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Outline

Morning sessions

* Philosophical perspectives to research

* Qualitative research and qualitative researchers
« Sampling, sample size and saturation
 Qualitative data collection methods

Afternoon sessions

* Qualitative data analysis: Thematic Analysis

* Reporting qualitative research including trustworthiness
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Ontological vs. Epistemological

Ontology

the study of being: state or nature of the world (reality)
Epistemology

a theory of knowledge about the reality

how to obtain and produce the knowledge

what counts a valid or accepted knowledge



Ontological

Ontology

the study of being: state or nature of the world (reality)



Ontological positions

Ontological continuum

— - ™ - i

Critical realism

Realism A pre-social reality Relativism
A pre-social reality exists but we can only Reality is dependent on the
exists that we can ever partially know it ways we come to know it
access through | y 7]

research There are multiple
constructed realities, and
we never get beyond these

constructs

What we observe is
assumed to mirror
truthfully what is there







Epistemological

Epistemology
a theory of knowledge about the reality
how to obtain and produce the knowledge

what counts a valid or accepted knowledge



Epistemological perspectives

Epistemological continuum

Positivism Contextualism Constructivism
Seek for objective There is ‘reality’, but not a Multiple knowledges are
(unbiased) knowledge (data) single one constructed through various
Discover a singular truth True (valid) in certain contexts discourses and systems of meaning

with certain methods No one truth

Ol il



Approach to (or co-create) knowledge about the reality

Research




Epistemological perspectives

Research Qualitative

Epistemological continuum

Quantitative

Positivism Contextualism Constructivism
Seek for objective There is ‘reality’, but not a Multiple knowledges are
(unbiased) knowledge (data) single one constructed through various
Discover a singular truth True (valid) in certain contexts discourses and systems of meaning

with certain methods No one truth
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Quantitative vs Qualitative research

Singular and Unbiased knowledge
VS

Multiple and Contextual knowledge

Well or Not well yet



Quantitative vs Qualitative research

Prevalence, causes and effects — measurable data — Numbers

Meaning, process, interaction — subjective but grounded on data - Words

Perceived practical preparedness Uncertainty in dementia PFOgFESSfOH
Very 82 (57%) _ _ _ _ _ N
Somewhat 38 (27%) Carers described the uncertain prognosis as a barrier to planning, and were unsure how, or if it were
Not at all 12 (8%) possible, to plan for different possible contingencies.
Not sure/declined to answer Il (8%)

Perceived emotional preparedness .. Ce . .
Very B 41 (29%) “I have thought about [writing an advance care plan| but it is just impossible to do. There are so many ifs,
Somewhat 56 (39%) you can’t specify all the conditions which might come up. It might be easier to do in cancer where the
Not at all 24 (17%) prognosis might be clearer. I don’t think anything is as difficult to deal with as dementia.” ID124-SI
Not sure/declined to answer 22 (15%)

(male, caring for wife with mild dementia)

Fisher 2022 (Mixed Methods)



Deductive vs Inductive

Deductive approach -theory laden

not begin from the observation, but from theory, to make observations intelligible
test the theory/hypotheses - falsification or creation of as yet unfalsified law

e.g. models, questionnaires, measurements

Inductive approach

seek to find the internal logic of the participant
culturally derived and historically situated interpretations

observer (researcher) as a party to what is being observed

/f I\\

Data

Pattern, conclusion

71NN

Data




Deductive vs
Inductive

Depression? PHQ-9?
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Quantitative vs Qualitative research

Theoretical perspectives
Deductive vs Inductive
Research questions
Study objectives
Methodology and methods



Research ;
question



Research guestion

 Possible (or desirable) to try to measure an objective ‘truth’
* Wantto generalize to a larger population

OR

* Wantto seek thick descriptions

* Too complexto be reduced to a set of observable laws

(or both)

3389758793=6.2
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Research methodology vs Methods

Methodology
a theory of how: a (broader) framework for making a series of decisions
selecting participants, appropriate method, role of researchers...
Method

a (specific) tool or technique for collecting or analysing data



Qualitative research

It captures the complexity, mess and contradiction that characterises the real world,
yet allows us to make sense of patterns of meaning

Not a single approach, but diverse as quantitative methods

Experiential: participants’ interpretations — organised, interpretative framework

Critical: representation, language practice — interrogative stance

. ‘))
M\ €« OO
Braun & Clarke 2013




Research methodology and methods

Mixed
Epistemology | Theoretical perspectives | Methodology | Methods

Positivism Positivism Experimental research Sampling
Contextualism Interpretivism Survey research Statistical analysis
Constructivism * Symbolic interactionism Ethnography Questionnaire

* Phenomenology Phenomenological research Observation

* Realism, including critical Grounded theory Interview

Critical inquiry Heuristic inquiry Focus group

Feminism Action research Document analysis

Postmodernism Discourse analysis Content analysis

etc. etc. etc.



