasifisaar]:

m|r.r| b [ M:_x

T e
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Wir Kantoor Gebruik
s, Cui asseblief aan watter tipe opleiding oar die hantering van
disfagie u onbvang het  Verskaf ook die datum {gsbruik:
dofmmfjjj) wanneer U die opgele s
) __Tipe opleiding | Datum van opleiding
. . . W i
1L
i o VB 12
| — 1.
I R HI ~ 27
el -
) wid ! : ar
| . ol
Geen opleiding in die hantering van disfagie 1 | o | 5l
e
6. DOui aszeblief aan in wattar van die volgende Hospitum opsatta U

huidiglik betrakke: is.

T E!ir‘.-"ue-—pasiént Hospitum  eenheid by 'n hospitaal  of N |_| £
verpleeg nrgting ]
‘n Gemzenskapgebaseerds Hospitum . 2
'n Tuisversorgingsorganisasie wat Hospitum sorg verskat 3
Ander (spesifiseerk

7. . Hoe lank werx u al ir 'n Hospitum opsct (aantal jare)?

Wig i

on

AFDELING B

8. ‘Hoe dikwels sizn u pasignte met slukproblema?

Cikwels (40-50 pasiénte per maand)
Somtyds {3040 pasiénte per maand)
Selde {20-30 pasignta per maand)
Iin (10-20 pasiénte per maand)

Eyna noo:t ~{0-10 pasiénte per maand)

thide|oa by|ai

4. Word u ingelig cor die pasiént se diagnoase?

=

14

4]
LN
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Wir Kantoor Gebruik

10. Indien u “Ja” op Vraag 9 geantwoord het, dui asseblief aan,
gebaseer op u ervaring, watter sisktstosstand word die meeste
met disfagie geassiosieer. {Byvoorbesld Parkinsanisme)

11. Na aanleiding van u ervaring, watter wvan die volgends is
simptome van disfagie?

Gebruik asseblief die kode: A = Altyd i1
e = Gereeld 2y |
5 = Soms 3
AN = Amper Noait 4
W = Weet nie (5
__ Faktor A G| S [AN|W : _
Pasiént braak 1. 23| 4[5 va 5%
Pasziént kla oor pyn tydens sluk 1 23|45 wo| e
Hardhywaghaeid N 1 23|45 v 1L
| Hoes voor, gedurends of na sluk 1 213 |46 w £
Hoofpyne 1023|485 w3 £
Herhaalcelike pneumcnie o 1 2|3 | 4|5 v £
Verandering in stem, by, Stem klink "hat® 1123|465 w| |8
_Duiseligh:—':"d 123|485 w= B
Onwermoeg om vaedsel ke herken 1 23|45 v o
Crvermoé oim te heweeg 1 2| 3|45 v 50
-__'n-.-"'ufarwueding _ ) _1 213 | 4| 85| w= | s
| Aefluks ) 1 2|3 | 4|65 w G
Ciabetes (1 123|465/ v gl
| Gukkel om te begin sluk 1 23| 45| ws |
Onwermoég om vaedsel in die mond te beheer 1123|4156 v 7
| Varlengde etenstyd 1|2 |3 | 46w |[™
Haal meeiik 2sam 1123 |4 ]85 wea 1Y
kas bly in die mond na sluk 12 |3 | 4|5 v B
Maagkrampe 1] 2]3[4]8]|we 7
Températuur pieke 1|23 [a 5| w| |#
Diarree 3 P12 (3 [415 [ we ek
Pasiént weier voedsel 1123|4185 we £a
 Gewigsverlies B 12| 3[4 5| va| |u
Braak bloed P12 3|4 5| v nz
Koyl L i{1]21 3|45 | s U3
Pasiént kla dat hy/sy sukkel om te sluk i1 ]2 3|4 5] w &
Sluk herhaaldelik 12| 3|4 5| vae| |
3
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12.  Naaanleiding van u ervaring, watter van die valgende aspekte
meet in ag genem woird tydens die identifikasie van disfagie?

