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Appendix 2 

Systematic Synthesis Family Relationships and Dementia Studies Included in Literature Review 

Authors Sample Methodology Research Questions Key Findings 

Clare, L. & Shakespeare, P. 
(2003) Negotiating the impact of 
forgetting, Dimensions of 
resistance in task-oriented 
conversations between people 
with early-stage dementia and 
their partners UK 

10 married couples recent 
attendance at memory clinic  
One partner had been given a 
diagnosis of AD in the early 
stages, MMSE score of 18 or 
above 

Voice relational analysis of tape 
recorded conversations between 
spouses, conversation focused 
around set (rehearsed) task, for 
5 minutes, to achieve a 
statement or sentence 
describing current situation. 
Researcher not present during 
conversation, card describing 
task left with couple 

How are the individual voices of 
people with dementia (PLWD) 
and their partners evident in the 
conversations and what 
dimensions of resistance can be 
discerned in this context 
What discourses or 
representations of dominant 
societal voices do participants 
draw on in constructing an 
account of their situations 
What are the implications for the 
positioning of self and other in 
conversation 

Resistance used by both PLWD 
and partner, political and 
psychological resistance. Forms 
of resistance used not congruent 
and both engaged in not 
‘hearing’ the other’s difficulties 
Difficulty in achieving a joint 
voice  
Shift in balance of power to 
partner, positioning PLWD as 
forgetting 
Limited range of discourses that 
could be drawn upon, ageing 
and memory loss 

Daniels, K. J. Lamson, A. L. & 

Hodgson, J. (2007) (USA)  

An Exploration of the Marital 

Relationship and Alzheimer’s 

Disease: One Couple’s Story, 

USA 

1 couple, one of whom 
diagnosed with AD,  
Recruited through an agency 
that serves supports and 
educates ageing individuals.  
Diagnosis 5 years prior to study 

Qualitative single-subject case 
study, Narrative methodology, 
systemic theory 
Narrative analysis and social 
constructionism.  
3 semi-structured interviews with 
the couple together within 6 
months 

How a couple construct a 
shared story together when AD 
is a part of their relationship 

Positive reflections on life 
together and lifelong 
commitment with some 
evaluation of impact of current 
changes 
Exceptions to above involved 
experience of losses and future 
anticipated loss 
The importance of family and 
social support networks 
The impact of role changes 
brought about by the experience 
of AD 

Davies, J.C. (2011)  
Preserving the “us identity” 
through marriage commitment 
while living with early-stage 
dementia, Canada 
 

6 couples, recruitment from 
memory clinic after one had 
received diagnosis of early 
stage AD. 
Also involved in drug trial 

Mixed methods, scales and 
interviews, two interviews at 
home with couple together 
during the interview 
Narrative inquiry and analysis 

Provide a better understanding 
of what it means for couples to 
live with early-stage dementia 
and to explore how couples 
come to understand 
commitment as a response 

Staying together, for richer for 
poorer 
Recognition that something is 
changing looking for answers 
and maintaining ‘us’ 
Relationships matter and involve 



partnerships for life, reciprocity, 
resilience and forgiveness 

Forbat, L. (2003) 
Relationship difficulties in 
dementia care, UK 

1 care dyad, mother and 
daughter, mother diagnosed 
with AD. 
Not clear where recruited from 

Qualitative, single case study, 
separate interviews with mother 
and daughter using a 
biographical approach  
Discourse Analysis 

To produce a ‘discursive 
analysis’ of the accounts of a 
care dyad exploring identify 
constructions and the 
articulation of longstanding 
relationship difficulties 

Production of “interacting 
storylines” which illuminate the 
impact of past relationships on 
current relational functioning and 
the impact of caregiving 
Highlights importance of 
considering authenticity and 
positioning in the accounts of 
dyadic relationships  

Hellström, I., Nolan, M. & Lundh, 
U. (2007)  
Sustaining Couplehood, 
Spouses strategies for living 
positively with dementia, 
Sweden 

20 Couples one of whom has a 
diagnosis of dementia (most 
commonly mixed dementia),  
Recruited through a local 
assessment unit, via a nurse 

Longitudinal qualitative study 
using semi-structured 
interviews, every 6 months. 
Interviews carried out separately 
but for most couples, ultimately 
interviewed together. 
Constructivist Grounded Theory.  
 

Explore the way in which people 
with dementia and their spouses 
experience dementia over time, 
especially the impact it has on 
interpersonal relationships and 
patterns of everyday life 

Sustaining couplehood 
(including talking things through, 
expressing affection, making the 
best of things and keeping the 
peace) 
Maintaining involvement 
(including playing an active part, 
taking risks, handing over, 
letting go and taking over) 
Moving on (remaining a we, 
becoming an I and a new 
beginning) 

Hellström, I., Nolan, M. & Lundh, 
U. (2005) 
 We do things together, A case 
study of couplehood in 
dementia, Sweden 

One couple, one of whom had 
dementia , recruited through a 
local assessment  unit, via a 
nurse 

Longitudinal qualitative study 
using semi-structured 
interviews, every 6 months. 
Interviews carried out separately 
but ultimately together. 
Constructivist Grounded Theory. 

To explore the impact of 
dementia on the couples’ 
understanding of home, their 
everyday life and relationships 
and their dignity and autonomy 

A loving and helping relationship 
Doing things together 
Beyond personhood towards 
couplehood 

Hydén L-C. & Nilsson, E. (2015) 
Couples with dementia: 
positioning the ‘we’ Sweden 

11 couples, Diagnosis of PLWD, 
9 had AD, 1 had DLB and 1 had 
VD. PLWD were described as 
having Mild dementia. Age 
range between 57 and 86 Av 
length of marriage 44 years 
Recruited through geriatric clinic 
 

Mixed methods, frequency of us 
of ‘we’ and ‘I’ pronouns. 
Conversational Analysis and 
Positioning theory 
Semistructured interviews at a 
single point in time 
Couples interviewed together 
and asked 3 main questions 
2 interviewers present 
Sessions videotaped 

To understand how spouses 
jointly understand themselves as 
a couple and in what ways this 
can facilitate a couple’s 
relationship and their shared life 

Couplehood as a stable social 
unit on which their lives together 
are based and allows for 
expressions of individuality 
Erosion of the ‘we’ as a 
consequence of dementia, but 
strategies used to maintain ‘we’ 
by both parties supported by 
commitment and loyalty 
 



Merrick, K., Camic, P.M. & 
O’Shaughnessy (2013) 
Couples constructing their 
experience of dementia: a 
relational perspective UK 

7 couples were recruited via the 
Alzheimer’s society. Ages of 
PLWD ranged between 65 and 
87, ages of partner between 63 
and 84. Four PLWD had AD, 
One had VD. One had a mixed 
AD and VD and one had FTD.  

IPA study using semi structured 
interviews at a single point in 
time. Couples were interviewed 
together.  

Explore the impact of dementia 
upon aspects of couple 
relationships and the impact of 
couple relationships on the 
experience of dementia 
How couples adjust to loss, how 
personhood of PLWD is 
promoted and how a sense of 
couplehood is sustained 
Develop an understanding of 
what it means to be a PLWD in 
a couple relationship  

5 Superordinate themes: 
Foundations which referred to 
the way in which their 
relationship was built 
Altered structures, referring to 
how structure and organisation 
of their relationship had altered 
Self-reconstruction referred to 
how PLWD reflected on sense 
of self, and Flexible scaffolding 
referred to how care partners 
supported self-hood and identity 
Reviewing the plans, referred to 
how the PLWD was able to 
reflect on their own and their 
partners experience of dementia 

Molyneaux, V. J., Butchard, S., 
Simpson, J. & Murray, C. (2011) 
The co-construction of 
couplehood in dementia UK 

5 co-habiting couples, 1 of 
whom diagnosed with AD 
Recruitment through CMHT 
All PLWD were aware of 
diagnosis, had verbal ability 
sufficient to participate and had 
a co-habiting partner 

Constructivist Grounded Theory  
In depth qualitative interviews, 
couples interviewed together in 
their own home 

What impact does dementia 
have upon a couple’s 
relationship or a couple’s 
relationship have on dementia 
How do couples co-create their 
account of couplehood in 
dementia 

Shifting identities within 
couplehood 
Maintaining the relationship 
despite dementia 
The good old days 
Technically being a carer 
Sharing the experience of 
dementia 

Purves, B. A. (2010)  
Exploring positioning in 
Alzheimer’s disease through 
analysis of family talk Canada 

1 family consisting of the couple 
and their 3 adult children, 
recruited through a local clinic. 
The PLWD has received a 
diagnosis of AD 

In-depth interviews, participant 
observation, analysis of naturally 
occurring family conversations 
Positioning and Conversation 
Analysis 
 

To understand how family 
members negotiate changing 
roles and relationships 
associated with a diagnosis of 
AD in one individual,  
To understand how meanings of 
the illness and the changes are 
constructed  

The difficulties for the family 
including the PLWD of 
positioning her as a person with 
AD, or openly discussing the 
difficulties she experiences 
The use of normalising 
explanations by the family and 
the competing perspectives of 
different family members 
Renegotiation of longstanding 
roles, maintaining identity while 
enabling the activity to continue 
Challenging longstanding role, 
where maintaining the role 
carries risk 



Roach, P., Keady, J., Bee, P. 
and Williams, S. (2014) 
‘We can’t keep going on like 
this’: identifying family storylines 
in young onset dementia UK  

5 families participated, recruited 
from within NHS services. 4 
PLWD had AD 1 had FTD. 2 
PLWD were Male, 3 were 
female. 5 spouses participated, 
1 adult child, 1 brother and 1 
Uncle. None of the PLWD were 
employed at the time of the 
study. All were white British.  

Longitudinal Narrative Analysis 
underpinned by a biographical 
approach 
Theoretically informed by the 
Family Systems Illness Model 
(Rolland, 1988) 
Developed detailed family 
biographies with five families 
over 12 to 15 months. Initial visit 
involved a semi-structured 
interview followed by frequent 
visits to facilitate the completion 
of the family biography using 
unstructured interviews. 
Analysed through holistic 
narrative analysis and 
categorical content analysis 

To gain an in-depth 
understanding of the day-to-day 
experience of young onset 
dementia in a family centred 
context 

A number of family storylines 
emerged: 
Agreeing storyline, a family 
discourse presented as one with 
a strong shared narrative of 
togetherness 
Colluding storyline, where family 
members ‘plotted together’ to 
maintain a particular narrative. 
This closes off some family 
members from the story 
Conflicting storyline, where 
disagreement and divergence in 
presentation occurs and hostility 
may be present 
Fabricating storyline, Altering 
details of the story to mislead 
and misinform 
Protecting storyline used to 
ameliorate stress and support 
identity, but can be 
disempowering 
Illustrates reciprocal influence of 
dementia and family 
relationships on the ways in 
which families cope 

Robinson, L., Clare, L. & Evans, 
K. (2005)  
Making sense of dementia and 
adjusting to loss: Psychological 
reactions to a diagnosis of 
dementia in couples, UK 

9 couples, one of whom had a 
diagnosis of dementia, recruited 
from 4 memory clinics  
Classified as having mild or 
moderate dementia. 7 had a 
diagnosis of probably AD, 2 of 
VAD 

Joint, semi-structured interviews 
Interpretive Phenomenological 
Analysis 

Explore psychological reactions 
to a diagnosis of dementia in 
couples in which one partner 
has received a diagnosis of 
dementia within the last two 
years 
To explore the extent to which 
their responses can be 
reasonably interpreted within a 
framework of loss 

Not quite the same person, 
passing it off/ acceptance 
Tell me what actually is wrong 
Everything’s changed,  
We have to go from here 
Which involved  negotiating 
difficulties while developing 
resilience and adjusting together 
and individually 

Svanström, R. & Dahlberg, K. 
(2004) Living with Dementia 
Yields Heteronomous and Lost 

5 couples, one of whom had a 
diagnosis of dementia, all were 
living at home and 4 were in 

Unstructured interviews using 
diaries kept by spouses without 
dementia to explore the lived 

Investigate the lived experience 
of dementia for spouses, where 
one of them is diagnosed with 

Persons with dementia and their 
spouses become lost in the 
experience of dementia and are 



Existence receipt of varying degrees of 
support from community 
services such as day care and 
respite. All were recruited from 
primary care 

experience. Partners 
interviewed separately 
Phenomenological research 

dementia no longer able to have an 
independent existence 
Increasing sense of 
responsibility for spouse and 
loss of responsibility for PLWD 
Futility, hopelessness and 
homelessness of the experience 
for both parties 

Ward-Griffin, C. Oudshoorn, A. 
Clark, K. & Bol, N. (2007)  
Mother-Adult Daughter 
Relationships Within Dementia 
Care: A Critical Analysis, 
Canada 

10 Mothers with AD and their 15 
Daughters (some mothers had 2 
or more daughters) Recruitment 
from care agencies and primary 
care 

Semi-structured qualitative 
interviews using an in-depth 
focused interviewing approach 
Participants interviewed twice 
separately 
Feminist and life-course 
theoretical position 

How do mothers and daughters 
describe their relationships with 
one another within dementia 
care 
What contextual factors shape 
these relationships 
What are the health experiences 
of mothers and daughter in 
dementia care 

Two major “dialectical” 
dimensions of the relationship 
Task focused- emotion focused 
Deficit based- strength based 
4 types of mother daughter 
relationships: 
Custodial 
Combative 
Co-operative 
Cohesive 

Wawrziczny, E., Pascal, A., 
Ducharme, F., Kergoat, M-J. 
and Pasquier, F. (2014) 
Couples’ experiences with early-
onset dementia: an interpretive 
phenomenological analysis of 
dyadic dynamics France 

16 couples, 7 CG spouses were 
female, 9 were male. Mean age 
57.4 years. PLWD mean age 
57.3 years. Means score on 
MMSE 19. Married for average 
of 30 years. PLWD not 
employed and 4 couples had 
dependent children. All PLWD 
had a diagnosis of AD. 
Recruited through a local 
hospital centre 

IPA study of lived experience of 
couples using semi-structured 
interviews couples interviewed 
together. Analysis sought to 
capture interactions about their 
individual and shared 
experiences 

To understand the couples’ 
difficulties and needs 
To understand the impact of the 
disease’s onset on the couple’s 
relational dynamics and provide 
evidence of the partners 
individual and dyadic adjustment 
modes for coping with the 
disease 

Both partners engaged in 
protective behaviours 
Divergence in views about help 
needed, need to find a balance 
between offering help and 
protecting person (both 
partners) 
Fluctuation in condition makes 
adaptation difficult, CG spouses 
expect PLWD to fight, try harder 
Only 2 CG spouses adopted 
flexibility 
Majority more rigid in approach 
Causing increased tension in R 
Spouses mood affected by 
PLWD 
From protection to control, CG 
spouses  
1/3

rd
 experienced relationship 

difficulties as a consequence of 
control 



Key: PLWD= person with dementia, AD = Alzheimer’s Disease, VAD = Vascular Dementia, CMHT= Community Mental Health Team FTD = Frontotemporal Dementia, bvFTD= 

behavioural variant frontotemporal dementia,  

 

 

Two strangers under the same 
roof 
There is no couple anymore 



Appendix 3 Assessment of Quality of Articles Family Relationships and Dementia 

Article/ Criteria A1 A2 A3 A4 A5 A6 A7 B1 B2 B3 B4 B5 B6 B7 

Clare et al. Y P P Y Y Y Y Y Y Y Y Y Y Y 

Daniels et al. Y Y P Y P Y Y Y Y P Y Y Y Y 

Davies Y Y P Y P P P P Y P P P P P 

Forbat Y Y Y Y Y Y Y P Y Y N Y Y Y 

Hellström et al. Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Hellström et al. 

(2005) 
Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Hydén and 
Nilsson  

Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Molyneaux et al. Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Merrick 
et al.  

Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Purves Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Roach 
et al.  

Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Robinson, L. et 

al. 
Y Y Y Y Y Y Y Y P P Y Y Y Y 

Svanström et al. Y Y P Y P Y P P P Y Y Y P P 

Ward-Griffin et al. Y Y Y P Y Y Y Y Y Y Y Y Y Y 

Wawrziczny 
et al.  

Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Key: Y = criterion fulfilled. P = criterion partially fulfilled N = not fulfilled 



Appendix 4 

Behavioural Variant FTD and Family/ Personal Experiences Studies included in the literature review 

Author, Year and Country Participants 
Design/ measures 
Method of analysis 

 
Hypothesis/ Objectives 
 

Results 

Ascher, E.A., et al. 

(2010) USA 

 

52 male-female couples 

recruited by the Memory 

and Aging center at the 

University of California.  

15 FTD couples, av age 

of CG 56.90 av age of 

PWFTD 60.37. 16 AD 

couples, av age of CG 

54.02, av age of PWAD 

59.28. 21 health controls, 

av age 64.03 and 66.58.  

FTD group, 13 Female 

CG’s and 2 Males. 2 

Female PWFTD, 13 

Males. 

AD group, 10 female 

CG’s and 6 Males, 6 

Female PWAD and 10 

Males. 

Control group 21 males 

and 21 females 

Cross-Sectional 

PWD had to meet 

research criteria for either 

FTD or AD.  

Measures: CDR 52 and 

LWMAS 

Social Interaction task, 

involving 15 minute 

conversation about an 

area of conflict 

Audio and video recorded 

Verbatim transcript 

analysed using a text 

analysis programme  

Assessed against 

emotion words defined by 

Ortenay et al 

Data analysis ANOVA 

and ANCOVAs 

Bonferroni-adjusted 

pairwise comparisons 

Hypothesis: 

1) Caregivers of both AD 

and FTD patients would 

report lower marital 

satisfaction that controls 

2) FTD caregivers would 

have lower marital 

satisfaction, would use 

more negative emotional 

language and less 

positive emotional 

language than AD 

caregivers 

3) FTD patients would 

show a positive bias on 

our measures 

4) AD patients would also 

show a positive bias 

when compared with their 

spouses 

No significant differences in sex, age and dementia 

severity found 

No significant differences in the proportions of 

caregiver and patient sex across 3 groups 

ANOVA significant main effects for diagnosis  

ANCOVA significant main effect for diagnosis using 

CDR as dependent variable and pt age as a covariate 

FTD had greater impairment than AD  

FTD couples significantly less satisfied than AD and 

controls. AD and controls not significantly different 

from each other 

FTD CG’s used more negative emotion words than 

partners. As did AD CG’s and their partners, but AD 

difference not significant  

FTD CG’s used more negative emotion words than 

AD CG’s and controls. AD CG’s and controls not sig 

different from each other 

Hypothesis: 

FTD CG’s had lower levels of marital satisfaction 

No evidence of 3 and 4 

FTD CG’s used more negative emotional language 

Avineri, N. (2013) The 

interactive organization of 

insight: clinical interviews 

with frontotemporal 

dementia patients USA 

1 person living with 

dementia, attending clinic 

appointment to see a 

Neurologist with her 

daughter  

Videotaped data of a 

routine clinic appointment 

analysed using 

Conversational Analysis. 

Data collected as part of 

To illuminate how doctors 

attempt to locate patients 

insight and how patients 

may or may not 

demonstrate that they 

The person with bvFTD did not initially acknowledge 

difficulties, but with questioning acknowledged that 

her daughter may have a different perspective that 

she has 

The doctors questioning facilitated a demonstration of 



a larger research study 

exploring social relations 

in FTD in naturally-

occurring interactions.  

Cross-sectional 

have it through their 

responses during the 

clinical interview 

the different forms of insight  

The person with bvFTD was able to engage her 

daughter in the conversation and in doing so 

demonstrated insight and theory of mind 

Proposed the need to consider an insight continuum 

rather than a simplistic presence or absence 

Suggest that it provides opportunities to consider how 

clinical understandings of insight need to be 

developed.  

 

Brioschi Guevara, A. et 

al. (2015) USA 

28 people with bvFTD av 

age 59.18, 8 females, 20 

males 20 of their 

caregivers (no 

description given) 

18 healthy controls, av 

age 60.33, 10 females, 8 

males  (completed FP 

task) 

14 controls av age 60.57, 

7 males 7 females 

(completed MRI)  

Participants completed 

Mattis Dementia rating 

scale and NART.  

Employed Faux-Pas task 

and Neuroimaging to 

investigate Theory of 

mind (ToM) deficits in 

bvFTD and their effect on 

caregiver burden.  

Used voxel-based 

morphometry to examine 

relationship between 

regional distributions of 

atrophy and ToM 

impairment and caregiver 

burden. 

ZBI for caregiver burden 

Cross-Sectional 

Hypothesised that ToM 

impairment is associated 

with atrophy in nodes of 

the ToM network and that 

caregiver burden would 

increase with greater 

network atrophy.  

Hypothesis supported, higher Caregiver burden 

associated with atrophy in regions associated with 

ToM 

Chow, T., et al. (2011) 

Canada 

79 participants 

responded to the survey 

26 were men and 37 

were women, 16 did not 

answer the question 

about gender.  

Online survey via a 

website that invited care 

partners of people with 

FTD to compare their 

impressions of caregiving 

with others caring for 

To understand the needs 

arising from the lived 

experience of a loved 

one with FTD. To 

understand whether 

information provided 

First symptoms identified by CG’s involved: 

 Thinking and judgement (26.1% 

 Memory 23% 

 Behaviour 20% 

 Language 12.3% 

 Personality 9.2% 



Of those reporting where 

they lived (n. 64), 31 

resided in Canada, 20 

from the USA and others 

from UK and Europe. 

Age ranged from 28-78 

Most common diagnosis 

bvFTD (n. 22) followed 

by SD (n. 21).  

Only 62 completed entire 

survey.  

FTD and track patient 

symptoms.  

Caregivers who had 

expressed an interest in 

receiving information 

were invited to complete 

the survey, and also 

asked to recruit other 

caregivers.  

Cross-sectional 

online could be helpful.  Most troublesome aspects of caregiver 

 Not knowing it was dementia 52% 

 Getting a diagnosis 43% 

 Not knowing how to help PWFTD 25% 

 Self-efficacy 24% 

 Driving 22% 

 Separation anxiety 18% 

 Ineligibility for day care 16% 

 Finances 10% 

 Legal proceedings re former employment 4% 

Unexpected aspects of caregiving in FTD 

 Dementia can affect younger people 27% 

 Strength in dealing with problems 20% 

 Symptoms fluctuate 17% 

 Lack of resources 13% 

 Leaning that other people were also 

struggling with the same diagnosis 11% 

 Feeling weaker in skills 5% 

 Difficulty accepting help 5%  

 Educating others 3%  

Diehl-Schmid, J., et al. 

(2013) Germany 

94 caregivers 

participated, recruited 

through caregiver support 

groups, German 

Alzheimer Association 

and German FTD 

consortium.  

72% were female, 28% 

male, av age 59.11 

Relationship to patient, 

wives 61%, husband 

19%, child 12%, other 

(parent, sibling, friend) 

Standardised 

questionnaire addressing 

burden, problems and 

actual needs of FTD 

CG’s was developed. 

Survey included 

demographics, living 

situation, history of 

disease, modes of patient 

care, Resource Utilization 

in Dementia lite, explored 

burden associated with 

symptoms and 

Identify the problems of 

FTD caregiver, examine 

which factors contribute 

to caregiver strain and 

depression, explore 

actual needs of 

caregivers and 

investigate how helpful 

different support 

strategies and 

interventions are.  