Qualitative research

Experiential: participants’ interpretations — organised, interpretative framework

Critical: representation, language practice — interrogative stance

Braun & Clarke 2013



Qualitative researcher

Interest in process and meaning rather than cause and effect (no hypotheses)
Critical and questioning approach, not face value but its ‘why and how’

focus on not only the content of what they said but also analytic ideas
Bracketing shared values and assumptions

Good interactional skills, but not really extroverted



Subjectivity and reflexivity

Co-construct the knowledge: subjectivity as a strengths, rather than a weakness

Reflexivity
a process of critically reflecting on the knowledge and its production
functional (selected methods) vs personal (assumption, insider/outsider)

diary or journal



Qualitative research methodology (and methods)

— Writing the
SUBSTANTIVE S ——
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Developing the research problem
and opening research questions

Charmaz 2021, Giles 2016



Qualitative research methodology (and methods)

Interpretative Phenomenological Analysis (IPA) - detailed exploration of personal lived experience,
examined on its own terms and with a focus on participants’ meaning making

Original Article

Disability and Rehabilitation >

Volume 41, 2019 - Issue 1 Adding insult to brain injury: young adults’ experiences of
residing in nursing homes following acquired brain injury

Submit an article Journal homepage Aoife Dwyer &, Caroline Heary, Marcia Ward & Padraig MacNeela

Pages 33-43 | Received 08 Oct 2016, Accepted 20 Aug 2017, Published online: 28 Aug 2017

Thematic analysis (TA) — a flexible method for identifying, analysing and reporting patterns (themes) within data

RE2he f— 2=

Nizza 2021, Braun & Clarke 2021



IPA

Focus on the individual’s
experiences and meaning
A balance between commonality
and individuality
(Convergence vs Divergence)

Nizza 2021, Dwyer 2019

This subordinate theme illustrates the participant’s sense of not belonging in the nursing
home environment, which was “not natural for a young person” (Sean, 2403). They described
this setting as a place for older adults who are dying and often suffering from dementia,
resulting in a “fear of ending up like them” (Conor, 656). The nursing home was “for people who
are older than me and people who are behaving like children” (Liam, 1754-1756). This shared
misplacement was vividly captured by Sarah.

It is terrible. It is terrible. It is just degrading really. It is not for me, not for a young
person. Young people shouldn't have to live in a place like this. It is grand and all
that but it is not for young people, it is for old people and it is for old people to
end their day, you know... Just, | don’t think | am old. | am, you know, | know |
have disabilities but | am not old. | am still young, | am not senile, | don’t have
dementia. (Sarah, 1200-1212)

Although Sarah describes the nursing home itself as a fine for the purpose of caring for older
people, her repeated use of “I" asserts her own identity within an aged population she does not
identify with. Besides the linkage to ageing and dementia, the participants also saw the nursing
home as being a place to die. All participants with the exception of Jack spoke of elderly
residents continually dying within the nursing homes, including David and Sean, who had
moved on to alternative accommodation. Sean referred to his nursing home experience as living
in “God'’s waiting room” (2528). The repetition of death instigated a questioning of their own
mortality and heightened their death anxiety. The impact of death and dying in the nursing
home dominated Liam's transcript, as he repeatedly conveyed the toll it was taking on him.

In the company of so many people dying it is just too much like. Really, really too
much... If somebody dies there is no movement in them [the older residents].
Whereas it really blows me when somebody dies like you know. Like, so many
people have died there, I'm in their company and helping people here and there
and next thing you know they are after dying. (Liam, 178—189)

Like the other participants, Liam depicts feeling overwhelmed surrounded by prolific death.
His reference to “no movement in them" draws a comparison between himself and the elderly

residents, who don't appear fazed by the frequent losses that leave him feeling knocked. This
may be interpreted as a consequence of his life stage, in which death is not the norm. There is
also a sense of suddenness in “next thing you know”, capturing the persistent abrupt and
startling nature of the deaths in spite of their frequency.



Qualitative research methodology (and methods)

Discourse analysis (DA) —the study of talk (verbal and nonverbal interactions) and text (language creates meaning)

‘)) < OUOCO More critical approach

Conversation analysis (CA) —analysis to describe the orderliness, structure and sequential patterns of interaction

(?Content analysis - qualitative data are coded and analysed numerically)



Sampling and sample size

Purposive sampling — participants who are able to provide ‘information-rich’

Marked difference to quantitative: not concerning bias or seeking generalisation

Talk about your
dinner last night

L



Sampling and sample size

Sampling strategies/techniques
Maximum variation (or heterogeneity) sampling
Snowballing

Theoretical sampling (for Grounded Theory)

Experiences of people living Needs of sex workers in A model of behavioural engagement
with poor controlled DM preventing STDs in medical classrooms




Sample size and Saturation
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Figure |I. Information power—Items and dimensions.

Saturation — debate! (notion of completeness)
originated from the grounded theory approach
Information power approach

one additional interview — not suddenly rich or
insightful (but richer or more insightful)

Too many - preclude deep, complex engagement with data

15-30 interviews — common in research aiming to identify
patterns (average 9-17)

4-8 focus ‘groups’ (3-8 participants each generally generate
a rich discussion)

Malterud 2016; Saunders 2018; Hennink 2021






Qualitative data collection methods

Individual interview

Focus group

Observation

Texual data including secondary sources

Data sources: interview, meeting, informal conversation, transcript, fieldnote,
qualitative survey, diaries, magazine, blogs, policy documents, video etc.