Vir Kantoor Gebruik

Gebruik asseblief die volgende kode: J = Ja (1)
N = Mee (2)
L __Aspek JIN|
CWakkerheid 1 [ 2] wm an
Mate van samewerking verkry 12 [ w0 &v
Vermoé om instruksies te volg 1.1 2 | wo 86
. Bewustheid van die slukprobleem 1| 2 [ w2 &g
" Pastuur 1A 2 | woa A
_Aandag N 102 | vsa| Im
Vermas om te praat 112 | we|
Blaasbehesr - 1 2| wsel jm
Mediese geskiedenis ] 1 2 | wsrl  wm
Vermog om speeksel te behear e 1 2 | wes EE
_Long kapasitei 4 2| s o
Hipeternie i 1 2 [ w o
_Kaokorirole o 1. 2 | wa | o
Vermag om e hoes 1 2| va o
|Inkonrtinensie {1 2| va 20
13. HNa aanleiding wan u  ervaring, watter persoonfe s
verantwoordelik vir die identifikasie van disfagia?
Gebruik asseblief die volgende kode: J = Ja o {1}
N = Nee {2]
- Fersoon wat disfagie identifizsear ¥ N -
_Hospitum sorggewer T2 w| |w
Gemeanskapsverplecqkundige 1| 2 v j 10%
spraak-taalterapeut 1 [ 2| wee] g
Dis&tkundige: 1| 2| wr|
Arbeidsterapeut 1 2| wea " 1os
Fisioteranaut (1| 2| v,
Radicloeg 41| 2| wm 107
Dorktor B 1] 2] vt 104
Ander {spesifiseer): wrz =
~Ander {spesifiseer): e |

14. Na wie verwys U individue met slukprobleme?
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i Vir Kantoar Gebruik

15.  Indien u befrokke was met die behandeling van pasiénte met |
slukprobleme, dui asseblief aan watter aspekte U bewus
gemaak het wan die slukprobleem en hoe u dit hantear het
{Spasie is verskaf vir 'n maksimum wan vier stzlls inligting).

" Aspekte wat u bewus gemaak |
|

het van die problem , Hantering

| s | IRRLE
[T 118
Powel [
| wTs 123
bowea| | 1z
b et R
| - —

16.  Met watter siektetoedstand. ra aanleiding van u ervaring, wc:urd
die ernstigste slukpraobleme geassosieer? |

S .- VEI L_ 13

AFDELING C

17, Na aanleiding van U ervaring, watter van die valgende most in
ag gensem word tydens die voeding van 'n perseon?

Gebruik asseblief die volgende hode: J = Ja i)
N = Nee (2)
o {nagnecming van .. J| N -

" Samewerking 1|2 [ we| a2
Liggaamsposisie 1| 2| vas| 1w
Wakkerhaid 1] 2| ws 135
Slaapversteurings B 112 | v 13
Persoon s diagnose 4 | 2| wat 137

Porsoon se veedsal voarkeur _ 4| 2| wmw
Hipertensie . 12 | w0
Persoon is uitasem 1] 2| wn L4

_Heeveslheid voedsel wat per lepel aangebied word 1] 2| vaz S
Persoon s ouderdom N 1 RS HRFY
Tempo wan voeding o 1 2 | wa i3
Imkontinange 1 2| ves s
Konsistensia van die voedsal 1 [ 2| w6 _ s

_Kopposisie - ] T 27| war ™ |
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18. Ma aanleiding van u ervaring, met hosveel gemak kan

persane met disfagie die volgende konsistensies sluk

Gebrurk assehlief die kode:

YWir Kantoor Gebruilk

M = Maklik om b2 sluk 1)
R = Redealik maklik om te siuk 2]
Mo = MOeilik om te sluk 3]
B = Baie maalik am te sluk (4]
O = Onmanntlk om te shrk 4]
- _Kansistensie M| R MO B O
| Dun vioeistowwe, by, Water o 112 | % 48] via 147
Dik vioeistowwe, by, Melkskommel 112 |13 4 5| vaa| |1
Furge, bv. Fyngemaakie aarappels A2 3 4 & |vwn| |48
Sagte scliede voedsel, by, Pasta 11213418 v i
| Krummelrige voedsed, by, Roergier L 1122 | 4 & vz =
Gemengde konzsistensie vinadsel, bv. | 1 [ 213 [ 4 § v 152
Onthytgraan met melk o o
Klewerige kos, bv. Vars witbrocd 112 374 & v =

19.  Ma aanleiding van u ervaring, vind u dat pasiénte verskil in huille

wermoé om konsistensies maklik t2 sluk?