25% of CG’s had no depression, 27% minimal, 21% 

mild, 19% moderate, 7% severe.  

60% of CG’s had score of 7 or above on CG stain 

index indicating great level of strain 

Symptoms described as burdensome for more than 

80% of CG’s included changes in personality, 

particularly aggression, lack of manners, 

misdemeanours, inflexibility, egocentric behaviour, 

lack of empathy, addictive behaviours, irritability and 

gambling. Levels of supervision required and 

dependency on the caregiver as well as physical 

impairments such as swallowing, walking and 

incontinence.  



8%. 

PWFTD, 32% female, 

68% male, av age 63.94 

Av Age at diagnosis 

60.41 72% living with 

spouse, 6% alone, 5% 

with child, 6% with other, 

18% nursing home,  

87% had bvFTD 13% 

PNFA and SD with 

behavioural symptoms 

impairments. Changes in 

financial situation and 

relationships.  

Caregiver strain index 

BDI 

Caregivers also asked 

about support and 

interventions and 

requested to rate 

helpfulness.  

Mann Whitney U test 

Kruskall-Wallace test 

Spearman Correlation 

Cross-sectional 

Aggression, egocentricity and reduced sleep 

correlated with higher CG depression scores 

Care related issues, physical impairments including 

incontinence, supervision and care as well as speech 

problems correlated with increased caregiver strain 

Apathy and compulsive behaviours also correlated 

with strain 

45% indicated that behavioural disturbances were 

most burdensome 

25% indicated communication and 30% indicated that 

the need for care is most burdensome 

Worst aspect of the disease for CG’s was loss of a 

loved one, progression of disease and their own 

helplessness 

More female CG’s had depression, more CG’s of 

male patients had clinically significant depression 

Younger age of patient at diagnosis and worsening of 

relationship associated with clinically significant 

depression 

No differences between types of CG’s or living 

arrangements, receipt of support and depression 

Time spent caring, number of persons and support 

services and nursing care level were associated with 

higher caregiver strain. CG strain associated with 

female gender and younger age. Patients age at 

onset and diagnosis negatively correlated with strain 

Difficult financial situation increased CG strain. 

Caregiver strain and depression correlated 

significantly.  

20% said disease had improved Relationship, 30% 

said unchanged, 50% said worsened.  

  

Griffin, J., Oyebode, J. 

and Allen, J. (2015) 

5 people living with 

bvFTD, 3 men and 2 

Undertook semi-

structured interviews at a 

Explore the perspective 

of people with bvFTD 

2 superordinate themes: 

Bewilderment and Relationships with others.  



Living with a diagnosis of 

behavioural-variant 

frontotemporal dementia: 

the persons experience 

UK 

women. Recruited 

through a working age 

dementia service.  

single point in time and 

analysed used 

Interpretive 

Phenomenological 

Analysis. Adjusted 

interviewing process to 

take account of the 

difficulties experienced 

by people with bvFTD 

and identified ways of 

supporting interaction. 

concerning their 

experiences of living with 

this diagnosis 

Bewilderment involved a complex process of having 

cognitive but not emotional awareness of changes 

and feeling bewildered as they did not see the 

problems as significant or requiring medical help. 

Furthermore, because others had different 

perspectives and/ or changes in lifestyle had 

occurred, in the context of altered levels of 

awareness, these were experienced as threats to self.  

In relationships with others, participants experienced 

difficulties in appreciating the impact of bvFTD on 

their relationships and social behaviour. In order to 

cope with threats to identity brought about by others 

perspectives or loss of valued life experiences, 

participants chose to blame others or avoid them.  

  

Hsieh, S., et al. (2013) 

Australia 

14 PWAD, 3 female, 11 

male, and their 12 

spouses (plus 2 other 

carers) 

18 PWbvFTD, 4 male 14 

female, and their 16 

spouses (plus 2 other 

carers) 

14 PWSD 4 male, 10 

female, 11 spouses (plus 

3 other carers) 

Matched for age, age at 

diagnosis, age of 

symptom onset. Disease 

severity greater in bvFTD 

group 

Control group 30, 14 

male and 16 female 

Recruited from FTD 

Cross-sectional 

Interpersonal reactivity 

index 

ZBI 

IBM 

ACEr 

Test of emotion 

recognition 

CBIr 

CDR 

FRS 

Mann Whitney test 

Kolmogorov-Smirnov test 

ANOVA 

Tukey honestly 

significant difference test 

Kruskal-Wallis test 

Spearman Correlation 

coefficient 

Investigate the potential 

association between 

empathy loss using the 

IRI in patients with 

bvFTD, SD and AD and 

how this impacts on the 

carer 

To investigate the 

discrepancy between 

carer and patient IRI 

ratings in patients with 

bvFTD, SD and AD.  

Hypothesis empathy loss 

would have a differential 

impact on carer burden 

and perceived quality of 

the relationship across 

dementia syndromes, the 

discrepancy between 

Burden greater in bvFTD CG’s than SD CG’s 

(significant) 

bvFTD CG’s report less caring relationships that AD 

CG’s 

SD CG’s described more controlling relationships 

compared to AD Group 

AD group CG’s scoring on IRI significant different 

from bvFTD CG group 

Carer and patient ratings on IRI significantly different 

in bvFTD group 

bvFTD empathy loss significantly associated with a 

less caring relationship 

Empathy loss not significantly associated with carer 

burden 

No significant associations between empathy loss and 

carer variables in AD 



research group and 

diagnosis confirmed by 

Neurologist.  

 

carer and patient ratings 

on IRI would be 

particularly pronounced 

in bvFTD 

Massimo, L., et al. (2013) 

USA 

 

2 female spouses of a 

partner diagnosed with 

FTD. Recruited through 

specialist neurology 

clinic. Partner with FTD 

aged between 55 to 65. 

Disease duration less 

than 2 years 

Cross sectional 

Audiotaped semi-

structured interviews 

conducted in own home.  

Analysis using IPA 

To explore spouses 

perceptions of and 

responses to living with a 

person with FTD. Sought 

to reveal caregivers’ 

stressful incidents, 

articulated meanings and 

strategies used to cope 

with FTD. 

5 main themes identified: 

 Identity and role change 

 Isolation 

 Anger 

 Facing the future 

 Reframing 

Mioshi, E., et al. (2013) 

Australia 

 

17 PWbvFTD av age 59, 

70.6% male, 3.3years 

symptomatic,  

20 PWSD, av age 64.8, 

60% male, av length 

symptomatic 4.3 yrs 

20 PWPNFA, av age 

68.1, 65% male, av time 

symptomatic 3.1yrs 

19 PWAD, av age 67, 

73.7% male, av time 

symptomatic 2.9yrs 

17 CG’s bvFTD, av age, 

57.3, 76% female, 77% 

spouse 

20 CG’s SD, av age 55.7, 

70% female, 65% spouse 

20 CG’s PNFA, av age 

64.6, 75% female, 85% 

spouse,  

19 AD CG’s, av age 

Cross-sectional 

ZBI, DASS21 

SNI 

IBM 

ACEr 

FRS 

CBIr 

Multiple linear regression 

analysis.  

 

Compare caregiver 

burden in FTD subtypes 

and AD 

Identify patient and 

caregiver variables 

contributing to caregiver 

burden 

Examine effect of 

dementia severity on 

caregiver burden 

CG’s bvFTD had significantly higher burden than 

other groups and significantly higher levels of 

depressive symptoms 

CG’s bvFTD scored significantly lower on intimate 

bond scale than other groups 

PWbvFTD were significantly more severe on FRS 

than other groups 

PW bvFTD and SD scored significantly on 

behavioural change 

Disease severity strongly correlated with burden in 

bvFTD, factors associated with this were non caring 

relationship, disease severity and depression in CG 



61.1%, 79% female, 90% 

spouse. 

 

Nichols, K.R. et al. (2013) 

USA and Canada 

14 young people aged 

between 8 and 18 who 

had a parent (n.12) or 

grandparent (n.2) with 

FTD.  

Recruited through FTD 

clinic consultations (13 of 

14 participants relative 

had diagnosis of FTD) 

2 Focus groups 

conducted via skype/ 

telephone across several 

time zones in the United 

States and Canada 

Semi-structured interview 

thematic analysis (Braun 

and Clarke) 

Cross-sectional 

To identify children’s 

needs and experiences 

over the duration of their 

experience of living with 

a family member with 

FTD 

Information to be used to 

populate a website for 

adolescent caregivers of 

people with FTD and a 

website for parents to 

assist them in explaining 

FTD to their children 

Seven main themes: 

1. Emotional impact of living with a parent with 

bvFTD 

2. Caregiving 

3. Coping 

4. Symptoms of FTD 

5. Diagnosis 

6. Relationships 

7. Support 

Results used to inform the development of the 

webpages. 

Oyebode et al. (2013) 

UK 

3 Husbands, 1 wife, 1 

daughter and 1 brother 

Recruited through 

specialist working age 

dementia services.  

5 of the persons with 

fvFTD lived at home and 

1 in a care home 

In-depth semi-structured 

interviews completed at a 

single time point, 

Methodology IPA 

To provide an in-depth 

understanding of the 

experiences of family 

members with a person 

with fvFTD and to 

discover whether there 

were distinctive features.  

To explore the way 

fvFTD impacted their 

lives and relationship 

3 main themes: 

Witnessing bizarre and strange changes 

 Changes in appetite and drive 

 Lack of forward planning 

 Loss of inhibition  

 Risk behaviour 

 Communication problems 

Managing behaviours 

 Taking on tasks and roles 

 Defending asserting explaining 

 Promoting quality of life 

 Working around lack of awareness 

Impact on the relationship and the person with fvFTD 

 Loss of the person, relationship and 

heartbreak 

 Sources of support, solace and hope 

Roche, L., et al. (2015) 94 caregivers Nursing care level How coping can be Nursing care level predicted reduced QoL 



Germany 

 

participated, recruited 

through caregiver support 

groups, German 

Alzheimer Association 

and German FTD 

consortium.  

68 were female, 26 male, 

av age 59.11 

Relationship to patient, 

wives 61%, husband 

19%, child 12%, other 

(parent, sibling, friend) 

8%. 

 

Financial resources 

CSI 

BDI 2
nd

 edition 

QoL-AD 

Brief COPE 

Bootstrapping 

Hierarchical multiple 

regression 

Mediation analysis  

Cross sectional 

conceptualised within the 

FTD caregiving 

experience 

Hypothesis,  

Strain would increase 

caregiver depression and 

reduce QoL 

2 models tested,  

1. Caregiver coping 

strategies will predict 

caregiver strain directly 

as well as indirectly via 

an interaction with FTD 

care intensity 

2. Caregiver coping 

strategies will mediate 

the relationship between 

strain and well-being. 

Dysfunctional coping 

would predict greater CG 

depression and reduced 

QoL, whereas emotion-

focused and problem-

focused would reduce 

caregiver depression and 

enhance QoL.  

CG strain significantly mediated the relationship 

between care intensity and depression 

Strain mediated the relationship between care 

intensity and QoL.  

Dysfunctional coping strategies and financial 

resources predicted greater caregiver strain but 

problem-solving coping and emotion-focused coping 

did not reduce caregiver strain 

Relationship between NCL and caregiver strain was 

greatest when CG had fewer financial resources 

Greater CG strain predicted higher levels of 

depression and lower QoL 

Using dysfunctional coping strategies exacerbated 

strain’s effect on depression 

Using problem-focused coping reduced strain’s effect 

on QoL. 

Stress appraisal model of coping supported 

Coping has influence at more than one point  

Wong, C., et al. (2012a)  

USA 

22 CG’s of PWbvFTD 

31 CG’s of PWAD 

Recruited from the 

memory and aging centre 

University of California 

 

Cross sectional 

CDR 

NPI 

BDI v2 

PCQ-15 

CSI 

Mann-Whitney U test 

 

To examine caregiver 

strain , depression, 

perceived control and 

distress from patient 

neuropsychiatric in family 

caregivers of person with 

AD and bvFTD to 

determine if group 

CG’s bvFTD experience greater strain, greater 

emotional distress and lower perceived control than 

CG’s AD.  

bvFTD group reported higher levels of depression 

which was close to but did not reach statistical 

significance 



differences exist 

Wong, C., et al. (2012b) 

USA 

61 CG’s of people with 

FTD recruited through 

AFTD website, 

snowballing sampling 

and FTD caregiver 

support groups.  

CG’s were average age 

of 61.85, range 31 to 90. 

The person with FTD was 

aged 65.79 (av) spread 

of 35-90.   

78.7% were women 

90% were spouses 

93.4% Caucasian 

95.1% married 

Most of the care 

recipients were men, 

(67.2%) 

Caucasian (95.1%) 

4 daughter CG’s 

2 other relationships 

Average length of 

relationship 39 yrs (SD 

13.83) 

Caring for approximately 

6 years  SD 8.03 

Cross sectional 

SF-12 

NPI-Q to which a further 

8 items were developed 

and added, which were 

verified with a caregiver 

support group, to assess 

behaviours common in 

FTD.  

Pearson’s correlation co-

efficient 

Multiple linear 

regressions but additional 

questions on NPI-Q not 

added at this phase of 

analysis 

Sample size not big 

enough to perform 

analysis? (authors 

suggest it should have 

been 85) 

Examine the relationship 

between the severity of 

behavioural problems in 

bvFTD and the physical 

and mental health of their 

caregivers.  

Describe the frequency of 

behavioural problems 

and their emotional 

impact on the CG and 

To assess the 

relationship between 

caregiver emotional 

distress and caregiver 

physical and mental ill 

health.  

Most frequently reported symptoms were apathy/ 

indifference (84%) loss of insight (75%) appetite/ 

eating problems (75%) social inappropriateness 

(67%) 

Caregivers reported the greatest emotional distress 

from patient apathy/ indifference but this was still only 

mild. (may have been impacted by nature of support 

caregivers were receiving) 

Negative effects of patient symptom severity may be 

mitigated by other personal and environmental factors 

Caregivers emotional distress was negatively 

associated with caregiver mental health 

No statistically significant influence of patient 

behavioural disturbances and caregiver physical 

health 

Wong, C., et al. (2014) 61 CG’s of people with 

FTD recruited through 

AFTD website, 

snowballing sampling 

and FTD caregiver 

support groups.  

CG’s were average age 

Cross sectional 

Modified Brief COPE 

CSI 

NPI-Q 

SF-12 

Pearson’s correlation 

coefficients 

Examine the relationship 

between coping 

strategies in response to 

behavioural symptoms 

and caregiver physical 

and mental health.  

Hypothesis; 

Statistically significant difference between male and 

female CG in the use of emotion-focused coping 

(more women) and problem focused coping (more 

men) 

No gender difference in dysfunctional coping 

Problem-focused coping positively associated with 

better physical health and emotion focused coping 



of 61.85, range 31 to 90. 

The person with FTD was 

aged 65.79 (av) spread 

of 35-90.   

78.7% were women 

90% were spouses 

93.4% Caucasian 

95.1% married 

Most of the care 

recipients were men, 

(67.2%) 

Caucasian (95.1%) 

4 daughter CG’s 

2 other relationships 

Average length of 

relationship 39 yrs (SD 

13.83) 

Caring for approximately 

6 years  SD 8.03 

Mann-Whitney U tests 

Bivariate relationships 

Multiple Linear 

regression 

Sample size not big 

enough to perform 

analysis? (authors 

suggest it should have 

been 85) 

 

Problem focused coping 

will be associated with 

more positive caregiver 

physical and mental 

health 

Emotion focused coping 

will be associated with 

more positive caregiver 

physical and mental 

health 

Dysfunctional coping will 

be associated with more 

negative caregiver 

physical and mental 

health 

associated with better mental health 

Key:  
CG= CG, PWFTD= person living with FTD, CG FTD = CG of person with Frontotemporal Dementia, CG bvFTD = CG of person with behavioural variant Frontotemporal 
Dementia, CG AD = CG of person with Alzheimer’s Disease, PWAD, person living with Alzheimer’s disease, FTD = Frontotemporal Dementia, AD = Alzheimer’s Disease, VAD 
= Vascular Dementia, DLB = Dementia with Lewy Bodies, PLWD =person living with dementia, bvFTD = behavioural variant FTD, SD = Semantic Dementia 
 
Measures: 
NPI = Neuropsychiatric Inventory, MDRS = Mattis Dementia Rating Scale, MMSE = Mini mental State Examination,  ZBI = Zarit Burden Inventory, CESDS = Centre for 
Epidemiological Studies Depression Scale, SNI= Social Network Index, FBS = Frontal Systems Behavioural Scale, CDRS = Clinical Dementia Rating Scale, BDI= Beck 
Depression Inventory, CDR = Clinical Dementia Rating, LWMAS = Locke-Wallace Marital Adjustment Scale, NART = National Adult Reading Test, CSI = Caregiver Strain 
Index, ACEr = Addenbrookes Cognitive Assessment revised, IBM = Intimate Bond Measure, IRI = Interpersonal Reactivity Index, CBIr = Cambridge Behavioural Inventory 
revised, FRS = Frontotemporal Dementia Rating Scale, DASS-21 = Depression Anxiety Stress Scale, SNI = Social Network Index, QoL-AD = Quality of life Alzheimer’s 
disease, Brief COPE = Brief Coping Orientations to problems experienced. CSI = Couples Satisfaction Index, NPI-Q = Neuropsychiatric Inventory Questionnaire, SF-12 = Short 
form Health Survey, PCQ-15 = Perceived Control Questionnaire,  

 

Methodology 

IPA = Interpretive Phenomenological Analysis,  



 



Appendix 5 

Assessment of the quality of studies for bvFTD and Family/ Personal Experience 

Study/ Criteria A1 A2 A3 A4 B1 B2 B3 B4 B5 B6 B7 B8 B9 B10 B11 B12 
Ascher et al. 2010 
 

Y Y Y Y Y Y Y P Y Y N Y Y Y Y Y 

Brioschi Guevara et 
al. 2015 

P Y Y Y Y Y Y P Y P Y P P P Y Y 

Chow et al. 2011 
 

P Y Y Y Y P Y N Y Y Y Y P Y P Y 

Diehl-Schmid et al. 
2013 

Y Y Y Y Y Y Y P Y Y Y Y Y Y Y Y 

Hsieh et al. 2013 
 

Y Y Y Y Y Y Y Y Y P Y Y Y Y Y Y 

Mioshi et al. 2013 
 

Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Roche et al. 2015 
 

Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Wong et al. 2012a 
 

Y Y Y Y Y Y Y N Y Y Y Y Y Y Y Y 

Wong et al. 2012b 
 

Y Y Y Y Y Y Y N Y P Y Y P P Y Y 

Wong et al. 2014 
 

Y Y Y Y Y Y Y N Y P Y P P P Y Y 

 

Article/ Criteria A1 A2 A3 A4 A5 A6 A7 B1 B2 B3 B4 B5 B6 B7 

Avineri 2013 P Y Y Y Y Y Y N Y Y N Y Y Y 

Griffin et al. 2015 Y Y Y Y Y Y Y Y Y Y Y Y Y Y 

Massimo et al. 2013 Y Y Y Y P Y Y N Y Y Y Y Y Y 

Nichols et al. 2013 Y Y Y Y Y Y Y Y P P Y Y Y Y 

Oyebode et al. 2013 Y Y Y Y Y Y Y Y Y Y Y Y Y Y 
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Appendix 8 Florence Nightingale Report 2012-13 Excerpt of report pages 12-18 

Analysis 

The recruitment, interviewing and consideration of my methodological approach and 

strategy for analysis have raised a number of key issues for me in my practice as a 

researcher and additionally, in how the research might be used to influence practice. 

These included; 

 Who is involved in the research  

 The appropriateness of using grounded theory as a methodology in this 

research given the complexities of the data that was emerging in the first 

round of interviews 

 Whether to interview family members together or separately 

 The implications of the interviews to date in regard to practice with people 

living with bvFTD and their families.  

These issues are now discussed.  

Who takes part in the research? 

In my proposal for the PhD I identified in my recruitment strategy that I would make 

contact initially with the person with bvFTD (where possible) and their close 

family/supporter, following which other family members would be identified by them 

and potential research participation discussed with them. The aim was to recruit 

those defined as ‘family’ from at least two generations. In exploring the recruitment 

strategy, I felt it was important to acknowledge that some family members may not 

choose to take part, and that it would be necessary to define how data concerning 

other family members who had not chosen to take part would be addressed. This 

was particularly important as revelations about other family members could be given 

without their consent and to include these contributions would be unethical (Larossa, 

Bennett & Gelles, 1981). My supervisor and I agreed that analysis would need to 

exclude data which described in detail other family member’s perspectives and their 

reactions where they had not chosen to participate.   



Having completed the first and in some families, the second round of interviews 

during this year, it became evident that who is involved is an important issue to 

consider in research of this kind, as it has significant implications for the data 

collected and how this is treated in analysis. In the majority of families taking part in 

my research, the first contacts were with a spouse and the person with bvFTD. In 

discussing participation, I began by asking the person who has bvFTD (where 

possible) and their partner/ family member with them who they consider as family 

and therefore who else might be involved in the research. My aim in this was to 

enable family to be defined by the close relationships that were important to them. 

Discussion then focused upon whether it would be possible to approach the people 

that had been defined as family. On some occasions this resulted in contact details 

being passed on so I could approach them directly. In others, family members were 

approached by the people I had initially seen and contact negotiated through them. I 

had varying degrees of success in facilitating contact with more than one generation 

through these processes.  

 

For example, in one of the families I am working with, despite the couple’s 

description of a large family network, (a number of children, their partners and their 

grandchildren) I have only been able to interview the couple including the person 

with bvFTD. Discussions concerning other family members’ involvement explored 

different methods of participation including writing a form of reflective diary, but this 

has not resulted in their participation. This is despite the relationships being 

described by the couple (in particular the spouse of the person with bvFTD) in a way 

that suggests that they are and continue to be an open and reflective family. A 

number of questions have arisen as a result of the experience with this and other 

families including; 

1. What does it say about the families’ ways of coping and managing contact 

with those considered to be outside of the family network such as researchers 

or practitioners?  

2. What might it communicate about the role that individuals within the family 

play in controlling access to other family members?   



3. What might the story of other family members be? 

4. What implications does this have for the approach I take to interviewing and 

analysis? 

Ribbens Mccarthy, Holland and Gilles (2003) reflect upon the processes involved in 

negotiating access to family members for qualitative interviews and describe as I 

have found, that a strategy that uses snowballing from one family member to another 

is more challenging than approaching family members directly and individually. They 

also indicated that the processes involved in how participation or non-participation is 

negotiated within families may be significant in itself, as some individuals may 

actively prevent others becoming involved, perhaps to avoid conflicting perspectives, 

whereas others may be more comfortable with the expression of a variety of 

perspectives. They go on to discuss the challenges involved in analysis of multiple 

perspectives, including alternative and conflicting perspectives, accounts which 

dominate the ‘family narrative’, and what represents ‘truth’ in research of this nature. 

Research has also highlighted the complexities involved in gaining multiple 

perspectives and the importance of considering the symbolic meaning of similarities 

and differences within accounts, as well as the considerable influence the researcher 

has on the ultimate outcome of the analysis (Ribbens Mccarthy, et al. 2003, Kendall, 

et al. 2010). 