Data collection method: Individual interview

|deal for sensitive issues (face-to-face, telephone, virtual, email)

Semi-structured interviews (most common)
topic guide (interview schedule) contains probing questions
focus on the research questions but open to unanticipated topics — build rapport
maybe accompanied by scenarios for controversial issues (as third person)

Audio-recorded (with permission)

Participant information sheet (PIS), consent form, demographic data form



Table 2. Participant characteristics (/V = 19)

Characrerisrics N (%)

Age (years)

Mean (SD) 76.7 (8.0)
° Median 79
Demographic data g i, M
Gender
Female 9 (47.4)
Male 10 (52.6)
Marital status
Married or in a civil partnership 11 (57.9)
Widowed 3(15.8)
. . . . Divorced 3(15.8
Participant characteristics Separated lﬁm)
Single 1(5.3)
Ethnicity
CO nteXt Of the Stu dy British, Irish or White other 14 (73.7)
Indian/Asian 3(15.8)
African/Caribbean 1(5.3)
Other ethnic group 1(5.3)
Education completed
<15 years 3(15.8)
15-16 years 5(26.3)
17-20 years 3(15.8)
21+ years 8(42.1)
Dementia subtype
Alzheimer’s disease 8(42.1)
Vascular dementia 3 (15.8)
Frontal lobe dementia 2(10.5)
Lewy Body Dementia 1(5.3)
Parkinson’s Dementia 1(5.3)
Mixed dementia 3 (15.8)
Anantapong 2021 Unsure 1(5.3)

Time from diagnosis (years), mean (SD) 2.1(1.8)




Topic guide (semi-structured interview)

Research questions are not interview questions

Opening (introducing) and closing (clean-up) question

Start with less probing, sensitive and direct questions — flow logically and clustered

Clear questions — but flexible in the precise wording and order
Trying out questions on someone else — difficulty and tone — rework
Practising and anticipating any difficulties

more confident when listening to participants

mentally ticking off questions

Focused but flexible




Topic guide (semi-structured interview)

Questions

Part A) Experiences of eating, drinking, swallowing
1) What is your understanding of dementia?

2) What do you know about the later stages of dementia? How might develop

over time?

a. Probe around the difficulties of eating and drinking/swallowing — Would
you expect any difficulties with eating and drinking?
I.
b. What conversations have you had about this topic? (if any)
3) Tell me about your experiences of eating and drinking.

a. Have you noticed any changes since you were diagnosed?
I

If yes, which ones?

If yes, which ones?

Part B) Scenarios

We have some specific scenarios which we would like to discuss with you which you
may not have mentioned. Please let me know if you would not like to continue at any
point.

We wanted to understand how you would want your family or care team to approach
some of these scenarios at home. [Participants given each case study on a separate
sheet to read and interviewer asks the questions below]

Scenario A — Mrs S is 86 and has vascular dementia. She lives at home with her
daughter and her family. Mrs S has recently started to eat less and less and no
longer seems to find pleasure in foods she once really enjoyed. She often leaves
food at the end of her meal and finds it more and more difficult to feed herself. At
times Mrs S refuses to eat. Her daughter does not know what is the right thing to do
and if she should encourage her mum to eat or not.

1) Would you want to be encouraged to eat?

Anantapong 2021



Successful interviews

Keep your eyes on the recording equipment (plus carrying spare batteries)

Give participants a clear ideas of how long the interview would last (plus pre-/post-)
Not recommend doing more than one interview in a day — mix your mind

Location - participants feel comfortable and you feel safe, no distraction (and pets!)
Appropriate self-disclosure (with relaxed but professional looks)

Participants as the experts on their experiences

Transcribe each interview as soon as possible — adjust the next interview

Field notes — how you think the interview went, ideas for analysis, subsequent interview



Data collection method: Focus group

0%
o o
Data collected from multiple participants at the same time ®eo
Unstructured but guided discussion focuses around the research topic
Using a guide — test out, rework and practise (with scenarios, print image, film clip)
Among themselves, participants discussing points raised by the modulator
Mimic real life conversations, real vocabularies — not talking to a researcher
Access the views of underrepresented or marginalised groups (less intimidating)
Empowered, not isolated — some feel less uncomfortable discussing sensitive topics

Dominant, shy (quiet), bored (restless) participants



Data collection method: Focus group

Heterogenous or homogenous focus group - think about research topics
Acquaintances or strangers - either facilitate interactions or inhibit free discussion

Confidentiality and participant withdrawal — data management in PIS, consent form

Limitations

Broader socio-cultural or personal meanings (not able to elicit detailed personal narratives)

Busy professionals or geographically dispersed - logistically challenging

Topics raising strongly (emotive) conflicting views may not be suitable e.g. abortion



Data collection method: Observation

Often associated with ethnographic methodology, which can also use other methods
Systemic viewing of people’s actions
the recording, analysis and interpretation of their behaviours
Fieldnotes, observational schedules (checklists)
written up immediately following the observation — fail to recall at a later date
what did they look like, what did they say, how did you feel about them etc.