Ja T v ]
MNea o | 21

20,  Ma aanleiding van u ervaring, watter wan die veljends

posisies is veilig vir die disfagiz pasignt tydens sluk?
Gebruik asseblief die volgende kode: J = Ja {1)
N = Nez (20
Posisig van die disfagie pasiént J | N

Kantel syinaar kop aglertoe {(ken op) 2 v 135
Kantel symaar kop varentoe (ken afy 1 2 | T 153
Lé plat T2 || e
Kantel syfhaar kop na die kant 1 | 2 [ 150
L& op sythaar maag B EEFAVEIEN
Sit ragop . 1| 2 [wrr] e
|Beweeg kop van kant-tot-kant 1| 2 |wn 181
| Ander (spesifiseer): wiis [ 162

“Ander (spesifiseer)

L
L
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21.  Na aanleiding van u ervaring. vind u dat ‘n verandering in die
posisicnering van ‘n disfagie pasient, die sluk kan verbeter?

Ja

-t

Vir kantoor Gebruik

witn e

[ Nee - ' Zz

22. Watter riglyne verskaf u aan die gesinslede cor die voeding
van die disfagie pasiént?

W13 167
Lo 1G4

wir [ | 171
tH birs

23, Dui asseblief azn wat 4 vlak van selfvertroug in die hantering
van disfagie is.

| Geen selfvertroue
Geringe sclfvertrous

Trea oo met selfvertroue

Baic selfvertrous

1
_ 2

Matige selvertrous R 3
4

_5 ]

24, Dui asseblief aan met watter afwyking u minder selfvertroue
ervaar in die hantering van die geassosieerde distagie en
vzrshaf redes vir u gevoetensr.

Tipo disfagie Rede vir verminderde
selfvertroue

WIE 175

wizt | (177

wige |
wiZa _ 0
W24 =82
e 34
wizs B
1T 184
wize | 1an
wize | R
vy | 1M
R 197
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25, WWat is u gevoel oor die verskaffing van buisveeding aan
pasitntc met ‘n degeneratiews neurogano afwyking?
268.  Dwi aszeblief u gevoel cor elk van die valgende stellings aan en

rnotivesr L respons,

Gebruik asseblief die kade:

YWir Kantoor Gebruik

] = Stern Definitief saam (1)
5 = Stem saam (2
M = Stem Nie saam nie (3
G = Stem Glad nie saam nie (4}
~ Stelling D[S[N[G
°n Persqon se vermod om homJhaarself te voerisnie 1 | 2 [ 3 | 4 |war o
‘nverskering om die persoon te laat hanger Iy nie _ .
Metivering: vas |
“In die geval van 'n pasiént wat onbevoeq is, moet die | 1 Z 3 [ 4 [wise:,  2n
gesinslede beftrek word in die besluitneming oor die
verskaffing van buisvosding R
”I‘-.’Iut."-xering: V14D 2z
"Om diz pasignt te laat sterf van dehidrasie is 'n| 1 2 | 3 | 4 |wer | B4
| pynlose dood L
Mativering; V2 215
Deur buisvoeding word die pasient se sterfproses [ 1 2 [ 53 4 v | H7
onnatuurlik verleny _ )
Mativering: oyt || | ma
- . 1
"Ondersteunende nutrisie en hidrasie most nie @an | 1 ] 2 [ 3 - 4 [was e
pasiénte wat in die laaste stadium van sterfte i
gebied ward nie |
Wativering: WG |
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Dhsi asseblief u gevoel oor die valgende stelling aan en
motivesr u respons.

26, {vervoelg)

Gebruik asseblief die kode:

Wir kantoor Gebruik

D = Stem Defintizf saam (1)
5 = Stem saam (23
N = Stem Niz saam nic (3
G = Stem Glad nie saam nie (4}
o Stelling _ D | $| N G
Dit is bater om die pasiént net te laat wegkwyn 123 4 || e
Mativering: W1 | 224
AFDELING D
27.  Funksionesr daar 'n span by u Hospitum kiiniek?
Ja i Tq | waa RS
Mea 2
28, Indien v antwoord by Vraag 27 “Ja" is, noem assabliefl die
professies wat deel vorm van die span:
- V= 50 |_ : | Ef
— i} | wes F vy
- v T
) ) e | | 233
_ T a4 30
29, Mz aanlkeiding van u ervaring, hoz belangrk is dit dat
gesondheidsargperscneel hule dissipting spesifieke kennis en
vaardighede met ander gesondbeidspersanael uitruil?
'an baie groot waarde 1 | vise 7
{ Yan groot waarde 2|
| Gefinge waarde | 3
| Geen waarde 4
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Wir Kantoor Gebruik
30. Duiasseblief u gevoel cor elk van die volgende stellings aan:
Gebruik asseblief die kode:
D = Stem Definitief saam i1)
s = Stem saam (2]
N = Stem Mig saam nig {3)
] = Stem Glad nie saam nie {4)
... _Stelling _ D[SN G _
Spanwark varoorsaak konflik tussen dig spaniede | 1 ____2___'_:::_1 4 | wiss B
Spanwerk is anprakties, want daaris nietyd viraldie | 1 | 2 3 | 4 (WIS 238
spanicde om bycen fe kom nic ) _
‘n Spanbenadering moet gebruix word indie hantering | 1 [ 2 . 3| 4 wiss 247
_wvan disfagie o
Eent zpanlid moet die pasiént diagnosecr en dan| 1 12 ¢ 3 | 4 wiEa 241
| delegeer _ _
1 2| 3]4 wen| i

. Die pasiént en dic gesin moet deel van die hospitum
| span vorm '

i Spanbanadering moet in 0 hospitum opset gevolg

1. 2]3 [ 4 0 wal I 240

,ﬁ@_ﬂ.ﬂ
| Spanweark is nie relevant nie o
Die spraak-taalterapeut en haspiturn serggewer maoet

1

1

2

| 2

3
3

4
4

mekaar konsulteer oor disfagie pasiénte

31 Hel u 'n behoefte aan vardure opleiding in die hantering van

disfagie?

| Ji

| Mee

=l

el Ir 244
wag | 243

gl

VI 240

Dankie vir u samewerking en tyd.

10
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APPENDIX F

ETHICAL APPROVAL FROM HOSPICE PALLIATIVE CARE ASSOCIATION
OF SOUTH AFRICA
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Hospice
Palliative

Care --""
Association

it Bauth Ao

10 ena 1o canng

16™ February, 2005
Dear Ms Fobertson,

I am pleased to inform you that the Hospice Palhative Care Association Ethics

Commirttee has approved your study;
Researching the hospice caregivers knowledge and practices managing dysphagia in

neuredegenerative disorders,

We believe this will be a valuable contribution to our palliative care knowledge and
would appreciate it if you would let us have a copy of the completed publication.

Yours sinceraly

Chairperson
HPCA ethics committes
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APPENDIX G

ETHICAL APPROVAL FROM RESEARCH PROPOSAL AND ETHICS
COMMITTEE, FACULTY OF HUMANITIES, UNIVERSITY OF PRETORIA
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Members: |
Research Froposal and Ethice Gommittes I
S-P Chireng; Or L Davis; Fro® C© Calpart;
2+ JEH Sroaler Prof KL Harris; Dr JdeiZ H nch: | l
= C Kragarn, Fog” B Lewwy (Ziairy, Prof O Prirzioo:

i 20 E Ta and; Pral J wan Lide s Prof A Vieasels: '
G Veolmarans, University of Pretoria

Research Praposal and Ethics Commities
Faculty of Humanities

8 March 2005

Dear Mg Stipincvich

Praject: Tiie managenrent of dysphagia in heivodeyeanaraiive
disorders: hospice caregivers’ knowledge and practices

Researcher: A Robertzon

Supervisor: A Stipinavich

Department: Communication Pathology

Refzrence number: 2003864

Tlank yau for your positive response to the issues raisod by the Research Praposal
and Etricz Commmittes, Facully of Furraniies,

I have plegsure in informing you that the Research Proposal and Ethice Committoo
formally azproved the abowve study at an ad hcc meeting held on 4 Mareh 2004

Tha committee regusss you to convey this approval to Ms Robertsan,

We wigh you success with the project.

Sincersly

Prof Brenda Louw

Chair: Research Proposal and Ethics Committes
Faculty of Humanities

UNIVERSITY OF PRETORIA
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