 

This experience has reinforced for me the importance of being clear about the 

epistemological position I take and how this is applied through the interviews, 

analysis and presentation of the data. In this research it requires that I recognise that 

there is the potential for multiple ‘truths’ about the experience of each family and 

each individual within that family; that these ‘truths’ may change over time and that 

they will be influenced by my presence and active involvement in the research 

process including analysis. I have recognised my naiveties in previous research of 

this kind, during which I feel I was less able acknowledge the complexities and was 

therefore more inclined to use an objectivist approach to analysis. I will need to be 

open during analysis to the potential for narratives to conflict with one another and   



to present alternative truths in interviews with different family members, all of which 

will need to be incorporated within the results of analysis. As a consequence of this 

learning experience, my commitment to an interpretivist position has been 

strengthened, as has the need to consider my influence upon the research outcomes 

(Ribbens Mccarthy, et al. 2003, Kendall, et al. 2010).  

 

Furthermore, this experience has enabled me to consider my practice with families 

directly and how I support others to develop their practice in this area. While 

professions such as nursing have acknowledged the importance of working with 

families, particularly where life limiting and chronic physical and mental ill health 

occurs (Rolland, 1994, Walsh, 2006, Mittelman, et al. 2008, Qualls & Vair, 2013), 

literature continues to demonstrate evidence that families struggle in engaging with 

and being acknowledged by services as partners in living with and coping with such 

difficulties (Department of Health, 2009, Alzheimer’s Society, 2011, All Party 

Parliamentary Group, 2012, Manthorpe, et al. 2011, Robinson, et al. 2011).  This 

experience has provided the opportunity for me to reflect on the parallels between 

research and practice in engaging with families. It has served to reinforce the 

importance of remaining neutral, balanced and willing to hear all perspectives in this 

work, recognising the multiple perspectives, patterns of relating and complex 

dynamics that will influence a family’s willingness to engage with us as professionals.  

A family’s willingness to engage may be influenced by difficult relationships with 

services, where family members have felt that their concerns or perspectives have 

not been heard or responded to. This was certainly the case in the family experience 

described above, and may well be the motivation behind restricting my access to 

other family members.  

 

In practice, this reflection highlights the significance of supporting the development of 

knowledge within caring professions, including nurses about family relationships and 

the necessity of the triadic partnership between  

  



people living with dementia, their families and us as practitioners (Quinn et al. 2013).  

Methodology and Methods 

In my second year, having completed further study concerning methodology, I had 

decided to use Grounded theory (GT) as my methodology. Although both Narrative 

Analysis (NA) and GT explicitly focus upon social and psychological processes, 

actions, interactions and structures, (Riessman, 1993, 2008, Charmaz, 2006) GT 

appeared to address at least one of the main concerns I had about NA. In particular 

it seemed from my reading of NA, that it would involve the development of detailed 

case studies of each of the families that take part in the research as a product of the 

research, which rendered confidentiality a particular challenge (Bingley, et al., 2008, 

Charmaz, 2006, Riessman, 1993).  This was concerning to me for two reasons, 

firstly because I am interviewing people whose capacity to consent may change over 

time. Secondly, because I am interviewing family members individually as well as 

together, thus there was the potential that individuals could identify what other 

members of their family had said about them.  

However, my experience of carrying out the interviews caused me to reflect upon my 

original decisions about methodology and methods. An interview with one of the 

families taking part in the research was particularly responsible for this reflection. I 

became aware of the subtlety of the impact of bvFTD on their interaction, and how 

this subtlety was lost when it was transcribed.  The following provides a segment of 

the transcription of this interview; 

Jenny: Can you tell me how you feel this has affected your relationship together? 

“Alistair, [Our] relationship with each other is about, it’s more… it’s not so much 

husband and wife these days, is it? 

Kate, No 

Alistair, No, Brother/Sister/Friend 

  



Kate, Yes it’s changed, that’s I think the hardest thing. For me it’s changed our 

relationship hasn’t it? 

Alistair, mmm 

Kate, And I find that hard, I miss…”  

As will be apparent, the couple at my prompting engages in an exchange about the 

impact of bvFTD on their relationship. There appears to be a meaningful exchange in 

which Alistair seeks to explain how he feels the relationship has changed and Kate 

describes her feelings about this. The transcribed section would suggest a shared 

emotional experience. However, what this excerpt misses is the tone of voice used, 

the non-verbal interaction between Kate and Alistair, and Kate’s attempt to manage 

her emotions as a result of Alistairs’ frank answer. During this conversation, Alistair 

did not appear to notice Kate’s distress and did not respond to her tears. Kate had 

previously indicated in a separate interview that Alistair was a warm and affectionate 

person before experiencing bvFTD, implying a significant change in his interactions 

with her.  

 

Therefore, I felt that I was witnessing a change in their ways of relating that was 

subtle and difficult to elicit when relying solely on written transcripts. From reading 

the transcript of this and other participating families, it appeared that the person with 

bvFTD retained the capacity to express some degree of empathy and awareness of 

the impact of their difficulties, but my experience in the interviews was that there was 

evidence, frequently of a non-verbal nature, of changes that suggested a reduction 

rather than a complete loss of empathy in some. I realized that I needed to explore a 

way of including my observations and the non-verbal responses in the research as 

data, this caused me to re-examine my decision to use GT and what might be 

considered to be data.  

 

I found from discussions with my supervisors and relevant reading that critiques of 

qualitative research have highlighted an over-reliance on interview text in order to 

‘validate’ it in largely quantitative research culture   



(Hollway, 2009, Ustick, 2007). Thus ‘observations’ and inclusion of non-verbal 

interactions during interviews have not been acknowledged as primary data. Hollway 

(2009) highlights that traditional transcripts lose the layers of meaning that are 

conveyed in research interviews through tone, cadence, and other non-verbal 

aspects of communication. She further suggests however that researchers may in 

fact use this data when carrying out analysis, but that this remains unacknowledged 

in the production of the final text. She argues that this is unacceptable, and that in 

order for the research to be rigorous and transparent, researchers should produce 

detailed field notes which incorporate the ‘gestalt’ of the interview alongside the 

transcript. With guidance from my supervisors, I therefore began to explore ways of 

incorporating what I was seeing in methods of data collection, to consider how I 

might address this.  

 

Hollway and Jefferson (2013) provide an alternative and psychosocial approach to 

doing qualitative research, which explicitly incorporates these concerns and includes 

the need to; 

 Be aware of the relationship as this is central to the interview and exchange 

 Register and working with the way in which we are affected by the interviews 

 Use our own subjective experience to understand the interview 

 Recognise that the person participating, is not necessarily consciously aware 

of the depth of meaning being conveyed 

(Hollway & Jefferson, 2013) 

They provide an interview framework for achieving this called the free association 

narrative interview method, which involves; 

• Use of open-ended questions, the more open the better 

• Use of questions that elicit stories: can you tell me about….. 

  



• Avoiding ‘why’ questions because they elicit cognitive rather than lived 

experiences 

• Following up the ordering and phrasing used by the person, remaining with 

open questions  

Having read this, I felt able to modify my approach to interviewing, and find ways to 

incorporate the non-verbal exchange and interaction occurring within the interviews. 

This includes using the above interviewing method as well as; 

• Writing a account of the interview environment 

• Making observational notes of the interview itself, directly following the 

interview, noticing non-verbal, embodied aspects of communication 

• Listening to the audio recording and making reflexive notes 

• Using a trained other to support and identify own emotions and insights 

 This reading and reflection also prompted me to reconsider the methodology I was 

using to inform my research. Underpinning the method described above by Hollway 

and Jefferson (2013) was the use of narrative analysis. These authors and others 

suggest that NA facilitates a bringing together of what is told and the telling (Hollway 

& Jefferson, 2013, Gubrium & Holstein, 2009). I found that NA, and particularly the 

form of NA described by specific authors including Gubrium & Holstein (2009) and 

Riessman, (2008) provided me with a more inclusive foundation for undertaking the 

research that I was seeking to achieve. Gubrium & Holstein (2009) in particular 

present an approach of Narrative Ethnography, which seeks to include consideration 

of context, content and form.  

 

I therefore made the decision to return to NA as my methodology. However, I still felt 

that I need to address the ethical concerns that led me to change my approach in 

year two. This required that the analytical approach to be used would minimize the 

risk of exposure. I have therefore made the decision to use narrative thematic 

analysis, and carry out analysis within families and 

  



 then across each of the 7 families at the different time points of the research, thus 

theorising across case studies of family groups (Riessman, 2008).  

 



Version 5, 05.10.13 Page 1 
 

Jenny La Fontaine 
PhD Student 

School of Health Studies 
Horton A Building 

University of Bradford, 
 Richmond Rd,  

Bradford,  
BD7 1DP 

Tel 07973408771 
Email J.H.LaFontainePapadopoulos@student.bradford.ac.uk   

 
Participant Information Sheet 

 
I would like to invite you to take part in this research study. Before you decide 
I would like you to understand why the research is being done and what it 
would involve for you. I will go through the information sheet with you 
and answer any questions you have. I suggest that this should take about 
30 minutes  
Please talk to others about the study if you wish.  
Part 1 of this information sheet tells you the purpose of this study and what 
will happen to you if you take part.  
Part 2 gives you more detailed information about the conduct of the study.  
Please ask me any questions, if there is anything that is not clear. 
 
Part 1 
What is the purpose of the study? 
An increasing number of families have a family member who has dementia in 
the UK. A proportion of people who have a diagnosis of dementia have a less 
common form of dementia. A lot of research has been carried out to 
understand the impact of dementia upon people living with dementia and 
their family carers. However most of this research has tried to understand the 
impact of the most common form of dementia, Alzheimer’s disease. Less 
common forms of dementia are very different from Alzheimer’s disease. 
Many family members who are supporting someone with a less common 
form of dementia have said that their experience is different as well.  
 
Almost no research has explored how rarer forms of dementia are 
experienced by the whole family and there is very little information available 
to help families to cope. This research aims to develop an understanding of 
how families experience less common forms of dementia, and understand 
how they cope. As dementia changes over time, it is also important to 
understand how the experience and coping are affected over time. The 
information gained from this research will be used to develop some of the 
forms of support that are needed by families affected by less common forms 
of dementia.   
 
Why have I been invited? 
You have been invited to take part because you have a close family member 
who has received a diagnosis of a less common form of dementia. 

Family Experiences of 
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Do I have to take part? 
It is up to you to decide to join the study. I will describe the study and go 
through this information sheet. If you agree to take part, I will then ask you to 
sign a consent form. You are free to withdraw at any time, without giving a 
reason. This would not affect the standard of care you receive. 
 
What will happen to me if I take part? 
This research study will involve me (Jenny La Fontaine) coming to your 
home, or a location convenient to you, to explore your experiences of living 
with a family member who has a less common form of dementia. These 
conversations will occur every 6 months or so, for up to 2 ½ years. These 
conversations can be with you on your own or with other family members if 
they agree to take part and you wish to be interviewed together. The 
conversations will be tape recorded if you agree to this. In between these 
conversations, I will telephone you (or meet with you if you would prefer this) 
to check whether you are still willing to participate and to discuss the most 
convenient and appropriate time for me to visit again.  
 
Expenses and payments 
No payments will be offered for taking part in this research. However, if you 
wish to meet at an alternative location to your home, reasonable travel 
expenses will be paid.  
 
What will I have to do? 
You will meet with me for approximately 1 to 1 ½ hours every six months for 
up to 2 and ½ years (total of 5 visits at around 1 hour each). Each visit will 
either be on your own or with other family members depending upon what 
you would prefer. In the first visit the conversation will explore your history 
together as a family and will involve drawing a family tree. We will discuss 
your experiences as a family in coping with changes. We will then explore 
your experiences of the events leading up to the diagnosis of dementia and 
how this has affected you and your family. In the following visits we will 
explore your experiences of family life and coping with dementia in the 
previous 6 months.  
 
The taped conversations we have will be transcribed and a copy will be sent 
to you, so that you can check it and change or remove anything you do not 
wish to be included. In between these 6 monthly visits, I will telephone you to: 

 Briefly discuss the transcript and any changes you wish to make 

 Check if it is still acceptable to you to continue in the research,  

 Arrange an appropriate time to visit, which will be based on your 
needs and on when you feel it would be appropriate to visit 

 
What are the possible disadvantages and risks of taking part? 
I recognise that for some people, involvement in the research may be 
distressing. It may be difficult to talk about your experiences. If at any time 
you feel you are having difficulty in coping with the study, I can explore with 
you the forms of support you might find helpful to cope with this distress, and 



Version 5, 05.10.13 Page 3 
 

can make available contact numbers from health or social care in order that 
you are able to contact them yourself. I can provide this information even if 
as a result of your distress you choose to withdraw. 
 
What are the possible benefits of taking part? 
The study will provide you and your family with the opportunity to talk about 
your experiences in the face of this difficult condition. I cannot promise the 
study will provide direct benefits to you. The information I gain will help to 
assist professionals who provide support to people with less common forms 
of dementia and their families, so that they can understand more about the 
help that families might need.  
 
What if there is a problem? 
Any complaint about the way you have been dealt with during the study or 
any possible harm you might suffer will be addressed. The detailed 
information on this is given in Part 2. 
 
Will my taking part in the study be kept confidential? 
Yes. We will follow ethical and legal practice and all information about you 
will be handled in confidence. The details are included in Part 2. 
 
If the information in Part 1 has interested you and you are considering 
participation, please read the additional information in Part 2 before making 
any decision. 
 
Part 2  
What will happen if I don’t want to carry on with the study? 
All you will need to do is inform me that you do not wish to continue. This 
decision will not influence the care and support you receive now or in the 
future. All of the information you have previously given will be used in the 
study.  
 
What if there is a problem? 
Complaints 
If you have a concern about any aspect of this study, you should ask to 
speak to me, and I will do my best to answer your questions on telephone 
number 07973408771. However if your complaint concerns me and you do 
not wish to talk to me, or you wish to make a formal complaint, you can 
contact: 
Professor Jan Oyebode on 01274 236330 or 
Prof Maryann Hardy on 01274 236578 
School of Health Studies 
Horton A Building 
University of Bradford, 
 Richmond Rd,  
Bradford,  
BD7 1DP 
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Harm 
In the event that something does go wrong and you are harmed during the 
research and this is due to someone‘s negligence then you may have 
grounds for a legal action for compensation against the University of Bradford 
but you may have to pay your legal costs. 
 
Will my taking part in this study be kept confidential? 
Personal information, such as names and addresses will be kept separately 
from all files and information collected during the research. This personal 
information will be kept in a paper file, in a secure location at the University of 
Bradford, and will be destroyed within 12 months of completion of the 
research. Prof. Jan Oyebode who is my research supervisor and I will have 
access to this personal information.  
 
A family code and individual family member codes will be assigned to each 
family when you begin taking part in the study. These codes will be used in 
everything that is written to prevent anyone being able to identify you. 
Identifying data, such as names and where you live will be changed to 
protect the confidentiality of people taking part. All tapes will be kept in a 
password protected, electronic folder and destroyed 12 months after the end 
of the study in line with University requirements.  
 
All quotes to be used in the final thesis will be shown to you, so that you have 
the opportunity to give your consent to their use.  
 
The only time when confidentiality might be broken is if you tell me something 
that suggests that you or another person might be harmed. However we 
would discuss this with you before speaking with someone else about this.  
 
Involvement of the General Practitioner/Family doctor (GP) 
If you agree, I would like to inform your family doctor that you are taking part 
in this study. This is so that they are aware of your involvement should you 
wish to discuss any issues arising from taking part, or if you need any further 
support. You do not have to agree to this, and if you don’t I will not inform 
them.  
 
What will happen to the results of the research study? 
The results of the research will be written up and submitted for my PhD. In 
addition, I intend to write articles for publication.  
I also aim to use the results of the study to support the development of 
appropriate forms of help and support for families affected by less common 
forms of dementia. I will keep you informed of the progress of this as it 
develops if you wish me to.  
 
Who is organising and funding the research? 
This research is being carried out as a part of a course leading to a PhD at 
the University of Bradford. I (Jenny La Fontaine) am seeking some funding 
towards the cost of this course, but this is mostly self-funded. 
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Who has reviewed the study? 
All research in the NHS is looked at by a group of people, called a Research 
Ethics Committee, to protect your interests. This study has been reviewed 
and given favourable opinion by North Staffordshire Research Ethics 
Committee. 
 
Further information and contact details 
If you wish to find out more information about taking part in research or about 
this specific research study please contact: 

 
If you would like advice about participation, you may wish to talk with Prof. J 
Oyebode, (contact details above) or the Health Care Professional who 
informed you about this study. 
If you wish to speak with someone because you are unhappy about the 
study, please contact either: 
Professor Jan Oyebode on 01274 236330 or 
Prof Maryann Hardy on 01274 236578 
School of Health Studies 
Horton A Building 
University of Bradford, 
 Richmond Rd,  
Bradford, BD7 1DP 

Jenny La Fontaine Professor Jan Oyebode 
PhD Student School of Health Studies 

School of Health Studies Horton A Building 
Horton A Building University of Bradford 

University of Bradford Richmond Road 
Richmond Road Bradford BD7 1DP 

Bradford BD7 1DP Tel 01274 236330 

Tel 07973408771 
Email: 

j.oyebode@bradford.ac.uk 
Email: 

J.H.LaFontainePapadopoulos@student.bradford.ac.uk 
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Jenny La Fontaine 
PhD Student 

School of Health Studies 
Horton A Building 

University of Bradford, 
 Richmond Rd,  

Bradford,  
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Tel 07973408771 
Email J.H.LaFontainePapadopoulos@student.bradford.ac.uk   

 
CONSENT FORM 

 

Researcher; Jenny La Fontaine, PhD Student, University of Bradford 
 
Please initial the box; 
 

1. I can confirm that I have read the participant information sheet 
dated …………… version number ………….. I have had the 
opportunity to ask questions about the study and have received 
satisfactory answers to my questions 
 

 

2. I have received any additional information I have requested 
 

 

3. I understand that I may withdraw from the study without penalty 
     at any time by advising the researcher of this decision 
 

 

4. I understand that this project has been reviewed by and received 
     ethics clearance through the NHS research ethics committee 
 

 

5. I understand that the interviews will be recorded unless I do not 
agree to this 
 

 

6. I understand who will have access to the personal information 
provided,  
how it will be stored and what will happen to the information at the 
end of the project 

 

7. I understand that any information I give will be confidential, unless 
there are concerns about the wellbeing or safety of any individual 
in which  

     case this will be discussed with me before breaking confidentiality 
 

 

8. I understand that relevant sections of the data collected during 
the study may be looked at by individuals from the University of 
Bradford or from regulatory authorities where it is relevant to my 
taking part in this research. I give permission for these individuals 
to have access to this information 
 

 

9. I agree to take part in this study  

Family Experiences of 
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Name ………………………………………. Date …………………………. 
 
Signature ……………………………………… 
 
Name of Researcher ………………………… Date …………………………. 
 
Signature ……………………………………… 
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A report will be produced at the end of the research. 
The research will also be used to help develop support 
for families in the future.  
 
Further information and contact details 
If you wish to find out more information about taking part 
in research or about this specific research study please 
contact: 
 

Jenny La Fontaine 
Professor Jan 

Oyebode 

PhD Student 
School of Health 

Studies 
School of Health Studies Horton A Building 

Horton A Building 
University of 

Bradford 
University of Bradford Richmond Road 

Richmond Road Bradford BD7 1DP 
Bradford BD7 1DP Tel 01274 236330 

Tel 07973408771 
Email: 

j.oyebode@bradford.
ac.uk 

Email: 
j.h.lafontainepapadopoulos@student.brad

ford.ac.uk 
 

 

 
If you would like advice about taking part, you may wish 
to talk with Prof. J Oyebode, or the Health Care 
Professional who informed you about this study. 

Jenny La Fontaine 
PhD Student 

School of Health Studies 
Horton A Building 

University of Bradford, 
 Richmond Rd,  

Bradford,  
BD7 1DP 

Tel 07973408771 
J.H.LaFontainePapadopoulos@student.bradford.ac.uk   

 
 

 

 

 

 

 

 

My name is Jenny La Fontaine. I am from the University 
of Bradford 
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I would like to ask you to think about taking part in a 
research study.  
 

I would like to learn more about what it is like for you 
and your family to cope with dementia. Some people 
who have less common types of dementia need 
particular forms of help.  However there is very little 
information available to help these families to cope. This 
research hopes to understand how families cope over 
time. The information gained from this research will be 
used to develop some of the forms of support that are 
needed by families affected in this way. 
 
Do I have to take part? 
You do not have to take part if you don’t want to. If you 
don’t want to, this will not affect the help you get.  
 
What will taking part mean for me? 

 You will meet with me once every six months for up 
to 2 and ½ years  

 Each visit will either be on your own or with other 
family members depending upon what you would 
prefer.  

 In the first visit the conversation will explore your 
history together as a family and will involve drawing a 
family tree. 

 We will discuss your experiences as a family in 
coping with changes.  

 We will then explore your experiences of the events 
leading up to being aware of these difficulties and 
how this has affected you and your family.  

 In the following visits we will explore your 
experiences of family life and coping in the previous 
6 months.  

Each of these conversations will be tape recorded if you 
agree.  
In between these 6 monthly visits, I will meet with you to 
see if you are still happy to meet with me.  
 
Might anything about the research upset me? 
Talking about you and your family might be upsetting. 
We will stop if this is difficult for you. If you want to stop 
taking part, you can.  
 
What are the possible benefits of taking part? 
We cannot promise that the project will help you, but it 
may help families with these difficulties in the future.  
 
What will happen to the information I give? 
All information will be kept confidential, no names or 
personal information will be used. Other people will not 
be able to tell who gave the information.  



Appendix 12 

Interview map over lifetime of fieldwork 

Family Name April – 
May 12 

Sept – 
Nov 12 

Dec 12 Mar 13 June – 
Aug 13 

Burton 

Anthony 
1 

 
2 

 
3 

Mollie   

Jane  1   2 

Horton 
Phil     1 

Penny      

Hugh 
Pamela     

1 
Jonathan     

Lewin  

Richard    1  

Sarah    
1 

 

Alex     

Morris 
Melinda  

1 
  

2 
Bert    

Perrin 

Alistair  
1 

  
2 

Kate    

Rachael  1   2 

Rena   
1 

 
2 

Dave    

Stuart 

Terry  
1 

  
2 

Sue    

Carol  1   2 

 

Family Name Sept – 
Oct 13 

Jan – 
Mar 14 

April – 
June 14 

July – 
Oct 14 

Final visit 
(not 
recorded) 

Burton 

Anthony     May 15 

Mollie      

Jane 
 

No 
contact 

 
No 

contact 
Email 

contact 

Horton 
Phil  2  3 May 15 

Penny      

Hugh 
Pamela  2, only 

with 
Pamela 

 
3 

June 15 

Jonathan 
  

 

Lewin  

Richard  2  3 

June 15 Sarah  
2 

 
3 

Alex   

Morris 
Melinda 

Revisit 2 
  Cancelled 

by them 
May 15 

Bert   

Perrin 

Alistair  
3  

May/ 
June 15 

Kate  

Rachael  3   

Rena  
3 

 
 

Dave   

Stuart 

Roy  
3 

 
 

Contact 
by mail 
family 
illness 

Sue   

Carol  3   

 

 



Interview Guide Questions Time Point 1 

1. The first few questions are about family life. I am trying to understand how 

dementia affects family life, so it would be helpful if you could tell me 

about your family and your life together before bvFTD.  