Overt vs Covert observation - modifying behaviours, ethical issues
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Rituals of Care: Karmic Politics in an Aging Thailand
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pbk US $22.95, ISBN 13: 9781501739736

Kanthee Anantapong (&)

Faculty of Medicine, Prince of Songkla University, Songkhla, Thailand and Marie Curie Palliative Care
Research Department, University College London, UK



WANDERING
the WARDS

Katie Featherstone and Andy Northcott

Routledge Studies in Héalthjand Medical Anthropology

Contents lists available at ScienceDirect

International Journal of Nursing Studies

journal homepage: www.elsevier.com/ijns

Routines of resistance: An ethnography of the care of people living with
dementia in acute hospital wards and its consequences

Katie Featherstone™*, Andy Northcott®, Jackie Bridges®

2 Cardiff University, School of Healthcare Sciences, Cardiff, UK
P De Montfort University, School of Allied Health Sciences, Leicester, UK
€ Faculty of Health Sciences, University of Southampton, Southampton, UK



Data collection method: Observation

( ) . ( ) ( ) ( ) 4 )
Primary
observation Audio tapes
Mental notes Reflerc(;zglr: and DATA 1 Video tapes Perm,anently DATA 2
Fieldnot Phot written Primary
Jotted notes Pre-analysis letanotes otos records analysis
Experiential data Memory
Forward planning
L J L J \_ Yy, L J L J L J

The data gathering process using fieldnotes

Adapted from Gray 2018



Data collection method: Textual data

Data primarily produced in a written form — in writing or typing
A. Participant-generated textual data
qualitative surveys, researcher-directed diaries , story-completion task:

participants record views or their experiences in relation to a series of
questions or prompts

B. Pre-existing textual data (secondary sources)
official documents, online forums, transcripts of TV programmes



Data collection method: Textual data

Davey and Emily have to make a decision about their three “left over” embryos
tollowing successtul in vitro fertilisation (IVF) treatment. One option is to donate
them to someone else trying to have a child...

Tom and Lisa have been seeing one another for a while. After having sex one night,
Tom realises that Lisa has not had an orgasm...

David has decided to start removing his body hair...

What happens next? (Please spend at least 10 minutes writing your story)

Story-completion task
- Deliberately ambiguous

Clarke et al. 2019 - Explore participants’ assumptions
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See you in the afternoon session...



Qualitative Data Analysis:
Thematic Analysis (TA)
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Qualitative data need analysis & interpretation

Participant quotes should not be left to speak for themselves but require further
analysis on the part of the researcher to explore their significance

Analytic reading of the participant’s words

Subjectivity of qualitative research - meaning, process, interaction




Data analysis method

Transcription — verbatim, maybe by a professional transcriber

[t —

Pseudo-anonymisation, pseudonyms (still debate)
Focus group — self-introduction helps gain familiarity of their voices
Cross-language: inconsistent guidelines — stay with the original language as long as possible

Then follow the standard procedures for each methodology/method: GT, IPA, DA, CA, TA



Thematic analysis (TA)

A flexible method for identifying, analysing and reporting patterns (themes) within data
Variations:

coding reliability TA (more deductive)

codebook TA

reflexive TA (more inductive)

Researchers cannot enter a theoretical vacuum when doing any TA (some interpretation)

Braun & Clarke 2006, 2021



1) data familiarisation and

writing familiarisation notes

2) systematic data coding

3) generating initial themes
Code: the most basic segment of the raw data that can be from coded and collated data
assessed in a meaningful way regarding the phenomenon:

usually one observation and one facet 4) developing and reviewing
themes

Thematic analysis (TA)

Theme™: patterns of shared meaning, united by a central
concept or idea: multiple observation and multi-faceted
(can contain divergent and disparate responses)

5) refining, defining and
naming themes

6) writing the report ‘

(Stages can be blended)

*usually confused with topics (esp. in coding reliability and codebook TA)

Braun & Clarke 2006, 2021



Example of (reflexive) TA

Family carers and hospital staff caring for people with severe dementia in acute hospitals

Specific research questions:

1. How do family carers and hospital staff initiate and have conversations about nutrition and
hydration for people with severe dementia during acute hospital admissions?

2. How do hospital staff communicate with family carers when planning care for nutrition and
hydration for people with severe dementia in acute hospitals and after discharge?

3. What are the potential strategies to improve communication about nutrition and hydration for
people with severe dementia in acute hospitals?

Anantapong 2022



...S0 our HCAs are like they’re excellent. | would be able to TA- Data COd | ng

manage this ward without our HCAs. What we tend to do is,
every Thursday, we have a meeting with our HCAs, the

therapists, the [00:27:54] ward manager, nurses, everyone, rOCeSS One faCet)

and each one of us tells our role in it. So | may just simply

say, “This man came in with a UTI, has been treated with

antibiotics and is medically-optimised. His bloods are

fine.” And the therapists will say their side, the HCAs will

say, “Listen, we noticed that he was really, really confused

and delirious to start off with and now he’s much more

settled.” Because they’re the ones who actually give us a Initiate the discussion
pattern [00:28:24] about brain fog or what happens in the

evening as to how quickly he becomes fatigued. And \

simple tiny, tiny things that | wouldn’t be able to pick up
because | don’t sit and stare at the patient for like full 8 Multidisciplinary team (MDT) work

hours, 12 hours of my shift.
Whereas they are there for — like one is to eight ratio or
Staff and time resources

something like that. But it’s not all people with dementia.

So the people who are capable, we just leave them by (in acute hospitals)
themselves and [00:28:54] help out if need be, but people

with dementia, they tend to have a more one-on-one Always think of your research questions!

nursing role... (Physician)




TA: Data coding process (one facet)

PWD = people with dementia

“..things are delayed in hospital, then you’d get someone come in, a
doctor then came in and talked about a feeding tube with me, and |
said “no, you’re not reading notes and you’re not talking to the
nursing staff correctly. You’re just making an assumption on what
you’ve read, and actually you need to see what’s happening here...”
(family carer of PWD)

“..obviously weekends there is skeleton staff because a lot of people,
consultants, everyone is off at weekends so you have not the full
capacity of staffing on weekends as you do on week days but... | think
in terms of recording... what the patient is eating and not eating that
would help other staff who come in...” (family carer of PWD)

“..it’s very, very important to involve the carer and the family, butin
my opinion, I’ve seen it times where I've felt that...we’re sort of over-
medicalising things when actually that isn’t in that patient’s best
interests... the family will really want the patient to be treated like IV
antibiotics, IV fluids, putting a — put in a PEG... is this actually what
that patient or this person wants?...” (hospital staff)

Use of feeding tube in hospital

Attitudes towards ANH for PWD

Shared decision-making

Consult with carers about PWD’ eating
Assumption of eating ability

Involve MDT in assessing and planning
Noticing eating and drinking problems
Ward policy and culture

Keep carers updated

Using medical notes and written docs

Shared decision-making

Balance intervention vs best interest
Knowing and respecting the person
Family preferences

Attitudes towards ANH for PWD
Rethink about the conflicting decisions



TA: Developing themes (multiple facets)

Codes can be...

combined, linked, changed, removed é Patterns across the data
promoted to (initial) themes

Jot down thoughts: qualitative analysis as part of writing up =

Using reflexive thematic analysis...
themes were developed from data, during the ‘coding process’

think about your research question(s): How do hospital staff communicate with
family carers when planning care for nutrition and hydration for people with
severe dementia in acute hospitals and after discharge?



TA: Developing themes (muttiple facets)

During the coding process... | repeatedly saw ‘shared decision-making’, ‘best-interest’, ‘consult carers’,
‘involve MDT’, ‘over-assumption’, ‘using medical notes’....

Writing up (multiple facets): ‘The communication needs all of these to meet everyone’s needs and
preferences, but it can be fragmented across the MDT and people may not consider the best-interest of

the person... so on...

Initial theme: Keep everyone in the equation (but this’s still one facet, not reflecting the pattern)

Refining and naming: working with your team (regular meeting, presentation and discussion of themes)

Finalised Theme 2: Communication aiming to develop agreed care plans



TA: Developing themes (multiple facets)

(Anantapong 2022)
Then themes were finalised... and we had four themes*...

1. Prerequisites to initiating communication about eating and drinking
2. Communication aiming to develop agreed care plans

3. Difficulty discussing palliative and end-of-life care
4

Needs of information and plans about future eating and drinking difficulties

*Not simply a topic like ‘initiation of conversation, ‘communication about eating and
drinking, ‘discussion about end-of-life care, or ‘information about eating’



Traditional methods

Paper, coloured pens, sticky notes,
large format display boards

MS Word and Excel

Maher 2018
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Practice 1: Muslim parents’ beliefs and factors influencing
complete immunization of children aged 0-5 years in a Thai
rural community: a qualitative study

Investigators: Tagwa Jinarong, Rattanaporn Chootong, Polathep Vichitkunakorn,
Praneed Songwathana

Objectives: To investigate Muslim parents’ beliefs and factors influencing them to
complete immunization of children aged 0-5 years in Yala province, Thailand

Participants: Muslim parents, community/religious leaders

Data collection method: Three homogenous groups of complete vaccination,
incomplete vaccination, or community/religious leaders

Jinarong et al. 2023 (BMC Public Health, in press)
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Jinarong et al. 2023 (BMC Public Health, in press)

Paositive factors influencing positive beliefs
and vaccine acceptance
* Accessibility of reliable sources
+= Imitation of leaders and community-health-network
* Positive experiences with childhood vaccination

= Religious views related to the scientific aspects

Megative factors influencing negative belief, hesitancy, and
refusal of vaccination
* Perceived disadvantages of vaccines spread by word-of-mouth
+ Belief on person over empirical evidence
* Religious views based on self-interpretation

+ Lack of public information about halal vaccines

Positive vaccine beliefs

= Knowledge and awareness of childhood vaccination
* Trust in vaccine efficacy and safety
* Religious faith: God is a power of attorney and protector

= Trust in halal vaccines

Negative vaceine beliefs

+ Bias against vaccine efficacy and safety
* Personal beliefs on sources of vaccines
+ Religious misconceptions toward underrated vaccines and

halal concerns

4ﬁ| Vaccine acceptance, hesitancy, and refusal |‘7

| Complete or incomplete vaceination behavior |‘—| Powerful decision-maker




Practice 2: Attitudes and perceptions towards advance care
planning in elderly patients with cancer and their caregivers

Investigators: Supakorn Sripaew, Sawitri Assanangkornchai, Polathep
Vichitkunakorn, Rungarun Kittichet

Objectives: To describe attitudes and perceptions towards advance care planningin
elderly patients with cancer and their caregivers

Participants: Elderly patients with cancer and their caregivers

Data collection method: Individual semi-structured interviews

Sripaew et al. (during data analysis)
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Objectives: To describe attitudes and perceptions
towards advance care planning in elderly patients

with cancer and their caregivers



Initial theme development (Examples 2.1 and 2.2)

* Open and honest discussion with family members but may not with older
persons.

* Stronginfluence of family members in making the decisions — although they
would respect the wishes of the person, they sometimes override the person’s
decisions.