Prompt questions: 

a) Who is in the family (draw an ecomap) 

b) What sort of things you do together 

c) Who has regular contact with who 

d) What sort of contact this is and how often, where do you usually 

meet 

e) How do you celebrate important events 

f) Who does what in the family 

2. Can you tell me about your family relationships, with the people you have 

described on the diagram? 

Prompts to include; 

a) How they overcome challenges 

b) How they cope as a family 

c) What works and doesn’t work 

3. Moving on to think about your experience of FTD, when did you first 

notice that things were changing? 

a) Can you give me examples of what was different? 

b) Who noticed first 

c) Who didn’t notice? 

d) If you have children, did they notice? 

e) What did you think was going on? 

f) How did you as a family manage these changes? 

4. Can you tell me what happened after you first noticed things were 

changing? 

a) How did you respond 

b) How did other members of the family respond? 

c) How long after the changes were first noticed was help sought? 

d) What prompted help-seeking? 

e) Who did you seek help from? 

f) How did you feel about the help you received? 

5. Can you tell me about your experience of the process leading up to and 

after diagnosis 

a) What was it like for you? 

b) How did you find out 

c) How did it affect you and your family 

d) Did you seek information and support, if so from who? 

e) What do you know about FTD 

f) What do your family know? 

6. Can you tell me about your lives together as a family now? 



a) How has FTD affected your lives? 

b) What changes have you and your family had to make to cope? 

c) How do you think it has affected relationships? 

d) Do you do anything differently now? 

e) What has worked and helped you to cope? 

f) What hasn’t helped you? 

g) Who has been important in your lives as a family? 

7. Is there anything else you would like to tell me about your experience as a 

family? 

 



Alistair and Kate Perrin Time Point 2, Interview Guide Questions 

This second and subsequent interviews are about a mixture of 

things. Firstly, they are about finding out how life had been for you 

as a family since I last saw you, and secondly to follow up on 

issues that have arisen from the analysis of the interviews we did 

together last time.  

So firstly, I wondered if you would mind telling me how life has 

been for you both since I last saw you. 

What’s happened in your lives?  

What helps you? 

What makes things difficult for you? 

What has stayed the same and what has changed? (prompt for 

examples) 

Can you tell me a bit about what you think has influenced the 

change/ things staying the way they are? 

What is a typical week like for you now? 

How do you feel you are managing the impact of FTD? 

Can you tell me about the strategies you are using to manage the 

impact now?  

What works about that and what doesn’t work 

How is it affecting your relationship together? What is the same 

and what is different? 

Can you tell me a bit about how you think the family are managing 

the impact of FTD? 

Who is important to you in your life at the moment?  

Have these changed since I last saw you or stayed the same?  

Can you give me examples of the sort of things that are 

meaningful about your relationships with them? 



Last time, you reflected upon differences in understanding of what 

was happening to you within the family, how is this now? 

Alistair, you talked about how you managed at work last time, and 

I wondered how that is now for you? 

You talked last time about Alistair Land, I wondered if you could 

tell me a bit more about that?  

Can you give me an example of when it happens and when it 

doesn’t? 

Can you tell me about times when things are difficult, how do you 

manage? What works and what doesn’t work?  

Last time we met, you talked about the brain injury approach. Can 

you tell me how it works for you? 

Can you tell me about the times when things are difficult? How do 

you manage. What works and doesn’t work? 

 

 

 



Alistair and Kate Perrin Time Point 3, Interview Guide Questions 

As with our last meeting, I wanted to start by finding out how life 

has been since we last met. We will also follow up on issues that 

have arisen from the analysis of the interviews we did together 

last time.  

So firstly, I wondered if you would mind telling me how life has 

been for you both since I last saw you. 

What’s happened in your lives?  

What helps you? 

What makes things difficult for you? 

What has stayed the same and what has changed? (prompt for 

examples) 

Can you tell me a bit about what you think has influenced the 

change/ things staying the way they are? 

How do you manage the changes that you’ve experienced? 

What helps and what doesn’t help? 

How is your relationship together? 

How are relationships with family? 

How do you think FTD has affected relationships within the 

family? 

Last time Kate you explained that you feel really angry. What 

causes that? How do you address that? 

How does having FTD affect you Alistair? 

How are you managing with work? 

What is a typical week like for you now? 

Address Guides, Teddy Bear, situation with the Nurse (described 

previously) 



How do you think life would have been if you hadn’t had 

dementia? 

 



Appendix 16 Excerpt Florence Nightingale Report 2013-14 pages 18-21 

 

Research participants’ awareness and ability to control what they share 

As highlighted in this excerpt, during the interview Terry, who has bvFTD, talked in 

detail about sensitive personal experiences. I reflected upon what had prompted him 

to discuss these issues and whether he had felt compelled to tell me about them. I 

reviewed my questions and the recording, and explored this event within supervision. 

Hollway and Jefferson (2013) suggest that research participants may protect 

vulnerable aspects of self in interviews (p24) thus exercising a degree of control. 

Although Terry did not seem anxious, upset or indeed hesitant when talking to me 

about his experiences, it concerned me that he had revealed so much of his 

‘vulnerable self’. This caused me to reflect on what I should do with this information, 

and why he might have done it. I had concerns about the possible implications for 

Terry of sharing such information and whether he required support with this. I 

explored with him tentatively the ways that he had managed to cope with these 

experiences when the interview had ended, in response, he and his wife described 

various coping strategies and ways of managing the impact on his life. Clearly, I 

cannot be certain of Terry’s reasons for sharing this information with me; however 

my discomfort prompted me to recognise that it was important to see this as an 

ethical moment which required reflexive consideration. 

 

One possible factor influencing his revelations is the impact of bvFTD on the ability 

to make sense of what is being asked and determine what to say, or to assess the 

impact of what is said on others (Warren et al. 2013). I wondered therefore whether 

he would have chosen to share these experiences had he not had bvFTD. His wife, 

Sue had highlighted his difficulty with ‘filtering’ what he should say later in the 

interview and they had both emphasised their desire not to focus on what had 

happened to him in the past so I felt that this was a possible influencing factor. 

Furthermore, bvFTD impacts upon the capacity for abstract thinking, thus questions 

which are open and non- 

  



specific may have invited Terry to offer greater revelations than I had intended.  

 

This led me to consider how it would be possible to enable a person with bvFTD to 

exercise some control over their contributions and therefore, what my role as a 

researcher was in managing this process, thus minimising the risk of exploitation. 

Much of the literature concerning interview processes with people with dementia has 

been undertaken with people with Alzheimer’s disease and related dementias, and 

reflects upon various techniques, framed within person centred practice (c.f. Nygard, 

2006, Dewing, 2002, Hellstrom, et al. 2007). These include the use of context and 

setting to establish the topic of conversation clearly for the person with dementia 

during qualitative interviews; the use of supportive others to aid recall; interviewing in 

the person’s familiar context; the use of on-going consent and of observation to 

record non-verbal gestures which indicate understanding and give meaning to the 

words used (Hellstrom, et al, 2007, Pesonen et al. 2011, Nygard, 2005). I had 

planned for this in my research design, thus I interviewed Terry and Sue together 

(this was their decision), in their own home and Terry referred to pictures of their 

children and grandchildren during our discussions. I established context by drawing 

with them a visual ‘map’ of their family and other relationships that are important to 

them as well as explaining the purpose of my research and returning to this as 

appropriate to Terry’s needs.  

 

However as the experience of bvFTD is distinctly different, I was not sure whether 

these strategies would always be appropriate or helpful. It certainly seemed that 

while they established context, they did not appear to enable Terry to monitor the 

extent of his contributions. Thus I needed to reconsider the interview approach and 

questions I used to ensure that I maximised Terry’s ability to determine what he 

might share. While I felt that the strategies referred to above were helpful in 

establishing the focus of the interview, I recognised that the questions I asked may 

have influenced what Terry shared. Open questions are considered to be a 

fundamental tenant of effective qualitative interviewing (Hollway & Jefferson, 2013). 

But their use   



may make it difficult for a person with bvFTD to understand the scope of the 

interviews. Therefore I reflected upon the need to use questions which are clearer, 

specific and concrete, as these are likely to be more successful as is the 

preparedness to rephrase these questions to ensure they are understood.  

Sharing of transcripts 

Although this incident had caused me to reflect on my interviewing practice, I still felt 

that I needed to address whether Terry wanted to include these experiences in the 

transcript. It was important to give Terry the opportunity to decide this, as to take this 

choice away risked marginalising him (Hellstrom, et al. 2007). I had made a decision 

to share transcripts with research participants following interviews to enable them to 

have some control over the content and to enable us to follow up on any issues 

which they or I might want to explore. I thought this might be an important 

opportunity to consider whether Terry would want to include these revelations in the 

final transcript. However, as indicated in the excerpt above, this was not a positive 

experience for Terry. He was angry and upset about the transcript and believed that I 

had ‘got it wrong’. During our second meeting, we changed those areas that he felt 

were wrong, including taking out his references to his early family life. I therefore 

gave Terry the opportunity to take control, but the implications of taking this 

approach caused some distress.  

 

Forbat and Henderson (2005) suggest that sharing of transcripts may be a fruitful 

experience; however they also indicate that it may have adverse, although 

unintended consequences. They discuss the possibility that participants will be 

uncomfortable with the transcript for a number of reasons, including experiencing 

them as threatening, exposing participants to unexpected concerns about the way in 

which they speak and how they are ‘represented’ (p1125).  

 

My reflection on the interaction with Terry is that the transcript may have touched all 

of these concerns for him, and therefore that my intentions to empower him had 

instead caused him to feel exposed and vulnerable. His   



emotional response to the transcript suggests that he did find it threatening. 

Furthermore, it caused me to wonder if seeing the way in which he and his wife had 

spoken about the impact of his illness had challenged his self-identity. Evidence from 

the discussions we had during the interview attested to the potential fragility of 

Terry’s self-concept, which were also apparent in our discussions about what 

dementia meant to him.  Additionally, he may have felt ‘under attack’ from Sues’ 

perspectives on his behaviour. This experience illustrates the particular challenges 

associated with sharing joint interview transcripts. As there were clearly occasions 

where Terry and Sue disagreed with each other about their experiences of Terry’s 

illness, seeing a written transcript risks bringing these areas of conflict into sharp 

relief, with reverberations which may last beyond the research encounter (Forbat & 

Henderson, 2005).  

 

This incident confirms that it’s essential to be careful about plans to share transcripts 

with participants. My intentions were grounded in the desire to empower research 

participants and in particular to respect the rights of people living with bvFTD to 

make informed choices (Etherington, 2007). In some of the families I saw, this was 

positively received, however others did not wish to see the transcripts or comment 

upon them. While this might be an appropriate strategy to enable the participant to 

have some control, it may also have deleterious effects. Consequently if transcripts 

are to be shared, it is necessary to have discussions with participants about how 

they might experience this and the possible pitfalls so that they can make an 

informed decision, perhaps by giving a summary of the benefits and disadvantages 

of viewing transcripts. An alternative strategy, particularly for people who may 

struggle with processing detailed information, may be for the researcher to share a 

summary of the issues discussed in the interview, to facilitate further discussions. 

However, this would also need to be agreed with the research participant and 

reflected in the documentation of the research process, as a summary would be the 

researchers’ interpretation of the themes in the transcript rather than the participants.  

 



Appendix 17 Lewin NA and GT coding tables 

Narrative Analysis 

 

  

Sarah

Part of a community a network of relationships 1 1 I've had a good life, I haven't slacked 2 2 Alex

Lifelong friends 1 1 I had a very busy life 1 1 S & A

They think the world of Dad 1 1 I've lived my life the way I wanted to, others had to fit round me 1 1 Ray

He has 3 sisters some are close some aren't 1 2    I worked hard and played hard 1 1

He's cared about his family 1 2 I put myself out and made time 1 1

Before Gran died we were a close knit family 1 2 I wasnt so involved with Sarah, she was at school 1 1 1st TP

Karen and Myles are great, they come regularly 2 2 2nd TP

I've always been a Daddy's girl, he was the perfect Dad 0 0 3rd TP

It changed when Mum and Dad split up 1 1 T1 & T2

We got really close again when I came back home 1 1 T2 & T3

We used to be really close, he idolised me 2 3 T1 & T3

T1, T2, T3

I need to feel safe, secure and in control of my life 1 1

He's still Dad though.... 0 0 My home is my palace 3 5

He's my dad, so it's payback time 1 1 Life in general has changed for the worst so I'm not missing anything 3 6

      So it's difficult to hear Alex criticise him 1 1 I stay at home now where I feel secure and safe 1 1

He does still love us 1 1 I'm the one whose got it and I want to be at home 1 1

Maintaining his role as a grandfather 0 0 Sarah and Alex care for me 2 2

A protective loving grandfather 3 5 I don't like it in respite but they do look after me 2 4

The grandchildren love him too 3 3 The carers are important to me they care for me 3 3

We have to balance the risks while supporting his identity as a grandfather 1 1 My family have to go with me a bit 2 2

We try to maintain the relationship between him and his grandchildren 2 2 respite is not what I want but it gives Sarah a break 2 3

They're still his priority 1 1 I need to stay at home, so I have to try and be independent 1 1

He sometimes grasps the immediate needs of our children 1 1

I'm still me 0 0

Everything he was, he's now the contrast of, he's not the Dad I knew 1 2 I'm not like them, people can still see who I am 3 4

He's losing his independence 1 2 I'm still me, I keep my interests going 1 1

He's very argumentative now especially with me 2 4 I'm still me, I'm proud of what I've acheived 1 2

He's very stubborn he never used to be 1 1 I'm still me, I'm still the person I used to be 1 1

It's all about him now 3 3 I'm still me I have a good life 2 2

He would never have been rude like that, he was always a charmer 1 1 I'm still me, I'm a survivor 2 2

The FTD is the biggest change 1 1 I say what I think 2 3

He doesn't really grasp what's happening for others 1 1

He could be different if he wanted to be 1 4 My Family and friends are important to me 1 2

He could see how it was affecting me 1 1 My grandchildren are my pleasure 3 3

He got worried about his brother 1 1 The grandchildren mean alot, they give me a reason to keep going 1 1

He plays us up, he'll mess around 1 1 I have good days and bad days and they rally round me 1 1

It can be different but it doesn't last 1 1 I have friends who come and see me 1 1

   He can't and he won't help himself 1 1 They don't just have me to look after 1 1

he can be diplomatic sometimes 1 1    They're not here to look after me, they're just here if I need them 2 2

That's clued up that is.. he knows what he's doing 1 1

He doesn't recognise our needs 1 1

He doesn't seem to understand that personal care might be difficult for us 1 1 I'm important in the lives of others 3 4

We can't go out, his needs are more important 1 1 It affects Sarah because she thinks poor old Dad 1 1

It's difficult for us and he doesn't recognise it 1 1 They like me so it works out 1 1

Everything our relationship was it's now the contrast of 2 2

I used to get my own way with Dad but not now 1 1

I've lost respect for him now 1 1

He doesn't ever [do anything for me] except wind me up 2 4

We have to do things now that we would never have done before 1 1

He's just on my case 2 2

He wouldn't even come to the christening 1 2

Some days are good days and we can have a chat 1 1

We've got each other 1 2

Understanding what it's like for each other 1 1

We try to work better as a team now 1 1

But we don't always agree 2 2

Life is really tough for us at the moment, it's not just Dad's needs 1 4

Things are going on with the children 1 1

We don't share everything with him 1 1

Alex's story 0 0

I just stop at home, it's very difficult 1 1

I have my own problems and needs 1 1

I've got a shorter fuse with him now 1 1

Family and Friendships are about support and reciprocity (knowing who you can rely on and who you can't)1 1

Some don't really care 1 1

Some of them are all about themselves 1 1

They don't believe there's anything wrong 1 2

They're no help to us 1 2

They don't visit often 1 1

It's their loss 1 1

Some are a bit more aware now 1 1

The other side of our family are really great 1 1

Some of his friends are really great 2 2

A good life together ---------- disconnectedness

Ray

Sarah and Alex Ray

He's my dad so I'm doing the right thing

changing we/ I ------------------ entrenchment of we/ I

You've changed/ I'm still me, We aren't the same anymore

Me and My Dad… and our family

Key

Sarah

Key

Sarah and Alex

Also in here is trying to make his life better and encouraging independence (GT codes)

largely his narrative is self-referential, he doesn't find it easy to consider how others might feel

There are occasions when he does reflect but these are very limited mostly he brings the 

discussion back to himself. In that sense he is different from Alistair and Bert who have some awareness

all be it naïve awareness, he largely is unable to comprehend other



Grounded Theory 

 

 

It started with his balance 1 2 This is a difficult section for this family, Sarah doesn't remember Sarah

It took two and a half years to diagnose MND 1 1 because of the particular health difficulties and Alex didn't really Alex

He was quite a private person so he wouldn't have shared it with me 1 1 give much information about this time period. Ray didn't talk about S & A

it at all because he doesn't feel he has dementia. When I introduced Ray

the subject he didn't really respond to it, rather focused on MND

1st TP

MND was the beginning of the end 1 1 The other family members aren't proximal to Ray, they don't see 2nd TP

Then he got diagnosed with the fronto-temporal dementia 1 1 him much (Ray's sisters) also from Sarah's perspective, some of them 3rd TP

I didn't understand what was going on 1 1 choose' not see how he is T1 & T2

It went straight over his head 1 1 T2 & T3

     They didn't really get it 1 1 T1 & T3

T1, T2, T3

It's the FTD that's the biggest change 1 1 I have MND, but dementia I don't know 2 3

He's getting worse now 1 1 I've got dementia so they say 2 2

changes in cognition 0 0 If I had dementia that bad, I'd want to die 2 3

   he doesn't recognise his difficulties 1 1 I'm not like them, I'm not on the way out 1 2

He doesn't seem to realise the risks he takes 1 1 I've got dementia but it's not like the others I've seen 2 2

He shuts down and things go over his head 1 1 They just exist, it's no life 1 2

He's very repetative 1 1 MND 0 0

His behaviour is irritating and repetative 1 1 I can't do what I used to do 2 2

We wake up to him singing loudly 1 1 I do need some care though 1 1

Routine is everything to him 1 2 I have good days and bad days with the MND 2 3

changes in empathy and social behaviour 0 0 It was like a sledgehammer 1 1

he goes into panic mode if help isnt immediate 3 5

He gets tired and nasty now 1 1 I've changed, I can't be like I used to be 1 1

He's disinhibited 1 1 I've got MND, it affects my physical abilities 1 1

He's very intolerant 1 1

He's rude and invasive 2 2

He demands more now and its got to be now 2 3

He gets nasty when his routine's disturbed 1 1

He's got no filter 1 1

His mental attitude has declined 1 1

Physical changes 0 0

   He gave up walking 1 1

   He can feed himself but that's all he can do 1 1

We have to help him go to the toilet 2 2

He's more physically demanding 2 2

He wakes frequently during the night 1 1

He's sleeping more now 1 1

Life's about getting through the necessities now 1 1 Life's not too bad 2 2

my television is my pleasure 3 3

We have to keep him in check, managing his behaviour 1 1 Time goes very quickly 3 3

We all have to have the same approach 1 1 There's always somebody to see me 1 1

We have to be firm with him 1 2

We have to be flexible, but he doesn't get it all his own way 1 1 This isn't going to beat me 1 1

We've tried to maintain his independence, if you don't use it you lose it 1 2 I've learned to cope with it, I'm a survivor 1 1

You have to be clear about what you want him to do 1 1 You just have to come to terms with it 1 1

We have to intervene to stop him being nasty 1 1 But they should do something to make it better 2 4

 I don't tell him things because he mithers about them 1 1 I'm doing well because of the way I've lived my life 1 1

We give in mostly 1 1 I do better than others in my position 1 1

I could go on for another 16 years 2 2

We can't do it all, care managing 1 1 I keep my interests going, or it'll be all downhill 2 5

We can't do it all, we have carers in to help 2 3 I have my routine and I'm comfortable 1 2

But it has consequences for our lives together 1 2 I try to keep doing things to keep going 1 1

We've had to recognise that not everyone can deal with him 1 1 I'll keep happy for as long as I can 1 1

But they don't always understand 1 2

We've got a good team around us now but we've had to fight for it 2 3 I have to behave or I'll end up in a home full time 1 2

We need an emergency plan 1 2 It's a poor show if I can't last for two hours 1 1

They don't support me as quickly as I need them too 2 3

We've tried to include him and make life better for him 1 2 I need more care now, it's more difficult for me 1 2

We've made adaptations to help him but it's no use 1 1 I think it get's them down a bit 1 1

Bridge nights 1 1 Sarah and Alex have their own lives they can't do too much 1 2

We bought a horse so he could watch him racing 1 1 The kids have to come first... 1 1

We've encouraged him to come to family occasions 1 1 We clash, we don't always get on 1 1

We have to find a balance 1 1

We have to ensure the children are safe 1 1

We're juggling so many different demands 1 1

But we're not ready for him to go into a home yet 1 1

We've reached a limit, there's a line we won't cross 1 2

Time away from him 0 0

   respite care 3 4

I just walk away 3 3

I've found I have to have time for myself 2 2

Being outside is my 'me' time 2 2

I tend to avoid him now 1 1

Understanding what's wrong 2 4

Attending a carers course 1 2

He doesn't always realise what he's doing 2 2

Understanding that he's lost a lot 2 3

Caring for each other

What time for us 1 1

   Recognising that it's a real loss for Sarah 1 1

   Alex needs something for himself 1 1

   Making time for us too 1 1

   I have to call Sarah away, she can't always see what he's doing 1 1

RaySarah and Alex 

He's the problem/ I have MND but dementia I don't know---- resisting reconstruction

Ray

Becoming aware ------ remaining unaware

Sarah and Alex

Key

Key

Reconstrucing, Assimilating and Adjusting ------------------ Resistance

Noticing changes

Sarah

getting through this, doing the necessities and keeping him in check Keeping positive, I'm a survivor and I'll cope with this

Sarah and Alex

He's the problem because there is no respite from his difficult behaviour?, good days are rare



Appendix 18 

Example of narrative thematic analytical process leading to 

identification of “Losing you so losing we: together but separate”  

Step 1:  

Verbatim transcription of interviews was undertaken by professional 

transcriber. Following transcription, I listened to the tape with an electronic 

copy of the transcript to add any information that was missing, including 

pause, gaps and utterances. 

Steps 2 to 4 

Transcripts were uploaded to NVIVO 10 (QSR International 2010). Following 

this, I listened to the tapes repeatedly to make annotations on a written copy 

of the transcript concerning tone of voice, my feelings and reflections 

concerning the process and identified any significant moments in the text. 

These notes were supplemented by field note comments as appropriate.  

Subsequently, I identified ‘narrative moments in the transcript, exploring 

content which reflected responses to research questions 1 and 4.  

For example, in considering the data which reflected the relationship prior to 

the onset of bvFTD, it became apparent that Sarah Lewin believed that as a 

family they had largely experienced a strong and close relationship. In 

particular she described a strong bond with her father Ray, in which she 

identified herself as having been ‘a daddy’s girl’ and particularly close since 

she had moved back home following a relationship breakdown in 2000. 

(Table 1) 

Table 1: Sarah time point 1 

Jenny And what about you and your Dad? What about your 
relationship? 