* Trust with the physicians, but they might be hiding something to avoid creating
unnecessary anxiety in patients and their family.

* Poor awareness and understanding about advance care planning



Qualitative data analysis software

MAXQDA, Nvivo, ATLAS.ti ... and so on
Unfortunately, not analysing the data for you
... you still need to code the data and develop themes
But will help...
store and organise the data (e.g. transcripts, fieldnotes)
facilitate coding process and organise codes
visualise and identify patterns (and themes): divergent and disparate data

retrieve illustrative data
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Reporting qualitative research

Writing up and publication — Journal’s scope, interest and word limits

Well-organised patterns and coherent stories (vs random and chaotic)

Use different language
Co-construct: generate, develop (avoid using ‘reveal, discover, uncover, emerge’)
Direct quotes: participants said..., reported..., perceived...

Themes and illustrative data: excerpts from transcripts (quotes) and fieldnotes, photos etc.



Organisational policies — such as protected mealtimes, restrict-
ed visiting hours and infection control - could further limit

opportunities for families to undertake care-giving roles:

Fieldnotes Site 2: (Daughter talking to her father) ‘No one will come

tomorrow. It’s cleaning day, so they won't let us in tomorrow.’

Participants generally discussed dementia symptoms and
overall progression in relation to memory problems and
decreasing levels of awareness. Eating and drinking problems
were not yet considered relevant by some who had not
experienced them (see illustrative quote “Theme number 1
Quote number 1" (T1Q1) in Table 3). Many participants
focused on the present and hoped that they would die before
developing such problems (T'1Q2). A few felt the whole

subject was irrelevant to them and avoided discussing it.

Anantapong 2021, Kelley 2019

|[Llustrative data: Quotes

Table 3. Illustrative quotes from people with mild dementia

Theme 1: Awareness of eating and drinking problems

TIQI

T1Q2

T1Q3

T1Q4

The bigger problem to me is thinking and not being able to remember things. Forgetting people’s names and really think
around in your mind and never get it, and suddenly out of the blue, 2 min later, it comes into your mind. To me, that’s the area
of problem, nothing to do with eating or anything. (P12, male, 8185 years old)

But to be honest, I don’t think that we will arrive there (having eating and drinking problems). I will die before. T am 7X. (P16,
male, 76-80 years old)

It’s later. I mean call me in a years’ time, and my life might have changed. And then we can talk more, if I can still talk. And
probably you would involve my wife because she would be the carer. (being asked about a discussion on cating and drinking
problems) (P02, male, 76-80 years old)

If they understand. . .that everything’s going to be degraded at. . .the end stage. Then these questions would not be so troubling
for them and so they could be handled in advance. (being asked about advance discussions on eating and drinking problems)
(P17, male, 8185 years old)

Theme 2: Food and drink representing an individual’s identity and agency

T2Q1

T2Q2

T2Q3

T2Q4

I don’t know if it’s good to say, but I think this illness has changed me completely. That’s why I have this faith that I'm going to
be better, because I'm doing all the right things and it is that has changed me to live the way I am. (referring to eating healthy
food) (P15, female, 71-75 years old)

I’'m sorry that my difficulties with swallowing bar me from joining in the food eating in company because I feel that’s a shame
that 'm missing out on that, but I just can’t bear to be where people are shovelling. . .. T just didn’t want to be there when all I
could eat was grapes. (P09, female, 71-75 years old)

They'd be changing, reversing it round. I'm the mother of them and then it would turn around and they'd be the mother of me
almost, and I wouldn’t like that. (P03, female, 76-80 years old)

But if the person is in really advanced dementia, I'm not sure how much they’ll notice that and if they do notice it wouldn’t
really be a problem to them. They’re not active. I don’t imagine they’re active; do they get up and walk around? (being asked
about gastrostomy and intravenous hydration) (P17, male, 81-85 years old)



lllustrative data: Quotes

Difficulty discussing palliative and end-of-life care

At the end of life, staff felt the conversations were particularly
difhcult because they ‘can 't just jump in and start talking about
nutrition_and_hydration_and [feeding and] swallowing at the
end of life’ (Nurse, PF10). There could be @ lot of questions
about how long someone is [eoing to] live and if theyre [eoing
to] starve to death or die of thirst’ (Therapy staff, PF06). Staff

needed to understand overall dementia progression, have

some indication of prognosis and be sure that the family was
ready to discuss end-of-life care.

[Families] can see the patient’s deteriorating, [feeding and] swallowing’s getting
more difficult, appetite’s deteriorating. They know this conversation has to

happen, and maybe for many different reasons a family is resistant to that
conversation. Theyre fearful of what’s coming, fearful of the motives of staff,

ﬁ’m‘ﬁd that this means death is more imminent, any combination af those rp‘!ﬂ'ngs’.

Anantapong 2022 (Nurse, PF10)



Trustworthiness

Trustworthiness In preference to*...

Credibility Internal validity
Transferability External validity/ generalisability
Dependability Reliability
Confirmability Objectivity

*Counterproductive if using dominant perspectives of quantitative research




Trustworthiness Shenton 2004

Trustworthiness Examples of strategies

Adoption of appropriate, well-recognised research methods; triangulation via use of
different methods, different types of informants and different sites; iterative
questioning; negative case analysis; debriefing sessions between researcher and

Credibility superiors; reflective commentary; description of background, qualifications and
experience of the researcher, member checks of data collected and interpretations/
theories formed; thick description of phenomenon under scrutiny; examination of
previous research to frame findings

Provision of background data to establish context of study and detailed description of

Uit S phenomenon in question to allow comparisons to be made

Employment of overlapping methods, in-depth methodological description to allow

Dependability study to be repeated

Triangulation, admission of researcher’s beliefs and assumptions, in-depth
Confirmability methodological description to allow integrity of research results to be scrutinised, use
of diagrams to demonstrate “audit trail”



We conducted semi-structured individual qualitative interviews with
family carers and hospital staff in England and adopted the onto-
logical assumption of critical realism and the epistemological

approach of contextualism, which assumes that some authentic re-

Tr u StWO rt h i n e S S ality exists to produce knowledge, but the knowledge is influenced by

social factors, so we can only partially assess the realit\,r.”
Anantapong 2023

Reflexivity

The research team consisted of psychologista old age psy-
) .. .. chiatrists, gener;{l practitioners, social care researchers, and
Context and subjectivity (reflexivity) speech and language therapists working with people with
3 strength! dementia and carers and with experience of famil}f dEI"ﬂEI]l’iH‘

care. Our research focuses on dementia care at the end of
life, and we share a general view that eating and drinking

at this stage should focus on qualir}f of life and comfort

. rather than maintenance of nutritional status. This might
Anantapong et al. Age and Ageing® 2021 ©

Anantapong et al. Age and Ageing*, 2022

l]l-'lVE'. iIlﬂLlE‘IlCEd 'Ehf‘. I'E'.SE‘EI_I'CIL We I'EHE.CI'Ed on our views

thmughmlt the research and considered their impact. We

*|F: 12.782, No. 1 in Geriatrics and Gerontology (WoS, 2022) 1-115-1} II]CllldE'Cl PPI l"I]EH]bEl‘S ro llE‘.lp s dESlgIl I'hE' SL'LICI}" ‘EI_I]CI

(all free to download) interpret the data to strengthen our approach.




Quality assessment (checklist?)

Be explicit about your theoretical position (cite it in your paper)

Universal criteria — not particularly useful but may guide the overall structure e.g. COREQ
‘the tail (the checklist) is wagging the dog (the qualitative research)’

Flexibility and adaptable — theoretical congruence

See ‘Introduction to Special Issue Quality in Qualitative Approaches: Celebrating Heterogeneity’
(Lester & O’Reilly 2021) — a series of guidelines or checklists for specific position including TA

O’Reilly 2012, Lester & O’Reilly 2021



Table 1. A tool for evaluating thematic analysis (TA) manuscripts for publication: Twenty questions
to guide assessment of TA research quality.

These questions are designed to be used either independently, or alongside our methodological writing on TA,
and especially the current paper, if further clarification is needed.

Adequate choice and explanation of methods and methodology

1. Do the authors explain why they are using TA, even if only briefly?

2. Do the authors clearly specify and justify which type of TA they are using?

3. Is the use and justification of the specific type of TA consistent with the research questions or aims?

4. s there a good 'fit" between the theoretical and conceptual underpinnings of the research and the specific type
of TA (i.e. is there conceptual coherence)?

A tOOl fO r 5. Is there a good ‘fit’ between the methods of data collection and the specific type of TA?
6. Is the specified type of TA consistently enacted throughout the paper?
1 7. Is there evidence of problematic assumptions about, and practices around, TA? These commonly include:
eva l‘u atl N g TA ® Treating TA as one, homogenous, entity, with one set of — widely agreed on — procedures.
(20 q uestlons) Combining philosophically and procedurally incompatible approaches to TA without any acknowledgement

or explanation.

Confusing summaries of data topics with thematic patterns of shared meaning, underpinned by a core
concept.

Assuming grounded theory concepts and procedures (e.g. saturation, constant comparative analysis, line-by
-line coding) apply to TA without any explanation or justification.

Assuming TA is essentialist or realist, or atheoretical.

Assuming TA is only a data reduction or descriptive approach and therefore must be supplemented with
other methods and procedures to achieve other ends.

8. Are any supplementary procedures or methods justified, and necessary, or could the same results have been
achieved simply by using TA more effectively?

9. Are the theoretical underpinnings of the use of TA clearly specified (e.g. ontological, epistemological
assumptions, guiding theoretical framework(s)), even when using TA inductively (inductive TA does not equate
to analysis in a theoretical vacuum)?

10. Do the researchers strive to ‘own their perspectives’ (even if only very briefly), their personal and social
Braun & Clarke 2021 standpoint and positioning? (This is especially important when the researchers are engaged in social justice-
oriented research and when representing the ‘voices’ of marginal and vulnerable groups, and groups to which
the researcher does not belong.)

11 Ava thea anmahdice mrarcradiirae 11ead ~lasvly Aridlicnad and Aacrribad im Farmme afF wanithat fha asnthare sctrialle AiA



Wrap-up

Theoretical perspectives and research questions are important when designing a study
Data collection and analysis methods should be in line with methodological perspectives
Decisions about sampling and sample size are aimed to gain rich and complex data
Thematic analysis is a flexible and accessible approach and may be used in Medicine
Reporting qualitative research requires specific practices, including for quality assessment

Subjectivity and reflexivity are a strength of qualitative research, rather than a weakness



References

Abfalter D, Mueller-Seeger J, Raich M. (2021). Translation decisions in qualitative research: a systematic framework. International Journal of Social Research
Methodology, 24(4), 469-486.