Sarah We used to be really close. I was just saying to Alex now 
about working and whatever and he’ll persecute me for this 
one, I exercise hounds we’ll say, go hunting and I said, “Oh 
all I want to do on a Saturday when I get back from hunting is 
to sit on top of the Aga and make poached egg like my 
Daddy used to,” because he used to do things like that for 
me, he really did spoil me. I used to go to school with big 
sandwiches all cut up into different shapes and he can't 
remember it mind or he chooses not to. Yeah we were very 

We used to be 
really close, he 
idolised me 

reflections on a 
child/ parent bond 
rather than adult 
child/ parent 
though? 

Change in tone, 
softer, less matter 
of fact, appeared 
that she might have 



competitive together and whatever. It changed when Mum 
and Dad split up, the relationship did, that was when I was 
14. It wasn't the illness and I could get away with a lot more 
with Dad. I tested him for two years and then started just 
being a bit naughtier and naughtier but he was my Dad, I've 
always been a daddy’s girl. And then now we haven’t 
obviously got the father/daughter bond because it’s changed 
because I'm now his carer.   

Jenny So tell me about that. 

Sarah Ummm... In what way? 

Jenny Well how has that changed because you said you've become 
more of a carer than a father/daughter, can you tell me in 
what way you think that's changed. 

Sarah Not that I’d go to Dad for advice anyhow but I wouldn’t go to 
him for advice now whereas sometimes you just think oh it 
would be nice to. Yeah we’re just getting through the day by 
doing the necessities with him, so eating, drinking, toiletries, 
rather than, yeah, taking, yeah him doing anything for me 
because ((laughingly)) he doesn’t ever, except wind me up 
and he likes doing that, mm. 

… 

Sarah         I remember coming back and having a lot of fun with Dad 
although he wasn't right he was out a lot and I didn’t realise 
how much he'd obviously missed me because when did I 
move out? 94? Hang on yeah no not quite 95, I was away for 
about five years and then came back home and although 
he's always been a drinker and whatever we went out a lot 
and saw people and people used to come back here for 
parties ((laughingly)) and it was a little bit of a wild time for 
both of us but in a nice way and we just, yeah, got on really 
quite well then  

said more but 
stopped herself? 
Was this getting 
painful, did she not 
really want to 
explore this? 

Tone of voice 
quieter, and softer. 
She noticeably 
changed here in 
her tone, reflecting 
what has been lost 
in their 
relationship? This 
marks a change in 
her tone that goes 
on for a while.  

 

Interesting here 
that she chose to 
focus upon the 
practicalities, rather 
than the emotions 
but probably 
prompted in part by 
my phrasing of the 
question.  

Reaffirming their 
close bond, (but 
what was the 
nature of this bond? 
Almost a 
continuation of a 
child /parent 
relationship?) 

 

As can be seen above, this question prompted her to make a comparison 

between their relationship prior to bvFTD and now. These sections of the 

transcript were identified as narrative moments, illustrating both the prior 

relationship and current relationship quality.  

I identified the need to follow up on the nature of the changes to the 

relationship since Ray’s diagnosis with Sarah when I visited again at time 

point 1. This prompted the following narrative moment from Sarah (Table 2): 

Table 2: Sarah revisit at time point 1  

Jenny Yes there was one thing I realised that we’d sort of skirted 
around … but one in particular was around your relationship 
with your dad and how you feel that's changed. 

Sarah Yes. 

Jenny And I guess I wondered if you could tell me a bit more about 

 
 
 
 
 
There was a long 



 

Step 5, thematic coding 

Thematic coding was undertaken, which included the context in which the 

narrative moment was constructed and who was saying it as shown in tables 

3 and 4 below.  

Table 3: Sarah time point 1 

Jenny And what about you and your Dad? What about your 
relationship? 

Sarah We used to be really close. I was just saying to Alex now 
about working and whatever and he’ll persecute me for this 
one, I exercise hounds we’ll say, go hunting and I said, “Oh 
all I want to do on a Saturday when I get back from hunting is 
to sit on top of the Aga and make poached egg like my 
Daddy used to,” because he used to do things like that for 
me, he really did spoil me. I used to go to school with big 
sandwiches all cut up into different shapes and he can't 

I’ve always been a 
Daddy’s girl. We 
used to be really 
close, reflections 
on a child/ parent 
bond rather than 
adult child/ parent 
though? 

Change in tone, 
softer, less matter 
of fact, appeared 

that in terms of how you feel it’s changed? 

Sarah I don't know where to start. Everything’s changed he’s not 
the person that he was when I was growing up so I find it 
difficult to handle and cope with him and yeah I can't go to 
him for advice or anything like that whereas I would have 
before and he's always, his relationship with me has 
changed as well which is as much as if I’d wanted to keep 
the father/daughter relationship all he wants to do with me is 
continually wind me up and he knows that he does it. So it’s 
as though he picks on me all the time and he never would 
have done that before.  

Jenny Can you give me an example of that something that he would 
do? 

Sarah Oh he came back from respite this week and then as soon as 
Alex went out, he had to pop out somewhere, dad was on my 
case about had I done this and had I done that and if I hadn’t 
done it why hadn’t I done it, and don’t you think you ought to 
have done, and really lashing out as such and I turned 
around to him and I said, “You've been nice as pie when 
you've got back,” and when he's got back any other time he's 
always been really pleased to have got back and we’ve had 
him really, really nice for a good couple of days afterwards 
and it’s been so pleasant and you think, ‘Oh this is lovely, 
this is how it should be,’ and then it starts creeping back to 
how we now know it as but this time it was yeah really 
different, yeah, so ((tearful)). 

Jenny That's difficult. 

Sarah It is. It is so we just haven’t got that father/daughter 
relationship these days. I'm always the one who’s telling him, 
oh, you know, it’s so and so’s birthday and I’ll ask him things 
so it’s Alex’s birthday coming up, you know, “Would you like 
to get him anything or not?” and, “I’ll get you a card,” and so 
I'm telling him what I’d like to do and whatever but yeah our 
relationship is very, I wouldn’t say strained because you just 
shut up and put up don’t you when you’re in that but yeah. 

pause here, and I 
was aware that she 
appeared to 
become quite 
tearful, and I think 
she felt 
uncomfortable with 

the question.  
 
 
 
 
 
 
 
Tone of voice 
quieter, slower 
speech sounds 
quite tearful 

 



remember it mind or he chooses not to. Yeah we were very 
competitive together and whatever. It changed when Mum 
and Dad split up, the relationship did, that was when I was 
14. It wasn't the illness and I could get away with a lot more 
with Dad. I tested him for two years and then started just 
being a bit naughtier and naughtier but he was my Dad, I've 
always been a daddy’s girl. And then now we haven’t 
obviously got the father/daughter bond because it’s changed 

because I'm now his carer.  [We used to be really close, he 

idolised me] [Everything our relationship was its now the 

contrast of]  [we haven’t got that father/daughter bond] 

Jenny So tell me about that. 

Sarah Ummm... In what way? 

Jenny Well how has that changed because you said you've become 
more of a carer than a father/daughter, can you tell me in 
what way you think that's changed. 

Sarah Not that I’d go to Dad for advice anyhow but I wouldn’t go to 
him for advice now whereas sometimes you just think oh it 
would be nice to. Yeah we’re just getting through the day by 
doing the necessities with him, so eating, drinking, toiletries, 
rather than, yeah, taking, yeah him doing anything for me 
because ((laughingly)) he doesn’t ever, except wind me up 
and he likes doing that, mm. [Life’s about getting through the 
necessities] [He doesn’t ever do anything for me except wind 
me up] [He could be different if he wanted to be] 

… 

Sarah         I remember coming back and having a lot of fun with Dad 
although he wasn't right he was out a lot and I didn’t realise 
how much he'd obviously missed me because when did I 
move out? 94? Hang on yeah no not quite 95, I was away for 
about five years and then came back home and although 
he's always been a drinker and whatever we went out a lot 
and saw people and people used to come back here for 
parties ((laughingly)) and it was a little bit of a wild time for 
both of us but in a nice way and we just, yeah, got on really 
quite well then  

that she might have 
said more but 
stopped herself? 
Was this getting 
painful, did she not 
really want to 
explore this? 

Tone of voice 
quieter, and softer. 
She noticeably 
changed here in 
her tone, reflecting 
what has been lost 
in their 
relationship? This 
marks a change in 
her tone that goes 
on for a while.  

 

Interesting here 
that she chose to 
focus upon the 
practicalities, rather 
than the emotions 
but probably 
prompted in part by 
my phrasing of the 
question.  

Reaffirming their 
close bond, (but 
what was the 
nature of this bond? 
Almost a 
continuation of a 
child /parent 
relationship?) 

 

 

 

Table 3: Sarah revisit at time point 1  

Jenny Yes there was one thing I realised that we’d sort of skirted 
around, well a couple of things but one in particular was 
around your relationship with your dad and how you feel 
that's changed. 

Sarah Yes. 

Jenny And I guess I wondered if you could tell me a bit more about 
that in terms of how you feel it’s changed? 

Sarah I don't know where to start. Everything’s changed he’s not 
the person that he was when I was growing up so I find it 
difficult to handle and cope with him and yeah I can't go to 
him for advice or anything like that whereas I would have 
before and he's always, his relationship with me has 
changed as well which is as much as if I’d wanted to keep 
the father/daughter relationship all he wants to do with me is 

 
 
 
 
 
There was a long 
pause here, and I 
was aware that she 
appeared to 
become quite 
tearful, and I think 
she felt 
uncomfortable with 

the question.  
 



Steps 6 and 7 

As interviews with Ray also occurred at this time point, narrative moments 

were identified within his transcripts. It appeared that Ray had little 

awareness of changing relationships with Sarah: 

Table 5: Ray time point 1 and revisit 

Jenny  How do you think it’s affected your family? 

Ray Who do I think it’s affected my family? Well they have to go 
with me a bit. I think these things have altered in the last 20 
years haven’t they? I mean what I've got now people would 
have thought, what’s he done with his leg? Why can't he 
walk? They wouldn’t know it was MND they'd just think it 
was some…and once you've fallen on the floor a couple or 
three times they think well there is something wrong there. 

 
 
 (They have to adapt 
and change to meet 
his needs) 
He struggles to 
maintain a focus on 
the question, doesn’t 
seem to be able to 

continually wind me up and he knows that he does it. So it’s 
as though he picks on me all the time and he never would 

have done that before.  [Everything our relationship was it’s 

now the contrast of] [Everything he was he’s now the 
contrast of, he’s not the Dad I knew]  [He’s very 
argumentative now, especially with me]  [He doesn’t ever do 
anything for me except wind me up] 

Jenny Can you give me an example of that something that he would 
do? 

Sarah Oh he came back from respite this week and then as soon as 
Alex went out, he had to pop out somewhere, dad was on my 
case about had I done this and had I done that and if I hadn’t 
done it why hadn’t I done it, and don’t you think you ought to 
have done, and really lashing out as such and I turned 
around to him and I said, “You've been nice as pie when 
you've got back,” and when he's got back any other time he's 
always been really pleased to have got back and we’ve had 
him really, really nice for a good couple of days afterwards 
and it’s been so pleasant and you think, ‘Oh this is lovely, 
this is how it should be,’ and then it starts creeping back to 
how we now know it as but this time it was yeah really 

different, yeah, so (tearful).  [Everything our relationship was 

it’s now the contrast of] [Everything he was he’s now the 
contrast of, he’s not the Dad I knew]  [I find it difficult to 
handle and cope with him]  [He doesn’t ever do anything for 
me except wind me up] [It can be different but it doesn’t last] 
[He’s just on my case] 

Jenny That's difficult. 

Sarah It is. It is so we just haven’t got that father/daughter 
relationship these days. I'm always the one who’s telling him, 
oh, you know, it’s so and so’s birthday and I’ll ask him things 
so it’s Alex’s birthday coming up, you know, “Would you like 
to get him anything or not?” and, “I’ll get you a card,” and so 
I'm telling him what I’d like to do and whatever but yeah our 
relationship is very, I wouldn’t say strained because you just 
shut up and put up don’t you when you’re in that but yeah. 

[You just shut up and put up] [Everything our relationship 

was it’s now the contrast of]  

 
 
 
 
 
 
Tone of voice 
quieter, slower 
speech sounds 
quite tearful 
 



But I've lost weight through it, in fact I've put a bit of weight 
on now because I don’t move so much. I miss the cricket 
but there's always cricket on the box so I know what’s 
going on.  [My family have to go with me a bit] [My family 
and friends are important to me (they care for me?)] 

 
 
… 
Jenny So last time one of the things I asked you was who’s 

important to you. And I think that I might have led you in a 
particular direction so I sort of wanted to ask you again who’s 
important to you in your life? 

Ray In my life? 

Jenny Yeah. 

Ray Well everything I suppose. The carers, the family, the 
grandchildren. 

Jenny Who are the carers? 

Ray Who care for me. [The carers are important to me, they care 
for me] 

Jenny Right. 

Ray The carers that come and look after me. 

Jenny Okay. 

Ray Get me up in the morning, put me to bed at night. Sarah 
does all of the day shifts. And grandchildren here all the time 
so I see them most of the time, well all the time. So I 
suppose I'm lucky in that way. Also people, friends who are 
always handy to have because they care for you as well. 
Generally we go on as best we can. [Sarah and Alex care for 
me] [My family and friends are important to me] 

Jenny Okay. 

Ray Okay? 

Jenny Yes that's fine. So what do you think about your relationship 
with your family now what’s it like? 

Ray I think it’s all right but I get a bit depressed sometimes I 
suppose. You have good days, you have bad days, things 
come easy to you sometimes, not so easy the next time but 
the family rally round and do the best they can. Friends come 
and see me so I feel as though I'm okay at the moment. 
What can I say. [The family rally round and do the best they 
can (to make him feel better?)] 

 

Jenny So who do you consider to be family? 

Ray Well family’s family, family are your closest people to you, 
that’s family yeah. I mean Sarah and Alex, the grandchildren 
and then you've got Myles and you've got Susan, my sisters 
and grannies and the close relationships and then you get 
your friends and then you get your pals. And then you get 
other people who also care about you. [my family and friends 
are important to me] 

consider how this 
might affect his family 

 
 
 
 
 
 
I felt that I had not 
found it easy to direct 
the course of the 
questions with Ray 
and thought that it 
would be helpful to 
try again with him, to 
see if I could achieve 
some consideration 
of his family 
relationships. What 
was interesting in his 
response to this 
question was that he 
referred to the carers 
who come in to give 
personal care as first 
in those important to 
him in his life. I 
wonder if this reflects 
the strong emphasis 
in the first session on 
his own wellbeing, 
and his need to 
maintain his sense of 
doing well?  Sarah 
was upset the last 
time by his 
prioritisation of the 
carers. This 
happened again, and 
appears to reflect a 
similar emphasis on 
those who assist him 
to maintain his life as 
he wishes it to be. 
However this time he 
does mention others 
 
 
 
You have good 
days and bad days 
(didn’t really seem to 

understand the 
question, focused 
largely on his feeling 
and what the family 
might do for him) 

 

 



After analysing each interview, I brought family transcripts together to 

consider themes of similarity and different. This occurred across all three 

time points, resulting in the following coding structure for the Lewin family: 

 

 

 

 

 

Steps 8-9: Development of subthemes when comparing across families  

In comparing narrative thematic coding across families, while staying close to 

the transcripts, the superordinate theme of A changing we / I ---- An 

entrenched we / I was developed. This superordinate theme was identified 

as a continuum because the relational outcomes appeared fluid and 

influenced by the nature of the past relationship as well as the impact of 

bvFTD over time.  

 

I need to feel safe, secure and in control of my life 1 1

He's still Dad though.... 0 0 My home is my palace 3 5

He's my dad, so it's payback time 1 1 Life in general has changed for the worst so I'm not missing anything 3 6

      So it's difficult to hear Alex criticise him 1 1 I stay at home now where I feel secure and safe 1 1

He does still love us 1 1 I'm the one whose got it and I want to be at home 1 1

Maintaining his role as a grandfather 0 0 Sarah and Alex care for me 2 2

A protective loving grandfather 3 5 I don't like it in respite but they do look after me 2 4

The grandchildren love him too 3 3 The carers are important to me they care for me 3 3

We have to balance the risks while supporting his identity as a grandfather 1 1 My family have to go with me a bit 2 2

We try to maintain the relationship between him and his grandchildren 2 2 respite is not what I want but it gives Sarah a break 2 3

They're still his priority 1 1 I need to stay at home, so I have to try and be independent 1 1

He sometimes grasps the immediate needs of our children 1 1

I'm still me 0 0

Everything he was, he's now the contrast of, he's not the Dad I knew 1 2 I'm not like them, people can still see who I am 3 4

He's losing his independence 1 2 I'm still me, I keep my interests going 1 1

He's very argumentative now especially with me 2 4 I'm still me, I'm proud of what I've acheived 1 2

He's very stubborn he never used to be 1 1 I'm still me, I'm still the person I used to be 1 1

It's all about him now 3 3 I'm still me I have a good life 2 2

He would never have been rude like that, he was always a charmer 1 1 I'm still me, I'm a survivor 2 2

The FTD is the biggest change 1 1 I say what I think 2 3

He doesn't really grasp what's happening for others 1 1

He could be different if he wanted to be 1 4 My Family and friends are important to me 1 2

He could see how it was affecting me 1 1 My grandchildren are my pleasure 3 3

He got worried about his brother 1 1 The grandchildren mean alot, they give me a reason to keep going 1 1

He plays us up, he'll mess around 1 1 I have good days and bad days and they rally round me 1 1

It can be different but it doesn't last 1 1 I have friends who come and see me 1 1

   He can't and he won't help himself 1 1 They don't just have me to look after 1 1

he can be diplomatic sometimes 1 1    They're not here to look after me, they're just here if I need them 2 2

That's clued up that is.. he knows what he's doing 1 1

He doesn't recognise our needs 1 1

He doesn't seem to understand that personal care might be difficult for us 1 1 I'm important in the lives of others 3 4

We can't go out, his needs are more important 1 1 It affects Sarah because she thinks poor old Dad 1 1

It's difficult for us and he doesn't recognise it 1 1 They like me so it works out 1 1

Everything our relationship was it's now the contrast of 2 2

I used to get my own way with Dad but not now 1 1

I've lost respect for him now 1 1

He doesn't ever [do anything for me] except wind me up 2 4

We have to do things now that we would never have done before 1 1

He's just on my case 2 2

He wouldn't even come to the christening 1 2

Some days are good days and we can have a chat 1 1

Also in here is trying to make his life better and encouraging independence (GT codes)

largely his narrative is self-referential, he doesn't find it easy to consider how others might feel

There are occasions when he does reflect but these are very limited mostly he brings the 

discussion back to himself. In that sense he is different from Alistair and Bert who have some awareness

all be it naïve awareness, he largely is unable to comprehend other

Sarah and Alex Ray

He's my dad so I'm doing the right thing

You've changed/ I'm still me, We aren't the same anymore

Sarah

Alex

S & A

Ray

1st TP

2nd TP

3rd TP

T1 & T2

T2 & T3

T1 & T3

T1, T2, T3

Key

Key



Within this superordinate theme, relationship outcomes were explored across 

families. It appeared that there were different relational outcomes for 

relationships between close family members than for relationships with wider 

family. I also identified that these relational outcomes had consequences for 

the partner/ adult daughter as an individual, hence the identification of ‘I’ as 

well as ‘we’ on this continuum.   

 

Similarly, in considering the coding for each of these relationships, it became 

evident that there were similarities and differences given the heterogeneity of 

family relationships.  Thus I needed to pay close attention to the nature of the 

experience in each family. This is reflected in the experience of close family 

members, where four subthemes were ultimately identified. Close family 

relationships existed along a continuum of a changing we --- an entrenched 

we.  

 A changing we, stronger in a different way  

 Losing we, but still connected  

 Losing you so losing we, together but separate 

 There is no we, just getting through it 

 

I identified areas of common ground, for example some of the coping 

processes and quality of prior relationship in the Lewin family experience 

were similar to those of Sue and Terry Stuart. Their relational outcomes as 

two families were coded as losing you, so losing we, together but 

separate. The outcomes for the relationship in both of these close family 

relationships had similarities in that while both remained connected to the 

person with bvFTD, they nevertheless felt disconnected from them because 

they felt that there had been a fundamental change in the person and 

therefore in their relationship with them. They struggled to understand the 

nature of the change and process the consequences of this for their 

relationship. Thus they seemed unable to find meaningful ways of connecting 

in a new way. The level of unawareness in the person with bvFTD appeared 

to be significant factor influencing the distance that seemed to occur between 

the person with bvFTD and their family member. Relational outcomes for 

these two families were closer to the entrenched end of the continuum.  



 

Consequently it seemed that there was evidence of separateness and 

separation in their narratives. For example, Terry and Sue Stuart’s narratives 

appeared to reflect individual experiences. For Sue the loss of the 

relationship as it was and what this meant for her was prominent in her 

narrative. For Terry there appeared to be a need to hold onto selfhood in the 

face of Sue’s identification of what has been lost. Even though he 

acknowledged that he had changed, his awareness of the level of change 

was different to that of Sue’s experience: 

 

You're not the same- I'm ok: defended positions

Sue's story; You're changing and it's painful, I'm alone now 3 23

I'm worried for the future and how he's going to be 3 3

He says things that upset and embarrass me 3 6

He doesn't want to do anything anymore 1 1

He goes off and he doesn't help me 2 3

We don't spend any time apart now 1 1

You don't think about me 1 2

I have to pacify him 1 1

He gets agitated and he takes it out on me 2 3

He can be silly and it drives me mad 1 1

He gets angry with me 1 1

But he's not changing quickly now so I just have to get used to it 1 1

Terry's story; I'm still me 3 12

   It's not me I'm not like that 3 7

I don't know that I have changed 1 1

It isn't like it's waiting for that sword to drop 1 1

I'm not as bad as others are 1 2

It's not me it's the diabetes that does that 1 1

     But I know things are changing for me and I don't feel in control 3 8

I don't feel safe driving 1 1

It's like a vacuum, a void 1 1

I struggle to drive 2 2

I have a sedentary life now 1 1

I can be a bit stressy 1 1

I wish they could do something to make this better 1 1

It's like somethings chipping away and I can't get it back 1 1

We're not the same now 3 19

It's isolating, it's felt like prison 1 3

We haven't been able to do the things we planned for 2 2

We don't go out socialising like we used to 1 1

We don't have time apart like we used to 1 1

Our ability to get out is restricted 1 1

It causes arguments between us 2 2

It would be nice for you to show me some affection 2 3

I know I can't give it to you and I feel guilty for that 2 3

There's no loving now, its more like brother and sister 1 1

We would have had a different future 1 1

you blame me for getting things wrong 1 1

Sue, I'm trying to cope with this but it's not easy, I feel angry

I need to talk about it 1 1

support to understand why things have happened 1 1

I try to laugh about it, but it's frustrating 1 1

Making the best of a bad situation 1 1

Having a bit of a break 2 2

He gets things wrong and it makes life difficult 1 1

Living for today 1 2

Staying at home for as long as possible 1 1

My health isn't so good 1 1

I have to walk away and leave him to it 1 1

I have to bite my tongue and let it go 1 1



 

Similarly, the GT coding for the Lewin family also reflected the difficulty in 

understanding and appeared to be influenced by Ray’s lack of awareness. 