Anantapong K, Barrado-Martin Y, Nair P, Rait G, Smith CH, Moore, KJ, Manthorpe J, Sampson EL, Davies N. (2021). How do people living with dementia perceive eating
and drinking difficulties? A qualitative study. Age Ageing, 50(5), 1820-1828. doi:10.1093/ageing/afab108

Anantapong K, Davies N, Sampson EL. (2022). Communication between the multidisciplinary team and families regarding nutrition and hydration for people with severe
dementia in acute hospitals: a qualitative study. Age Ageing, 51(11), 1-10. doi.org/10.1093/ageing/afac230

Anantapong K, Sampson EL, Davies N. (2023). A shared decision-making model about care for people with severe dementia: a qualitative study based on nutrition and
hydration decisions in acute hospitals. Int J Geriatr Psychiatry, 38(2), 1-11. https://doi.org/10.1002/gps.5884

Braun V, Clarke V. (2006). Using thematic analysis in psychology. Qualitative Research in Psychology, 3(2), 77-101
Braun V, Clarke V. (2013). Successful Qualitative Research: A Practical Guide for Beginners. London: SAGE Publication Ltd.
Braun V, Clarke V. (2021). Thematic Analysis: A Practical Guide. London: SAGE Publications Ltd.

Braun V, Clarke V. (2021). One size fits all? What counts as quality practice in (reflexive) thematic analysis? Qualitative Research in Psychology, 18(3), 328-352.
doi:10.1080/14780887.2020.1769238

Charmaz K, Thornberg R. (2021) The pursuit of quality in grounded theory, Qualitative Research in Psychology, 18:3, 305-327, DOI: 10.1080/14780887.2020.1780357

Clarke V, Braun V, Frith H, Moller N. (2019). Editorial Introduction to the Special Issue: Using Story Completion Methods in Qualitative Research. Qualitative Research in
Psychology, 16(1), 1-20.

Dwyer A, Heary C, Ward M, MacNeela P. 2019. Adding insult to brain injury: Young adults’ experiences of residing in nursing homes following acquired brain injury.
Disability and Rehabilitation 41 (1):33-43.

Fisher E, Crawley S, Sampson EL, Cooper C, Jones R, Anantapong K, Moore K. (2022). Practical and emotional preparation for death: A mixed methods study
investigating experiences of family carers of people with dementia. Dementia (London), 21(3), 934-956. doi:10.1177/14713012211066674



Gray DE. (2018). Doing Research in the Real World (4 ed.). London, UK: SAGE Publications Ltd.

Hennink M, Kaiser BN. (2022). Sample sizes for saturation in qualitative research: A systematic review of empirical tests. Soc Sci Med, 292, 114523.
doi:10.1016/j.socscimed.2021.114523

Kelley R, Godfrey M, & Young J. (2019). The impacts of family involvement on general hospital care experiences for people living with dementia: An ethnographic
study. IntJ Nurs Stud, 96, 72-81. doi:10.1016/j.ijnurstu.2019.04.004

Lester JN, O'Reilly M. (2021). Introduction to Special Issue Quality in Qualitative Approaches: Celebrating Heterogeneity. Qualitative Research in Psychology, 18(3),
295-304.

Maher C, Hadfield M, Hutchings M, de Eyto A. (2018). Ensuring Rigor in Qualitative Data Analysis: A Design Research Approach to Coding Combining NVivo With
Traditional Material Methods. InternationalJournal of Qualitative Methods, 17, 1-13. doi:DOI: 10.1177/1609406918786362

Malterud K, Siersma VD, Guassora AD. (2016). Sample Size in Qualitative Interview Studies: Guided by Information Power. Qual Health Res, 26(13), 1753-1760.
doi:10.1177/1049732315617444

Nizza IE, Farr J, Smith JA. (2021) Achieving excellence in interpretative phenomenological analysis (IPA): Four markers of high quality, Qualitative Research in
Psychology, 18:3, 369-386, DOI: 10.1080/14780887.2020.1854404

O’Reilly M, Parker N. ‘Unsatisfactory Saturation’: a critical exploration of the notion of saturated sample sizes in qualitative research. Qualitative Research, 13(2),
190-197. doi: 10.1177/1468794112446106

Saunders B, Sim J, Kingstone T, Baker S, Waterfield J, Bartlam B, . . . Jinks C. (2018). Saturation in qualitative research: exploring its conceptualization and
operationalization. Qual Quant, 52(4), 1893-1907. doi:10.1007/s11135-017-0574-8

Thornberg R, Halldin K, Bolmsjd N, Petersson A. (2013) Victimising of school bullying: a grounded theory, Research Papers in Education, 28:3, 309-329, DOI:
10.1080/02671522.2011.641999

Shenton AK. (2004). Strategies for ensuring trustworthiness in qualitative research projects. Education for Information, 22, 63-75.

van Nes F, Abma T, Jonsson H, Deeg D. (2010). Language differences in qualitative research: is meaning lost in translation? Eur J Ageing, 7(4), 313-316.
doi:10.1007/s10433-010-0168-y



Any questions or final thoughts?
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