Therefore narrative thematic analysis highlighted that finding a new way of 

being in relationship with Ray wasn’t possible, given the profound changes 

they experienced in him and his apparent inability to comprehend what it 

might be like for them: 

 

Consequently, they described largely avoiding him or ‘managing’ his 

behaviour.  

We have to keep him in check, managing his behaviour 3 12

We can't do it all, care managing 3 13

We've tried to include him and make life better for him but it was no use 2 6

Time away from him 3 12

   respite care 3 4

I just walk away 3 3

I've found I have to have time for myself 2 2

Being outside is my 'me' time 2 2

I tend to avoid him now 1 1
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Appendix 19 

Example of analytical process leading to identification of the challenge 

of ‘Awareness and Understanding of Changes’ (modified Grounded 

Theory) 

Step 1: Initial open coding 

After interviews were transcribed, I uploaded them to NVIVO 10 (QSR 

International 2014). Following this, I listened to the tapes repeatedly to make 

annotations on a written copy of the transcript concerning tone of voice, my 

feelings and reflections concerning the process and identified any significant 

moments in the text.  

I then undertook initial open coding of each of the individual family interviews, 

on paper copies of their transcripts. I concentrated on gerunds which 

highlighted actions and processes (Charmaz, 2006). This was undertaken to 

inform subsequent interviews with families, thus working towards theoretical 

sensitivity (Charmaz, 2006). I noted reflections on coding within and across 

families in order to guide the interview process. For example, I undertook 

initial coding of Mollie and Anthony’s first interview and identified their 

individual and shared narratives about the process of becoming aware of the 

changes in Anthony. Initially I framed this in terms of the process of 

becoming aware prior to and following diagnosis and made notes, examples 

of which are below; 

Awareness of changes: 

Changes began to be noticed in 2009, Mollie had taken early retirement and 

they were going to go cruising. Anthony was altering his work pattern so they 

could achieve this. However Mollie noticed Anthony was struggling with 

complex and simple everyday tasks at home and on the boat (p.8 1st tp)  

Initially caused conflict and distress, “at the time I really thought he was 

winding me up, I didn’t know what was going on” (p.9 1st tp) 

It seemed that Anthony was also experiencing changes at work but he 

suggested he wasn’t aware of these changes initially.  (p.9 1st tp) 
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Nevertheless, over a period of about 6 to 12 months, he increasingly noticed 

difficulties, involving using the phone, confidence with driving, confidence 

with tasks he was normally competent at (p. 10-13 1st tp) 

It appeared that they eventually communicated together about what was 

happening. Significant moment occurred in Jan 2010 which prompted GP 

referral (p.14 1st tp) 

Decisions had to be made early on about work (before formal diagnosis) as 

GP was concerned about his safety. GP suspected he had dementia. This 

corresponded with Anthony’s concerns about his working practices and 

Mollie’s fears for his and other’s safety. A friend had also told her that 

Anthony had not tightened the wheel nuts on a lorry Anthony had serviced. 

(p.14-16 1st tp) 

Anthony realised his driving wasn’t safe, Mollie intervened with Psychiatrist 

as she suggested they were ‘getting head to head’ (seen in adult mental 

health services before referral to specialist assessment and intervention) and 

suggested that she would handle it. Mollie gave him the forms to complete 

which he did, giving him choice and control? Anthony indicated that he was 

glad to give it up because of loss of confidence. (p.18 1st tp)  

Family Awareness: 

Mollie and Anthony suggested that Jane saw changes in his driving (p.19, 1st 

TP), but this wasn’t until after diagnostic process had started. Anthony 

suggested that he wasn’t his usual self when seeing family, as they are only 

short visits, so they wouldn’t have noticed (p.29, 1st TP).  

Their grandchildren appear to relate ‘in the moment’ “he can come to their 

level” (p.31 1stTP) Implied that Diane had talked to eldest grandchild, she 

shows him how to use a game (p29-30 1st tp) 

Degrees of awareness appear to be present, related to frequency of contact 

and emotional closeness? Thus some have awareness but not as much as 

Mollie and Anthony.  

They describe infrequent and mostly phone contact with brother and sister, 

so brother doesn’t believe he’s got dementia even though he’s been told. But 
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as a consequence of Anthony’s decision to not use the phone, they’ve not 

been in contact since they informed them. (p.32, 1st tp)  

Mollie and Anthony appeared to have suggested that family were important 

but not central to their lives in their transcript. Given the above thoughts, I felt 

it was important to consider whether the communication that occurred 

between them had extended to their wider family members in regard to 

Anthony’s diagnosis. This resulted in identifying the need to explore how they 

had managed relationships within the family since Anthony’s diagnosis, 

which I address in the time point 1 revisit. They identified that they had 

printed off information and given it to the family on the advice of the 

professionals involved. It didn’t appear that they had explicitly talked with 

family members about Anthony’s diagnosis and what it meant (p7-8 1st tp 

revisit). Although at this stage they appeared to feel that the two closest 

family members (Jane and Diane) had some awareness of what was 

happening for Anthony. Subsequently, I carried out initial coding of Janes first 

interview. I then considered the initial coding on paper that I had undertaken 

of Jane’s interview in the light of the initial codes identified within Anthony 

and Mollie’s narrative, looking for areas of commonality and difference. Areas 

highlighted in Jane’s interview included: 

Confirms some awareness of changes although it appears that this began 

after Anthony and Mollie began the process of help-seeking (p.5, tp1) 

(therefore difference in levels of awareness?) 

Thinking back on it she recognised the significance of changes, but not at the 

time? (p.5 tp1) and; she didn’t notice the changes as much as they did (p.7 

1st tp) (correlates with what A and M were saying) 

(Notes) Appears to have expressed some difference in perspective, Jane 

seemed ‘out of step’ with their awareness. It seemed that communication 

between them about the diagnosis was largely factual? Is there an absence 

of collaborative communication in this family? Seems to correlate with my 

feeling that Anthony and Mollie see family as important but not central to their 

lives, focus is inward on themselves and their lives as a couple rather than 

outward? 
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Step Two: Open and focused coding time point one 

I used the thoughts achieved from the above process to inform open and 

focused coding exploring the data incident by incident on NVIVO 10. I coded 

each interview separately and then brought coding from these interviews 

together on a spreadsheet which supported identification of areas of 

commonality and difference. I used colours to reflect the different participants 

which highlighted different perspectives. This process also allowed for the 

development of focused codes within families as the unit of study. The results 

of analysis for each of the families were not brought together as a whole until 

after I had undertaken analysis of all three time points, to preserve this focus. 

However memos were used to support thinking across families when 

undertaking open coding of individual transcripts and the development of 

focused coding when combining individual coding together within families. 

Furthermore, these memos and coding structures were used to inform the 

areas of inquiry for subsequent interviews. An example of this process is 

outlined below. 

Excerpt from time point 1 transcript Mollie and Anthony 

Burton 

 

Mollie: Until September, October [2009] time when things 

started going down. Of course I didn’t know what was 

going on at the time. And I honestly thought, because it 

caused… I was getting angry because I thought he was 

winding me up; [I was getting angry, I thought he was 

winding me up] things were happening; he was losing 

confidence. We took the boat into the boat yard to get 

something done and he found he hadn’t got the confidence 

when we came out. When we brought the boat out he lost 

his confidence with it.[Losing confidence] And then his 

balance started going; and I was having to shout and 

scream, “Stay on the back of the boat; don’t come up […]” 

because you’d go up […], walk along, jump up […] and 

come and help.[His balance started going] And that’s how 

During this section 
Mollie's tone of 
voice changes. It's 
mainly Mollie 
talking here, 
although in a 
moment I invite 
Anthony to talk 
about what he 
noticed. I am 
aware that her 
pace of speech 
and her tone 
becomes lower, 
slower in pace and 
much less 
animated. When 
she laughed about 
having to shout at 
Anthony, the 
quality of her 
laughter was 
different, less 
joyful, more ironic? 
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we both… 

So, you were losing your confidence with different things, 

weren’t you? [losing confidence] And I said, “Oh…” So, 

different things were happening here. ((Anthony)) wasn’t 

sort of washing and showering. He’d argue with me, “No, I 

had one yesterday” and I’d say to him, “No, you haven’t 

had a shower love for about three days”.[managing 

everyday activities] Different things were happening. And 

at the time I thought he was really winding me up 

((laughs)); I didn’t know what was going on. And it really 

went from there, didn’t it? [I was getting angry, I thought he 

was winding me up] 

Jenny: What did you notice, ((Anthony))? When did you…?   

Anthony: Our comprehension of time was getting really 

bad. But I wasn’t aware of it. My comprehension of time 

was always good. I never, ever wore a watch whilst I was 

working because it wasn’t practical; but at any time night or 

day I could tell you what the time was within about ten 

minutes. I always totally aware what the time was, even 

pitch black, if you’d been out anywhere. On the motorway 

or something hours on end, or most of the night, we were 

still aware what the time was. So, I had an exceptional 

comprehension of time. But that had vanished and I just 

couldn’t keep track of time anymore. That was one of the 

first things that we noticed. [changing comprehension of 

time] And lots of strange things happening as well.  

 

Mollie:  What about when you were doing up wheel nuts on 

people’s cars, love? 

Anthony: Oh, that was much later that was. Initially it was 

certain things stressed me out – mainly computers and 

especially mobile phones. And the mobile phone was my 

lifeline with work. On numerous occasions I’d thrown it at 

the wall and smashed it into hundreds of pieces, often still 

Anthony's tone 

became more 

animated here, 

some emphasis 

as he's 

recounting this 

experience. 
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ringing ((laughs)); didn’t even stop it. And leave it in pieces 

on the floor for a couple of days.  

When I was at the workshop one day I felt absolutely top of 

the world, no problem at all, having a cracking day, been 

using the phone on and off most of the morning. And the 

phone started ringing and I stopped, listened to it ringing, 

and I crept slowly out of the workshop and hid round the 

corner around the door in the yard and waited for it to stop; 

then give it a little while then I crept into the workshop, 

picked up the phone and then took it down to the bottom of 

the workshop, shaking away, opened the door, stuck it in 

the fridge, slammed the fridge door, barricaded the door – 

and that’s where it stayed for several weeks. ((Laughs))  

Fortunately [colleague], who we worked with, all our 

customers, had his number as well, so they were ringing 

him up every five minutes. That’s the only reason we took 

it out the fridge and took it back again was to take the 

pressure off [colleague], because it wasn’t fair. [managing 

complex tasks] [talking on the telephone] 

We was okay then for a while. Occasionally it would 

bounce off the workshop wall. So, that was quite 

noticeable and out of character. It was silly things like that 

more than anything.  

More fluent and 

showing some 

emotion in the 

recounting of 

this experience. 

He laughed 

Jenny: Was it you noticing that or was it other people 

telling you that that was…? 

 Anthony: I don’t think anybody really noticed. [Others 

weren’t aware]  

Jenny: Right. But you did? 

Anthony: Yeah. We had customers come in, “I’ve been 

trying to get you on the phone. Where on earth is your 

phone?” I said, “It’s in the fridge”. ((Laughter)) “Oh all right; 

say no more!” I was perfectly aware it was in the fridge. 

Had no intention of taking it out. And the fridge was 
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barricaded. Even the milk was on top of the fridge instead 

of being in it. But it did; it just fazed me out totally. And I 

then become aware that I was having good days and bad 

days. And on a bad day you had a total loss of confidence. 

[good days and bad days]  You’d jump in a van and you’d 

drive off to the workshop no problem at all – on automatic 

pilot almost – and you were quite comfortable with that, not 

a care in the world. But I would not take a customer’s 

vehicle out onto the road because I was convinced a stone 

would fly up and you’d end up with a broken windscreen; 

or you’d pull up at a junction and somebody would run in 

the back of you; or something would happen. So, taking a 

vehicle out onto the road, other than my own, was a total 

no-no. And then the next day you’d be back to your normal 

self and you’d just jump into a customer’s vehicle, take it 

out, road test it, and you were gadding around in anything 

and everything without a thought – back to normal. And 

then bad days got more frequent slowly over a period of 

six, 12 months whatever. And then it sort of developed 

from there. [difficulty managing complex tasks] [loss of 

confidence] 

Jenny: So, thinking about the timing of that, did you 

((Mollie)) notice things were changing at the same time as 

((Anthony))? Or was there a difference?  

Mollie: It was the things happening at home. He’d 

mentioned what was happening in the workshop; but I’d 

noticed things weren’t right here. And of course we didn’t 

know what was going on; hadn’t got a clue what it was. 

[something’s changing what’s going on?] And he loved his 

boat, loves the boat. And then we were having some work 

done on the boat and the man had to speak to him on the 

telephone, and that was horrendous for him because he 

just did not want to speak to anybody on the phone – and 

Anthony left the 

room at this 

point, Mollie's 

tone was lower 

and speech 

slower as she 

was recalling her 

experience 
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he had to that day. And he was shaking like that. It was 

dreadful. He’s not spoken to anybody on the phone since. 

[…] [talking on the telephone] 

The first things I started noticing was when he was losing 

confidence with the boat. I’m thinking well, I’ve just taken 

retirement from work for us to do this. I didn’t know what 

was going on. And of course with the boat it was just his 

life, his life. So, then we put the boat up for sale in 2011 

because we weren’t even going on it then; weren’t using it 

or anything. But I think what I really noticed was when, I 

think it was when you were coming home and things like 

this, with the showering and things. He was becoming 

more withdrawn, a lot of withdrawn, deep thought; always 

in deep thought and thinking. And he’s quite chatty and 

he’s very, “What sort of day have you had?” or whatever; 

becoming more…It got to the stage where he couldn’t 

remember how to use certain things we’d had for years, 

things like the microwave and the shower. I think what got 

it one day he was stood in the shower – weren’t it love, do 

you remember? [He’s changing and I don’t understand 

what’s happening] [managing everyday activities] 

Anthony: Yeah.  

Mollie:  “How do you turn this on?” I was looking and I 

thought what on earth. And I really got thinking then; I 

thought there’s something not right here. And what he 

explained to me was you were frightened you were going 

to turn it too hard. […] So, then we got you in to see [GP], 

didn’t we? [There’s something not right here] 

Tone of voice 
raises, speaking 
is more animated 
and directs some 
of what she is 
saying to 
Anthony. This is 
a trigger event, 
something's not 
right and concern 
that something 
needs to be 
done.  
when describing 

situations which 

are less easily 

resolved 
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As can be seen above, Anthony and Mollie provided detailed descriptions of 

the period leading up to help-seeking and the changes that were occurring. 

However they did not feel that their families noticed the changes that he was 

experiencing. When analysing Jane Burton’s transcript, it became apparent 

that although she had noticed some changes, she acknowledged that her 

father and Mollie had a greater level of awareness. Consequently, she 

appeared to be out of step with her father and Mollie in regard to her 

awareness. Indeed she confirmed that she had not noticed as much as they 

did, because she didn’t see him often: 

Jenny You noticed that he was more distant, particularly on the phone. 

Jane Yes. 

Jenny […] How did things change over time, were there other things that 

you noticed? 

Jane Not a great deal, no. But I think it’s probably because I didn’t spend 

so much time with him. No. [I didn’t spend a lot of time with him] 

Therefore, at time point one; it seemed that there were differences in levels 

of awareness between family members. Those closest to the person with 

bvFTD noticed changes first. Anthony, who lived with bvFTD, also noticed 

changes. It was apparent that these differences in levels of awareness 

continued to occur beyond diagnosis. In the Burton Family, these themes 

were therefore grouped together at time point one in one focused code 

Becoming Aware --- Remaining Unaware with three subthemes: 

 Something is changing what is going on? 

 Confirming and knowing 

 We know that things are changing --- unable or unwilling to see 

Figure 1 below shows the focused and open coding for these subthemes.  

The key to the colours used is as follows: 
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Figure 1 

 

The following memo was developed: 

Tentative theme: Becoming aware --- remaining unaware 

It seemed that some of the changes were subtle (how are changes 

understood and attributed, particularly if they are subtle?) whereas others 

were more obvious.  Mollie’s suggestion that she thought he was winding her 

T1

T2

T3

T1 & T2

T2 & T3

All 3

T1 & T3

M & A

Mollie

Anthony

Jane

Key

Key

Things are changing our story 1 1

Somethings changing, what's going on 1 1 Noticing changes.. Out of step 0 0

I was getting angry I thought he was winding me up 1 1 Dad and Mollie noticed things first 1 1

Fearful 1 2 His Mum had dementia, he was afraid he might get it too 1 1

He's changing and I don't understand what's happening 1 4 (not revealed at participants request) 1 2

Changing abilities 0 0 (not revealed at participants request) 1 1

He was losing confidence 1 1 With hindsight, it was out of character 1 1

His balance started going 1 1 It didn't come as a surprise to me 1 1

   Managing everyday activities 1 2 I didn't spend a lot of time with him 1 1

He was doing things that put others at risk 1 2

Anthony

Things are changing, Anthony's story 0 0

Changing comprehension of time 1 1

Managing complex tasks 1 3

Unpredictable 1 1

Other's weren't aware 1 1

Losing confidence 2 2

Getting irritable and aggressive with others 1 1

We're not close to them so they didn't see 1 1

Finding out what's wrong, still out of step 0 0

There's something not right here 1 1 (not revealed at participants request) 1 2

Taking action 1 3 I'm not sure I want to know 1 2

Having to take control 1 3 (not revealed at participants request) 1 2

managing daily activities 1 1 My Dad with bvFTD 0 0

   Having to prompt him to take a shower 1 1 He would have half been like that, he always used to joke about things 1 2

   We have to adapt together 1 2 He's changed... 0 0

            making decisions as a consequence of apparent risks 1 1 He speaks his mind 1 1

(not revealed at participants request) 1 2

Anthony and Mollie He's aware of what's happening and that's difficult for him 1 1

A turning point 0 0

It was a relief for me 1 1

An uncertain future 1 2

But it was also devastating 1 2

It took time to accept the diagnosis 1 1

Becoming overprotective 1 1

Telling family and friends 0 0

We've lost relationships, it can be isolating 2 4

We gave them information 1 1

She's accepted it now but it's taken a while 1 1

Anthony Anthony and Mollie

I know things are changing, but I'm not always aware of them 0 0 We know that things are progressing but it's slowly now 0 0

Talking on the telephone 2 2 It's like a very slow computer 1 2

   Being irritable 1 1    Co-ordination is difficult 1 1

   I have to be careful as to what I'm thinking about 1 1    Clumsiness 1 1

         I know that my abilites are changing 1 1    Fluctuating changes 1 4

   Finding speech difficult 1 1

         Losing patience with others 1 1

         Judgements a problem 1 1

They just don't get it 0 0

Seeing but not understanding 1 1

They don't understand 2 3

Becoming Aware ------ Remaining Unaware

something is changing …. What's going on?

Mollie Jane

confirming and knowing

Anthony and Mollie Jane

We have to do something about this, it's not right

We know that things are changing (an explicit acknowledgement that there are changes) ----- unable or unwilling to see?

Mollie and Anthony
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up would imply that changes weren’t necessarily discussed initially? (Does it 

cause difficulties with relationships in the absence of understanding?)  

Eventually they appeared to discuss what was happening, it seemed that this 

occurred at a pivotal moment which enabled them to decide that action was 

needed (for Mollie this pivotal moment was the realisation that Anthony 

couldn’t use the shower and the microwave, they also talked about further 

moments including him not wanting to leave the house) Is action initiated by 

the partner rather than by the person with bvFTD? Or was this a negotiated 

process. Anthony appeared to have some awareness of his difficulties 

although not at the same level as Mollie, but is this true for all of the 

people with bvFTD in this study? (Need to consider whether awareness is 

shared by people with bvFTD, does this make the help-seeking process 

easier, as they can talk about it and decide what to do? Does it make the 

process of working out what to do after diagnosis easier too?) Jane on the 

other hand didn’t seem to have the same level of awareness as her father 

and Mollie did. Although she talked about a few changes, her description of 

these was much less detailed. It seems that proximity to the changes might 

be a factor? Particularly as Anthony mentioned that he ‘isn’t his usual self’ 

when they visit their families. So not only do they not visit frequently enough 

and for long enough for others to ‘see the changes’ but he might also seek 

to disguise his difficulties? Is communication occurring in this family between 

generations? Need to explore the following issues in my analysis of other 

family transcripts and informing subsequent interviews: 

1. What changes were occurring and how were these understood/ 

attributed 

2. Who was noticing the changes, who noticed less, who doesn’t notice 

changes 

3. Does the person with bvFTD have awareness of changes, and if so 

how does this impact upon relationships? 

4. How do these changes impact upon relationships, between close 

family and wider family? 

5. In those who don’t notice changes, or notice less, what explanations 

are given for this?  
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6. Does communication occur between family members about the 

changes? 

7. What makes those who notice decide to take action 

8. Who takes action? 

9. How are others informed about the consequences of this action? 

10. How are relationships affected after diagnosis? 

Open and focused coding concerning the tentative theme of becoming aware 

– remaining unaware also incorporated the period during and after diagnosis, 

recognising that this was also part of the process of becoming aware. But as 

with the above section, this also reflected differences in levels of awareness 

of the changes within families.  

Step three: Time point 2, Anthony and Mollie Burton 

Questions asked at interview were informed by analysis of previous 

interviews, using theoretical sampling. For example, I had identified that there 

were differences in awareness between family members. There appeared to 

be a hierarchy of awareness, Mollie and to a lesser extent Anthony described 

the changes and their gradual acknowledgement of the impact of these. 

Those closest to Anthony and Mollie (Jane Burton, Antony’s daughter and 

Diane, Mollie’s daughter) appeared to have some awareness, while others, 

including Anthony’s brother had not accepted the diagnosis and denied the 

changes. Consequently, I felt it was important to explore whether there had 

been shifts in awareness and understanding and what was the impact on 

relationships after diagnosis and since the first time point interview.  

I therefore asked Anthony and Mollie about this. These questions followed on 

from doing an ecomap with them, in which they had highlighted that 

relationships with Mollie’s daughter, Diane had become strained since the 

first time point. This was explored further and highlighted continued 

differences in awareness and understanding between family members that 

appeared to be causing rifts in relationships.   

Thus initial and focused coding generated the following coding:  
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(Key to coding:  1st time point,  2nd time point  1st 

and 2nd) 

 

The focused code proximity was added at this time point, as it appeared to 

be relevant to a number of the families participating in the research. Within 

this code, I included,  

 I don’t notice as much change because I don’t live with him 

 I have to make an effort when others come 

 Seeing but not understanding 

 They don’t understand 

Things are changing our story 1 1

Somethings changing, what's going on 1 1 Noticing changes.. Out of step 0 0

I was getting angry I thought he was winding me up 1 1 Dad and Mollie noticed things first 1 1

Fearful 1 2 His Mum had dementia, he was afraid he might get it too 1 1

He's changing and I don't understand what's happening 1 4 (not revealed at participants request) 1 2

Changing abilities 0 0 (not revealed at participants request) 1 1

He was losing confidence 1 1 With hindsight, it was out of character 1 1

His balance started going 1 1 It didn't come as a surprise to me 1 1

   Managing everyday activities 1 2 I didn't spend a lot of time with him 1 1

He was doing things that put others at risk 1 2

Anthony

Things are changing, Anthony's story 0 0

Changing comprehension of time 1 1

Managing complex tasks 1 3

Unpredictable 1 1

Other's weren't aware 1 1

Losing confidence 2 2

Getting irritable and aggressive with others 1 1

We're not close to them so they didn't see 1 1

Finding out what's wrong, still out of step 0 0

There's something not right here 1 1 (not revealed at participants request) 1 2

Taking action 1 3 I'm not sure I want to know 1 2

Having to take control 1 3 (not revealed at participants request) 1 2

managing daily activities 1 1 My Dad with bvFTD 0 0

   Having to prompt him to take a shower 1 1 He would have half been like that, he always used to joke about things 1 2

   We have to adapt together 1 2 He's changed... 0 0

            making decisions as a consequence of apparent risks 1 1 He speaks his mind 1 1

(not revealed at participants request) 1 2

Anthony and Mollie He's aware of what's happening and that's difficult for him 2 2

A turning point 0 0

It was a relief for me 1 1

An uncertain future 1 2

But it was also devastating 1 2

It took time to accept the diagnosis 1 1

Becoming overprotective 1 1

Telling family and friends 0 0

We've lost relationships, it can be isolating 2 4

We gave them information 1 1

She's accepted it now but it's taken a while 1 1

Anthony Anthony and Mollie

I know things are changing, but I'm not always aware of them 0 0 We know that things are progressing but it's slowly now 0 0

Talking on the telephone 2 2 It's like a very slow computer 2 3

   Being irritable 1 1    Co-ordination is difficult 1 1

   I have to be careful as to what I'm thinking about 1 1    Clumsiness 1 1

         I know that my abilites are changing 1 1    Fluctuating changes 1 4

         I say what I think and others just have to accept that 1 1    Finding speech difficult 1 1

         Losing patience with others 1 1

Mollie          Judgements a problem 1 1

He's still my husband, but he behaves differently now (social behaviour) 0 0

He gets quite stubborn on times now 1 1 change in Proximity

He chunters on, telling himself what he's got to do 1 2 affective Jane

He might be rude to them 1 1 empathy I don't notice as much change because I don't live with him 1 1

I prefer not to think about it 1 1

(not revealed at participants request) 1 1

He's aware of what's happening and that's difficult for him 2 2

(not revealed at participants request) 1 1

He struggles with thought processes 1 1

         He's quite well at the moment though 1 1

They just don't get it 0 0

Seeing but not understanding 2 5

They don't understand 3 6

I have to make an effort when others come 1 1

We have to do something about this, it's not right

We know that things are changing (an explicit acknowledgement that there are changes) ----- unable or unwilling to see?

Mollie and Anthony

Becoming Aware ------ Remaining Unaware

something is changing …. What's going on?

Mollie Jane

confirming and knowing

Anthony and Mollie Jane
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 I prefer not to think about it 

 He’s quite well at the moment though 

After undertaking coding within other families, and comparing this with the 

Burton Family, the following memo was developed: 

Becoming Aware …… Remaining Unaware 

Noticing Changes/ Explaining Changes,  

The journey to diagnosis appears to begin with gradual a process of 

increasing awareness of difficulties occurring.  However, initially, alternative 

explanations for symptoms may be found for a number of reasons including; 

attributions about the person or more generally about ageing, a willingness to 

accept that a problem may exist (out of sight out of mind) and physical/ 

emotional proximity to the person with early symptoms.   

Memo: It may be that changes are at odds with previous personality 

characteristics? If this is the case, does this prompt an earlier process of help 

seeking? 

Memo: Out of sight out of mind… Is this a strategy used by others to deny 

the changes? Does this continue following diagnosis  (Exploration of this 

required, need to look at other families, know that this is present in the Perrin 

family, father in law and mother in law to person with FTD, Also in Morris 

family, description of one of their children), 

Memo: need to go back to transcript to see what is said about proximity, I 

recall that it’s present in other families, although there are differences 

between families, but it seems that proximity of family members may 

influence awareness? 

Memo: For some of the families there appears to be a long and difficult 

journey to diagnosis (reflected in van Vliet, et al. 2011) which involves an 

increasing awareness of the difficulties occurring, and possibly a resistance 

in some, influenced by; 

 Degree of exposure to the changes occurring (proximity) 
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 Emotional proximity to the person experiencing the changes 

 Subtlety of the changes, the extent to which the changes reflect 

exaggerations of existing personality traits or a departure from 

usual way of being 

 Willingness to ‘see the changes’ 

The extent to which this occurs within as well as between families requires 

consideration, for example in the Burton Family, it appears when the couple 

refer to her daughter’s understanding. It also appears in the Perrins and in 

the Morris family. But continues after diagnosis, so this isn’t a static process 

reflecting the early stages of development of symptoms rather it’s an ongoing 

and dynamic process within families? 

What is going on, what can be done? (Reflecting a process of increased 

awareness of changes and therefore the need for action) 

Memo; Need to consider how realisation that something needs to happen/ 

there is a problem occurs, is it more gradual in some? What influences this 

and what prevents it? How does the awareness within families’ impact upon 

this help seeking? 

Memo; Seeking an explanation also occurs in all of the families, with some 

experiencing a long and frustrating journey before a diagnosis is eventually 

offered. The attitudes and understanding/ empathy of professionals appear to 

be significant in confirming the family experience, or as in the Hugh family, 

being a cause of further stress and distress? With the Burton Family, the 

responsiveness of their GP and then the memory assessment service was 

significant in validating their concerns and supporting an awareness and 

understanding? 

Memo: a process of assuming responsibility appears to occur very early in 

the experience? Is this similar in people with Alzheimer’s disease? What is it 

reflecting in terms of the changes in the person? In the Hugh family it reflects 

considerable levels of risk taking and poor judgement. In the Burtons, it also 

reflects changes in judgement and self-care, a difficulty in managing 

everyday activities that would have previously been managed by that person.  
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How is this managed and experienced within the relationship? (In the 

Burtons, this taking control appears to be negotiated within the relationship, 

and awareness that something is wrong/ there is a need for this to happen? 

However this doesn’t appear to be accepted by Diane, who appears to be 

critical of the nature and level of the support Mollie provides) 

Memo: A critical event/ experience may create the conditions under which 

recognition of changes occurs. Alongside this, there is a process of beginning 

to take control/ assuming responsibility for the person with symptoms, even 

though this may not be desired or the need for it recognised. Taking 

responsibility for the actions of the person/ or aspects of their life that they 

are struggling with involves a shift in the roles within the relationship (a 

second order change) reflecting a significant departure from existing ways of 

being? 

Memo; As increasing recognition of difficulties brings family members closer 

together, what consequences does the closer contact, involvement in 

caregiving have for relationships? In the Hugh family this appears to have 

negative consequences bringing further damage to an already strained 

relationship.  

Memo: How are those who don’t appear to be at the same point in their 

awareness viewed by close family members (for example it seems that Mollie 

Burton’s daughter is viewed as a problem because of her lack of awareness/ 

understanding) Similarly this seems to occur in the Hugh Family and in the 

Lewin Family.  

Step 4: Time point three 

The above memos informed the interview themes to be explored at the third 

time point and subsequently analysis of the interview data that was 

produced. For example the following areas for further inquiry were identified 

for the third time point interview with Mollie and Anthony: 

 Diane and Jane’s understanding and awareness since the second 

time point/ previous interview reflected differences in understanding, 

how is this now? 

 How has this influenced relationships with them? 
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 Consider coping strategies used to manage relationship with wider 

family 

 Who is important to you in your life now? 

 Tell me about your relationships with them 

The following open and focused coding was developed (the first two focused 

codes of something is changing, what’s going on and confirming and knowing 

were not added to at this stage of the analysis so are not repeated here): 

 

 

Additionally, in undertaking the narrative thematic analysis, the code ‘it’s just 

us now’ was developed, reflecting the impact of this lack of awareness and 

understanding on their relationships with wider family members.  

 

A further memo was developed from the analysis of this interview, which was 

used to inform analysis of other interviews: 

Becoming Aware --- Remaining Unaware 

Memo: Their narratives reflect and ongoing process of awareness and the 

development of understanding. Mollie and Anthony share understanding 

although this appears to change over time, so that by the third time point, 

T1

T2

T3

T1 & T2

T2 & T3

All 3

T1 & T3

M & A

Mollie

Anthony

Jane

Key

Key

Anthony Anthony and Mollie

I know things are changing, but I'm not always aware of them 0 0 We know that things are progressing but it's slowly now 0 0

Talking on the telephone 2 2 Cognitive/    Co-ordination is difficult 1 1

   Being irritable 1 1 regulatory    Clumsiness 1 1

   I have to be careful as to what I'm thinking about 1 1 empathy    Fluctuating changes 1 4

         I know that my abilites are changing 1 1 but not    Finding speech difficult 1 1

I have to make an effort when others come 1 1 affective?          Losing patience with others 1 1

losing comprehension of time 2 2 Things seem to be changing more slowly now 2 2

         I say what I think and others just have to accept that 2 2 Bad days and good days 1 1

It's not just about what I can't do 1 1    I have to assess risks for him now 2 3

I'm not always aware that there's a problem 2 3 It's like a very slow computer 4 5

         Judgements a problem 2 2

Mollie

He's still my husband, but he behaves differently now (social behaviour) 0 0 Proximity

He gets quite stubborn on times now 1 1 Jane

He chunters on, telling himself what he's got to do 1 2 I don't notice as much change because I don't live with him 1 1

He might be rude to them 1 1 I prefer not to think about it 1 1

He might be rude to them 2 2 (not revealed at participants request) 1 1

He's not always aware of what I need now 1 1 change in He's aware of what's happening and that's difficult for him 2 2

Excitable and Irritable 2 4 affective (not revealed at participants request) 1 1

Becoming quiet and withdrawn 2 2 empathy He struggles with thought processes 1 1

It started to get very lonely 1 1          He's quite well at the moment though 1 1

Struggling to pull him up 2 2

They just don't get it 0 0

Seeing but not understanding 3 6

They don't understand 4 7

I have to make an effort when others come 1 1

We know that things are changing (an explicit acknowledgement that there are changes) ----- unable or unwilling to see?

Mollie and Anthony

It's just us now 0 0

Some aren't accepting, maybe we're better off without them 1 1

Some people are just too much hard work 2 2

It's always been about what they need 1 1
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Anthony is acknowledging that he has less awareness of the changes. Is this 

present in other families (I am aware that this was present for the Morris 

family?) 

Memo: Proximity seems to influence awareness and understanding, but it’s 

emotional as well as physical proximity. In the Burton family it seems as 

though there isn’t a shared emotional knowing between generations, so 

addressing the implications of the diagnosis and the resulting changes 

seems not to have occurred? 

Memo: It’s not just awareness but the shift to understanding that is critical for 

the relationships? For example at time point one it appears that Diane has 

some awareness. However by time point two it appears that this has not 

developed in the way that Mollie and Anthony’s understanding as a couple 

has. She is not exposed to the changes in the same way, seems to reject 

them? They don’t seem to communicate together to address 

misunderstandings? (Evidence of this in the Lewin and Hugh family, there 

seems to be an absence of the ability to consider each other’s perspectives?) 

Memo: Is the consequence of this lack of understanding in the context of 

relationships which do not appear to be collaborative or strongly cohesive (as 

demonstrated by limited communication) a breakdown in the relationship 

/conflict? They can’t stop the relationship completely because they value the 

relationship they have with their grandchildren but it seems to be 

characterised by increased distance/ conflict? 

Memo: are wider family members positioned as problematic because they 

don’t share understanding and don’t act jointly? (i.e. Diane is positioned as 

problematic, they suggest she is selfish, similarly the Hugh family appear to 

feel the same way about Stan).  

Step 5, Bringing the analysis together as a whole 

Having completed analysis of each family, I engaged in a process of bringing 

the analysis together as a whole. Initially I produced a written account of the 

grounded theory and narrative analysis I had undertaken for one of the 

families to support my thinking about the analysis. These two accounts, the 

transcripts for this family and the categories I had developed were reviewed 
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by a Clinical Psychologist with practice expertise and research experience in 

the field of dementia care. His independent checking of the transcripts and 

coding is contained in appendix 20. We discussed the coding framework he 

had identified. His analysis was largely congruent with my own, with one area 

identified that I had not considered. The theme of resentment was 

highlighted, and seemed important in relation to this family.  

The accounts, transcripts and categories were also shared with a family 

caregiver (whose husband was living with bvFTD) who had agreed to be an 

advisor to my research. I provided her with the research questions to guide 

her thinking, following which we met and discussed her thoughts about the 

transcripts and my coding. While she did not produce any written 

documentation other than notations by key areas of the transcript, I made 

notes of our conversation. Areas of commonality included the families’ 

difficulty in moving from awareness to understanding of the behaviour and 

unmet expectations influencing interpretation of behaviour and therefore their 

response to the person with bvFTD. She also raised the theme of resentment 

and jealousy, confirming that this was an area relevant to this family that I 

had missed. 

At this stage in the analysis, I had developed four tentative superordinate 

themes as follows: 

Narrative Thematic Analysis 

 A good life together ---- Disconnectedness 

 Changing we / I ---- Entrenchment of we / I 

Modified Grounded Theory  

 Becoming Aware --- Remaining Unaware 

 Reconstructing, Assimilating and Adjusting --- Resistance 

However in reviewing the open and focused coding achieved for all seven 

families and considering how these 4 themes related to one another, it 

became apparent that I needed to revisit these themes as properties, 

dimensions and relationships between categories weren’t sufficiently 

developed. For example, in interrogating the data I had produced, I identified 
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that bvFTD brought a number of challenges for families and that in its current 

form, the coding I had undertaken gave primacy to awareness but the other 

challenges families faced were buried in the data and needed further 

exploration. I therefore returned to my coding and reviewed it and the 

transcripts to consider the challenges each of the families faced. I initially 

identified seven challenges: 

 Awareness of changes 

 It’s dementia, where do we go from here? 

 Holding onto selfhood 

 Making sense of the world 

 We are not the same anymore 

 Obtaining help in order to make sense of and cope with bvFTD 

 Managing everyday living 

However through further analysis and development of the coding this was 

ultimately refined to four: 

 Awareness and understanding of the changes (combining awareness 

of changes and it’s dementia, where do we go from here) 

 Managing everyday life 

 We’re not the same anymore / I’m not the same anymore 

 Being me in the context of bvFTD (combining holding onto selfhood 

and making sense of the world) 

Obtaining help was re-categorised as both an influencing element and a 

coping process. A number of influencing elements were evident for each 

challenge, which impacted upon the way in which the challenge was 

experienced, the coping processes used by family members including the 

person with bvFTD and the relational outcomes.   

It therefore became apparent that each influenced the other in a cyclical 

process. Thus when considering the social and psychological processes 

families engaged in to understand and cope with bvFTD, it was necessary to 

consider their prior relationships because they influenced how they 

responded. Furthermore coping processes influenced relational outcomes 

which in turn had consequences for coping over time. Additionally, the 
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progressive nature of bvFTD also appeared to influence this cycle, as 

families were challenged to adjust and adapt each time change occurred. 

Thus families engaged in repeated iterations of this process of becoming 

aware of a new challenge, developing their understanding and finding new 

ways of coping.  

Furthermore, bringing the coding together highlighted the dimensional nature 

of these psychological and social processes, with families and relationships 

between subsystems within families occupying different positions on a 

continuum. Considerations of these issues resulted in the development of the 

following diagram: 
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Following which I developed the categories and dimensions related to each 

challenge.  Tables one and two provides the work undertaken to develop the 

challenge of awareness and understanding of the changes 

Table 1: Awareness and understanding of the changes 

Noticing changes 

Who: The person closest to the person with bvFTD,  
In three families this was followed by the person with 
bvFTD (commonly prompted by their close family 
member) 
(Other family members experienced a much more 
gradual noticing, their awareness often being raised by 
close family members narratives) 
What changes were noticed:  

We / I before FTD 
(NA) 

Challenges 
experienced by 

we/ I (GT) 

 
Factors 

Influencing 
challenges (GT)  

Coping processes 
to address 

challenges (GT) 

Outcomes for 
relationship (NA)  

The coping processes that are invoked by the family and by 

individuals within that family to address the challenges, e.g. 

scaffolding, denial, open communication, self-care, grieving 

Reconstructing, Assimilating Adjusting ------ Resistance, Denial, 

Stuck 

What each of these challenges, the influencing factors 

and processes of coping mean for the way in which the 

relationship is now on a continuum of  

A changing we/ I--------------------- An entrenched we/ I 

The Psychosocial, Cognitive, Behavioural and Relational 

Challenges brought about by FTD for the family and for 

individuals within the family including the person with FTD e.g. 

To identity and self-concept, to togetherness, self-efficacy 

The factors that impact upon and influence those 

challenges, including for example, proximity, (emotional 

and physical) ability to process and undertake complex 

activities, empathy etc 

A description of the family relationship and 

individuals within the family prior to FTD. 

(Addressing factors as described in RQ 1) 
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 Difficulty with complex tasks 

 Changes in mood, personality and behaviour 

 Managing everyday tasks 

 Difficulty with work 

Explaining Changes 

Initial Attributions: 
Who: Closest family member to person with bvFTD 
(often independently of others) 
Symptoms attributed to: 

 Challenging life changes or changes in 
employment 

 Relationship breakdown 

 Exaggerations in existing personality traits 

 Normal signs of ageing 

 A stroke 

 Other psychiatric diagnoses (in two families) 
Symptoms less obvious or avoided by some: 

 Influenced by frequency of contact and 
closeness 

 Also influenced by desire ‘not to see’ the 
changes 

A pivotal moment: 

 There’s something not right here 

 He got lost  

 We became increasingly aware that something 
wasn’t right 

 She couldn’t manage everyday roles 

 A critical point, he just wouldn’t have behaved 
that way before 

 We had to be more involved in her life (her 
husband died) 

Seeking help: 

 Initiated by closest family member (5 families) 
although appeared to be a negotiated process 
with person with bvFTD in 4 of these families 

 2 families difficulties detected as a result of 
investigations related to other conditions 

 Wider family not involved in help-seeking or 
diagnosis 

Who was help sought from: 

 General Practitioner 

 Specialist Adult Mental Health Services 

 Neurology 

 Private Consultant 

 Specialist Dementia Assessment and 
Diagnostic Service 

Having a diagnosis 

 It was a relief 

 I knew it wasn’t right, that there was something 
seriously wrong 

 But it was also devastating 

 A very painful time 

It’s dementia, moving from 

awareness to 

understanding 

4 spouses: Moving from awareness to 
understanding 

 Understanding is everything (T1) 

 Working to understand what is needed, it’s the 
dementia not him (T1) 

 We can work on how to manage this (T1) 

 Working with wider family to achieve this (2 
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families) (T1) 
1 spouse and 2 adult daughters: Resisting 
understanding 

 Remaining unaware or unable to link dementia 
to behaviour therefore the person with bvFTD 
was positioned as the problem (T1 to 3 for 1 
adult daughter, T1 to T2 for other adult 
daughter, T1 to T3 for spouse) 

 Leading to conflict in relationships (T1 to 3) 
 

Awareness and 

understanding within the 

wider family following 

diagnosis 

Who:  

 Family members who were not closely involved 
or living with the person with bvFTD including 

o Parents 
o Adult children 
o Grandchildren 

Becoming aware  

 We’re just on the fringe really, (T1 to T2) 

 Finding it difficult to accept the diagnosis, but 
that’s ok we can work with that (T1-T2) 

 He’s having to accept it now (T3) 

 A growing awareness and understanding (T3) 

 A forgetting grampy, The grandchildren just 
accept me as I am (T1-T3) 

Remaining Unaware  

 Unacceptance of the changes;  
o We’re not close to them, they didn’t 

see (T1)  
o They didn’t really get it/ He just doesn’t 

get it (T1) 
o Seeing but not understanding (T1-T3) 
o They don’t understand (T1-T3) 

 Unmet expectations (T1-T3) 
 

Awareness and 

understanding with 

progression of bvFTD 

 I know I am changing (T1) 

 I know my abilities are changing (T1) 

 The change is unpredictable and scary for us 
(T1) 

 Another change, another loss (T2-3) 

 Having to adapt and adjust as new challenges 
emerge (T2) 

 It’s started to get very lonely, struggling to pull 
him up (T3) 

 You’re changing, it’s painful and I’m alone now 
(T1-3) 

 She became very angry and unpredictable (T1) 

 

Table 2: Influencing Elements 

Influencing Elements 

Awareness of the 
person with bvFTD 
Awareness --- 
Unawareness 
 

Awareness 4 people living with bvFTD 

 I know my abilities are changing (T1-3) 

 I know I am changing (T2) 

 It’s out of my hands (T2) 

 It’s like a maze (T2) 
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 It’s that depletion of the brain (T2-3) 

 I know I am changing, but I’m not always aware that there’s 

a problem (T2-3) 

 I don’t always see how it affects us (T1-3) 

 I can’t always see it, I get frustrated (T2) 

 I haven’t got the empathy I would have had (T3) 

Unawareness 2 people with bvFTD 

 She denies she has a problem (T1-3) 

 I have MND but dementia I don’t know (T1-3) 

Emotional and physical 
proximity 

 

 We’re just on the fringe really, (T1-2) 

 I have to make an effort when others come (T2) 

 I don’t notice much change because I don’t live with him 

(T2) 

 I was covering things up (T1) 

 He makes an effort so it’s not clear (T2) 

 He can be different but it doesn’t last (T1) 

 He can be diplomatic sometimes (T2) 

 That’s clued up that it, he knows what he’s doing (T3) 

 They’re taken in by her (T2) 

 She can be very plausible (T1-3) 

Readiness to hear and 
see the changes 

 

 Well this is what we thought, this is what we were hoping 

(T1) 

 It thought it was just stress (T1) 

 We didn’t really notice (T1) 

 We forget too (T1) 

 I don’t want to know, it could be me (T1) 

 The women would notice more (T1) 

 He’s not ready to hear it, he’s held his Dad on a plateau (T1) 

 I prefer not to think about it (T2) 

 Seeing but not understanding (T2-T3) 

 He just doesn’t get it (T2-3) 

 They don’t believe there’s anything wrong (T1-3) 

It’s really subtle and 
difficult for others to 
see 

 It’s difficult to know it’s really subtle (T1-3) 

 It’s her thyroid (T1) 

 It was the stress of the robbery (T1) 

 They don’t believe there’s anything wrong (T1) 

 More like parent child now (T1) 

 We are no longer loves (T1) 

 Others don’t always understand, they don’t see what it’s 
really like (T1) 

Prior Relationship 

Collaborating together -

- disconnected 

Collaborating together 

 Family matters (T1) 

 We are together (T1) 

 We are family, each of us is special (T1) 

 Interconnected lives (T2-3) 

 A continuing story of us (T1-3) 

 We work together to help each other (T1) 

 Regular involvement in each other’s lives (T1) 

 Part of a community, a network of relationships, but some 
are close some aren’t (T1) 
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Disconnected 

 Family are important but not central to our lives (T1) 

 Not that close, separate lives (T1) 

 She’s self-serving, her needs have always been more 

important (T1) 

 We haven’t been close, doing the duty (T1) 

 We haven’t had a network of support, we survive together 

without them (T1) 

 A distance between us and our daughter (T1-2) 

Availability of 

knowledgeable and 

supportive 

professionals 

 But it’s a battle and I’m alone with it, they’re out of step with 

me (T1-3 

 A long road to diagnosis (T1) 

 They don’t always understand (T2) 

 We’ve got a good team but we’ve had to fight for it (T2) 

 They don’t understand (T1-3) 

 Professional support helping us to help him (T1) 

 Being with others who understand and learning from them 

(T1-2) 

 Engaging with support from others (T3) 

 Feeling held (T1-3) 

 

 

 

  

 

 

 

 



Hugh Family SUMMARY  (Key: Point 1; Point 2; Point 3; Consolidated theme) Feb 2016 

 

Evidence page Comments/thoughts 

 
The system has let us down 
Pam-What about me/ I need the support 
not mom 
Pam-If I don’t do it who will? 
They are incompetent, can’t they use 
their own initiative sometimes? Why do 
they think that I will have all the 
answers? 
Pam-they don’t know and they don’t 
understand. They are incompetent 
My brother (Stan) is in denial. 
He wants things to be different but can’t 
cope then it falls on me again 
He has stopped communicating 
Jonathan had to have an operation and 
my BP went sky high 
Jonathan went away when the kitchen 
was being done 
God won’t put her out of her misery nor 
mine 
No one else is going to do it so I have to 
Pam-people think that I have the 
answers but I don’t 
Pam-Our struggle with the services 
Jonathan-I don’t expect the mental 
health team will help us 
 
Pam- my life has been taken away from 
me 
Jonathan-we don’t go out anymore 
Elizabeth has robbed us of our lives, We 
are victims of Elizabeth and of the 
system  
Pam-Re church: moms encroaching on 
our world for the wrong reasons.  
She is uncaring 
If she died I wouldn’t have a problem any 
more 
I can’t be bothered with you when you 
come over but ill phone you if I need 
anything 
Pam-dammed if I do and dammed if I 
don’t 
You try and do the right thing but 
whatever you do is never good enough 
Normal sort of family at first then mom 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Jonathan-resents lack of support that 
Pam experiences from brother and 
services 
She also resents the services for not 
taking the problem away. 
Ongoing challenges/resentment with 
the services and family re lack of 
support/stress (even God won’t help 
her)-It all falls on me 
Ongoing challenges/resentment of 
services 
Resentment/resignation 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Elizabeth attributed as cause of their 
sense of violation, entrapment, 
powerlessness, victimisation and unfair 
expectations being put on them 
Unmet expectations to be parented vs 
resentment for having to parent 
Elizabeth 
Elizabeth seen as cause of Pam and 
Jonathan’s problems 
Pam feeling used by Elizabeth 
Problematic childhood-
rejection/resentment 
Still no gratitude from mom. We are 
victims 
We are victims 
 
 
 



and dad divorced-mom went off with an 
alcoholic 
Felt I was treated badly by them at a 
time when I needed help 
Stan always having been a mummy’s boy 
 
Jonathan-I just feel powerless, nothing 
we can do, just have to go with it, we 
can’t escape it 
Whatever you try and do it backfires 
No point in having a faith 
Pam-I am powerless over everything 
really because whatever I do or say, I 
don’t get the back-up-she will do what 
she wants anyway 
 
Before Elizabeth got ill: Pam-just the 
three of us, not close to Elizabeth 
Jonathan-she is no mother to me  
Pam-I don’t have a relationship with my 
mother-I don’t want to see her 
 
Pam-mom always has been self-
orientated, selfish and wanting her own 
way 
Jonathan-she has always been 
extravagant with money 
Pam-I get why she forgets and has 
trouble organising her life. I don’t get 
why she has always been so mean and 
nasty. 
I am sometimes not sure what is the 
dementia and what is her personality. 
She manipulates people into doing what 
she wants them to do 
Jonathan-She has always had her own 
way and never been satisfied  
Pam-mom was always a spendthrift 
Pam-I struggle to understand what is the 
dementia and what is her personality 
 
 
Whatever I do for Mom is never good 
enough 
Jonathan-thankless task 
Pam-mom resents us 
Jonathan-she will not just accept that 
what we are trying to do for her is in her 
best interest 
Pam-she will do her own thing anyway so 
why bother 

 
 
 
 
 
 
Learned helplessness 
Learned helplessness 
Learned helplessness 
Learned 
helplessness/disempowerment 
 
 
Elizabeth not part of their family in 
Jonathan’s view 
Elizabeth not part of the family 
Elizabeth has no place in us 
 
 
 
Its moms fault not the dementia as she 
has always been this way. Dementia 
just making things a lot worse. 
Elizabeth seen as selfish (Jonathan) and 
uncaring (Pam) and that her problems 
are motivated/chosen rather than a 
reflection of her illness 
Its Elizabeth’s fault she has always been 
this way 
Elizabeth choses to be this way 
 
Sees onset of Elizabeth’s difficulties 
from when she met a man younger than 
herself 
Jonathan resents Elizabeth (and envious 
of her being able to be irresponsible 
and getting away with it/spending 
money/doing just what she wants to 
do?) 
We are envious of Elizabeth 
 
Pam-resents mom for not showing any 
gratitude or recognition of her efforts. 
The support she gives to her mom is 
driven by sense of duty 
Mom doesn’t care (about us) 
 
 
Pam had mom sectioned in 2008. Sees a 
need to take control away from mom in 
order to protect her (and them?) Main 



 
Pam-must be difficult for her too 
 
 
 
 
 
 
 
 
 
 
 
Moms got worse than when we last met 
Mom is worse 
Pam-mom still does 
irresponsible/dangerous/weird things 
 
Have started Pilates and exercises now 
I am less inclined to go to moms unless 
there is a reason 
I have to defend myself from her 
 
I get some strength from my faith 
 

focus of input to mom by both parties is 
to minimise risk by taking control away 
from Elizabeth 
Jonathan appears to have practical 
focus whilst Pam merges hers with and 
emotional focus. Sometimes 
considering what Elizabeth may be 
experiencing 
We need to protect (Elizabeth and Us) 
 
Elizabeth’s behaviour getting worse 
 
Mom still a problem 
Elizabeth is getting worse 
 
Increased positive self-care/taking self-
responsibility/creating boundaries-
more consistently and frequently (less 
corrective with carers) 
 
Positive support 
Caring for me/us 

 



Appendix 21 Relationships between family members prior to the onset 

of bvFTD 

The Burton Family 

The Family Relational History: A reconstituted family involving closeness and 

disconnectedness 

Anthony and Mollie Burton 

Anthony and Mollie discussed their history together at length, beginning from 

their first meeting in the late 1990’s. They were both divorced with grown-up 

children from their previous relationships and described having reached a 

point in their lives where they sought a new relationship; 

Anthony We’d got divorced. […] And so we was totally at a loss then 

what to do with ourselves; so we went and bought a […] boat 

((laughter)) [...] So, after recuperating on the […] boat we 

was then all alone in the world with nobody, and so we 

needed somebody to share the pleasures of the […] boat 

with, and so we went on the dating agency. And that’s where 

we met.   

Mollie I got you were looking for somebody to go cruising with! 

((Laughs)) I thought yes. 

Anthony You took to the boat as well, didn’t you?  

Mollie Oh god yeah, loved it didn't we. [T1] 

They appeared to view this as an opportunity to discover a new life for 

themselves and Mollie indicated that she believed that her children had 

supported her to do this; 

Jenny […] How did the children adapt to the two of you being 

together?  

Mollie Mine thought it was wonderful, especially my youngest; 

because all my time was devoted to him, taking him places 

and football training – that was my life. And he said, “Why 

don’t you go out, mum?” ((Laughs)) He was 16! So, that’s 

what I did. I joined the dating agency, and I see this thing on 



there of this man looking for a companion to go cruising with. 

((Laughter)) [T1] 

Anthony and Mollie subsequently married in 2000 and appeared to be close 

and strongly connected to each other. They described their lives as revolving 

around each other and the boat that they shared, with every opportunity 

taken to share the pleasures of life together; 

Jenny Thinking back to before things started to change […] what 

was your life like together? What sort of things did you do on 

an everyday basis? 

Mollie We did everything together, didn’t we? 

Anthony Yes, well we were both working so obviously when we both 

got home from work at the end of the day we had plenty to 

talk about it… And because you’ve got such limited time with 

working the weekends are normally organised weeks in 

advance. So, we always led a hectic lifestyle, didn’t we? 

Mollie Hectic. We were always away weekends. 

Jenny What did that involve? … 

Mollie We were away on the boat. ((Laughter)) We had the boat. 

We were always moaning we didn’t have enough time. Work 

got in the way! [T1] 

Mollie appeared to experience her relationship with Anthony as different from 

her previous relationship, describing how he looked after her and cared for 

her. She seemed to feel nurtured by Anthony, explaining that he made 

decisions and gave of himself to her and to others; 

Mollie I think before you were diagnosed with this I think ((Anthony)) 

did everything. If we were going anywhere he would organise 

things; that’s how he did things. It’s lovely. I’ve never had that 

in my life, somebody [to say], “Right, we’re going off here 

today to such and such”. It’s lovely. And that’s how he’s 

always done it, and it’s lovely. He looks after me. [T1] 

Prior to the onset of bvFTD, Mollie and Anthony described making plans for 

their retirement, which involved Mollie retiring from work and Anthony moving 



increasingly to part time working in order that they could spend more time 

together on the boat. This appeared to be a very significant decision for both 

of them, reflecting a hoped for future together as a couple; 

Mollie […] what we planned to do when we retired was cruise [on 

the boat…]. And 2009 we found that because I was working 

full time, we were both working, we weren’t getting the, if you 

go out for a fortnight’s cruise and it’s tipping down with rain 

that’s your fortnight gone and all the rest of it.  

 So, what we decided to do was I’d take early retirement, 

because I’d always worked full time, and ((Anthony)) would 

work part time because he was self-employed. And then he 

could pick and choose when he was going to do his jobs, 

because he had good customers, and we’d go and cruise 

[…]. So, 2009 April, May I took early retirement. It’s 

wonderful. ((Laughs)) And we went cruising […], didn’t we? 

[T1] 

When asked about their relationships with their children and their wider 

family, it appeared that while they were important to them, they did not 

perceive them to be central to their lives together. For example, they 

described spending much of their spare time on the boat, including Christmas 

and other holidays. This was rarely done with family members including their 

children, indeed both reflected on enjoying their own company; 

Jenny And did that involve your children and grandchildren as well 

or friends or? 

Anthony Not really, no.  

Mollie We enjoy our own company. 

Anthony We had friends on the other boats. Where the boat was 

moored you were friends with the neighbours and friends 

around there.  

Mollie We spent Christmases on the boat, didn’t we? 

Anthony A lot of Christmases on the boat. Wonderful.  

Mollie Really good cracking Christmas. [T1] 



Nevertheless, they appeared to have strong connections with some of 

Mollie’s family and in particular her daughter and grandchildren. Both 

described enjoying their relationship with their grandchildren Isla and Chloe 

(Diane’s daughters), and appeared to consider this to be a meaningful and 

positive relationship; 

Mollie We see her children, don’t we, a lot?... 

Anthony Isla learned to walk on the boat, didn’t she? 

Mollie Yeah, learned to walk. 

Anthony Isla has been on the boat since she was born. [T1] 

Mollie also indicated that she had regular contact with one of her son’s and 

also with her brother and his wife. However Anthony appeared to be less 

connected to his family. They described strained relationships with his 

brother and sister; 

Mollie She talked to us as if we were stupid really didn’t she? … 

well we haven't seen your brother for about four or five…four 

years something like that… 

Anthony Four years I suppose. [T1rv] 

Similarly, Anthony also described a distant and disconnected relationship 

with his eldest daughter and her 4 children; 

Anthony But then Annie’s, you know, we've sort of basically cut her off 

haven't we? 

Mollie Well it would be nice if she rang now and then. 

Anthony We pop over there once a year for Christmas… 

Mollie And we give her the number but they don’t… 

Anthony …and that's enough. [T1 rv] 

He further commented that their contact appeared to revolve around what his 

daughter and grand-children wanted or could get from them, rather than 

about closeness and connectedness. He also described a distance in their 

relationship with his grandson Joe, who is the son of his younger daughter 

Jane. They appeared to attribute his relationship with them as typical of 

young men of his age; 



Anthony No. Joe is a typical lad – you might get a grunt out of him but 

that’s about it. ((Laughter))  

Mollie It’s not street cred. We’ll see him on his birthday perhaps. 

[T1] 

His younger daughter, Jane is therefore the only family member from 

Anthony’s family of origin that they appeared to feel close to and had regular 

contact with;  

Anthony Jane’s the only one that comes round regular. 

Mollie You saw her last night didn’t you? 

Anthony And I mean she's the thoughtful one of the two, never 

forgets, you know, the birthdays and Christmas and all this 

sort of thing [T2] 

Jane Burton 

Jane was the only other member of Anthony and Mollie’s family who 

consented to take part in the research. However, while she participated in 

two of the time points and is happy for her data generally to be included, she 

requested that specific quotes were not used to safeguard her privacy. While 

it is possible to include some examples from her participation in subsequent 

results chapters, including material about her in this chapter may 

compromise her confidentiality were it to be read by people who are close to 

her. Therefore her description of her relationships with her family will not be 

included here.   

Summary  

Anthony and Mollie appear to describe a strong relationship which is a 

second marriage for both of them and began at a time in their lives when 

their children were reaching adulthood or were already adults with their own 

lives and families. Their relationship appears to be characterised by a 

closeness which involves spending much of their leisure time together. Prior 

to the onset of bvFTD, they described transitioning to a new phase of life, in 

which they were working towards retirement and appeared to have plans to 

spend increasing amounts of time together pursuing their shared leisure 

interests. While they appear to describe family as being important, and in 



particular seem to value their grandparenthood role with Mollies’ daughters’ 

two children, these relationships do not appear to be central to their lives 

together as a couple. In particular, Anthony seems to have distant and 

disconnected relationships with his family of origin, including with his eldest 

daughter and his grandchildren.  

 

The Horton Family 

The Family Relational History: It was just us but it was fine that way 

Much of the focus of Phil’s narrative as he talked about family life emphasised his 

commitment to Penny and to their long-standing marriage. This appeared to be a 

strong feature of his narrative throughout the period of the research. In the first 

time point interview, when describing their lives together before bvFTD, Phil began 

by explaining how long they had been together. He seemed to believe that they 

had a close and strong partnership in which many activities of married life were 

shared;  

Phil Okay. Well, we've been married for forty-five years now. And prior 

to that we were courting for five years, so, if you like, it's our fiftieth 

year this year, and we did everything together. […] 

 We shared everything. From the time we got married, to now, we 

just shared everything. She knew about everything. I knew about 

everything. We never kept things from each other or anything like 

that, so everything was a joint operation. So, the house was 

bought together, we never had anything separate, everything was 

together. It was done together, from day one.  [T1] 

Although they shared many activities, Phil and Penny also had independent 

careers which involved significant demands on their time as well as active social 

lives; 

Phil […] I've always played in a band. I've always had a fairly 

significant job, like I've been a company director for thirty years. 

And prior to Penny's illness I was managing director of a fairly 

large company. And prior to her illness she was PA to the 

managing director of another large company. That was her last 



job. So we would go out for a meal a couple of times a week. 

Probably go out with the band at least once a week maybe. We'd 

go to concerts together, we'd go to the cinema together, and 

things like that. […] [T1] 

It appeared that Phil was very committed to his work which involved long hours 

and frequent international trips. Nevertheless it seemed that Penny was very 

important in his life, and outside of work he had no desire to be separate from her; 

Phil My job was very involved, and, for example, I used to have to go 

to visit customers on a regular basis, our customer base was 

Germany and the USA. So I'd be visiting Germany probably once 

a week, sometimes once a fortnight maybe, and America once a 

month, and things like that. […] But I never went on a business trip 

where I couldn't wait to get home. Even in the early days when I 

first went to America, I was offered a weekend in New York for 

people to show me round but I just wanted to get home. I didn't 

want to do things ... outside of work where Penny wasn't involved 

in all honesty. [T1] 

Phil appeared to believe that their relationship was close and intimate and that he 

felt strongly connected to her, indeed he commented; 

Phil […] But my marriage has been absolutely fantastic. So she's my 

friend, my soul mate, everything you like really. [T1] 

Phil seemed to hold a largely positive view of their lives together and indeed of 

Penny. When describing Penny, he appeared to focus on the many positive 

qualities he believed she had, including her sociability and her willingness to give 

of herself to him and to others; 

Jenny Okay. So how would you describe Penny in terms of what she was 

like before she became ill? 

Phil Very even-tempered. Very mild-mannered. You knew when she'd 

got an opinion, she was always able to express it. You knew how 

far to go with her scenario, but she was just an absolute delight, all 

the way through our married life. She was absolutely wonderful. I 

can't think of an occasion when she's done something that I was 



remotely massively upset or angry about. And she was a bubbly 

personality. If we went to functions, or, with my work we used to 

go to America occasionally. […] We would get there, and she 

would, without any hesitation, would always help the lady that was 

the hostess. Help them organise it, and help them greet their 

guests and friends, and she was almost adopted as one of the 

gang, if you know what I'm saying. And that's the kind of person 

she was. She was very, very outgoing and very, very friendly. Very 

sincere, very honest, down to earth. An angel, really.  [T1]     

He appeared to feel that her career was important to her and that she had 

established a life for herself while he was working, including undertaking voluntary 

work prior to and after she retired from her PA position; 

Phil […] She joined an organisation that arranged functions for the 

Hospice and for cancer research and things like that. And they 

would have luncheons occasionally and she would go to a 

luncheon meeting. Prior to 1995 she was also a member of the 

board of visitors at the prison in [local area], […] and she used to 

attend meetings there on a regular basis. [T1] 

It also appeared from Phil’s narrative that throughout their marriage, Penny was 

significantly involved in managing the day to day running of the house due to Phil’s 

work commitments.  

When discussing their wider family, Phil suggested that they had always had 

regular and frequent contact with their siblings who lived close by, although in 

recent years some of their siblings had passed away. He explained that their 

daughter Leanne was born when they were 22 and 21 respectively. Phil appeared 

to emphasise how young they were when they had her. He didn’t discuss her 

childhood, but in describing their relationship once Leanne had left home, Phil 

seemed to suggest that they had not had regular and frequent contact; 

Phil And then [Leanne] eventually went through university, married, 

and moved to live in [northern city]. So we only saw them quite 

infrequently really. And we're probably seeing them every couple 



of months maybe. We'd go [there] to see the grandchildren when 

they came along. [T1] 

Subsequently, Phil appeared to suggest that the relationship between Penny and 

Leanne was not like other mothers and daughters. Indeed he appeared to feel that 

it was characterised by some distance between Leanne and her mother;  

Jenny […] I remember last time we spoke you were saying that your 

daughter’s relationship with Penny is not like other mothers and 

daughters. 

Phil […] Our daughter once she'd gone to university she was never 

happy to come back home. I don't think that happens with…not 

because ((laughingly)) the home environment was bad or anything 

like that but I think because of the fact that I'd been involved in a 

fairly senior position within the company that I worked for and 

spent a lot of time visiting customers in America, Germany, so I 

was away from the home environment probably her mother 

imposed fairly strict behaviour patterns on her and I think that 

created a little bit of a, I don't know whether I'd say friction or what 

but they never had a sort of palsy walsy type of relationship, you 

know. It was a fairly loving relationship and a respectful 

relationship but I'll observe other mothers and daughters where 

they’ll go out shopping and Penny’s never been one for going out 

shopping and things like that. [T2] 

Leanne has subsequently had two children, James and Mark, however they were 

not born until after Penny had been diagnosed with bvFTD. Consequently 

although Phil described having a relationship with them, this appeared to be 

largely mediated through his contact with Leanne, rather than being a shared 

grand-parenting experience with Penny. 

Summary 

In summary, Phil appears to describe a close and intimate relationship with Penny 

which has spanned 50 years. Phil’s narrative would appear to suggest that he 

gained considerable strength from the level of commitment that they had for each 

other and that this sustained and indeed supported him in building a successful 



career. He appeared to value Penny as an independent person in her own right, 

recognising her successes and achievements throughout their married life. While 

family relationships appear to be significant to Phil, it is his relationship with Penny 

that seems to have been central to his life, as well as his career as a successful 

businessman.  Their relationship with Leanne since she became an adult appears 

to have been a distant one, with infrequent contact and some evidence of 

disconnectedness.  

 

The Hugh Family 

The Family Relational History:  A distant and disconnected relationship  

Pamela appeared to describe a relational history which had been dominated by 

distance and disconnectedness. She reflected briefly on her childhood years with 

her parents, describing her family as a ‘normal sort of family’. However, Pamela 

also appeared to describe conflictual relationships between her mother and other 

family members.  

I think there was some, I wouldn't say sibling rivalry, there was 

always problems with my mum and her mother, because it was a bit 

like Nick, … he could do no wrong. And that used to really cause 

problems with my mum and her mother. And caused friction within 

the family. [T2] 

In describing her relationship with her mother, Pamela suggested that she;  

“wasn't really very maternal at all, she can't understand anybody 

having children”  [T1] 

As a consequence, she appeared to suggest that her grandmother and aunty were 

heavily involved in caring for them as young children.  

 

Pamela subsequently described a critical shift in her relationship with her mother 

in her early adulthood, in the period during her parents’ divorce.  

Pamela  And I suppose as a family we disintegrated when my mum and 

dad divorced... But it was a bit like, for her, to get to that situation 

where she could split from my father, it was a bit like 'Oh! I've got 

to get rid of all the kids so that I can then do what I want.’ … So 

my brother [Stan], he was sent off … to do a … course… And I 



happened to be ((laughs)) going out with someone that I'd met, 

and I ended up getting married at eighteen. Which lasted all of … 

eighteen months. So then I was in a situation where we'd bought 

this house, and both my mum and dad said “Ooh no. You stay in 

your house. You can't come and live with us.” … So when I think 

of [my son], at his age, there is no way that I would close that door 

on him and say 'No, you're not coming back.’ But that is exactly 

how I was treated at that sort of age. And I can't understand that. 

But that is why I say, my relationship with my mother is as it is… 

[T2] 

During this extended narrative excerpt, Pamela appears to experience a sense of 

abandonment by both parents and contrasts this with how she cares for her own 

son who is a similar age now. As a result of these early difficulties, a significant 

feature of Pamela’s narrative throughout the research is her assertion that it was 

her mother’s own agenda that resulted in the disconnectedness and distance that 

she appeared to feel was present in her relationship with her.  

 

An apparent consequence of the difficulties within their relationship is that unmet 

expectations also seem to be a strong feature of the relationship. In particular, 

they reflect on her commitment to their son Sebastian,   

Jonathan We couldn’t rely on her for example if we wanted a babysitter 

because everything would have to be organised on her terms 

and if we left him overnight we’d have to be there at seven 

o'clock to pick him up the next morning and it was all very, “Well 

I’ll do it but…” so he probably stayed with her about half a 

dozen times I would think. [T1] 

These unmet expectations seemed to influence Pamela and Jonathans’ view of 

Elizabeth.  They position her as putting her own needs first and therefore being the 

cause of the distance between them. This was the dominant expressed view 

throughout their interviews. They suggested that Elizabeth had always been self-

serving and uncaring 

Jenny   … So what has she always been like and what’s different now 

from what she used to be like? 



Pamela Well I think that she's always been selfish, she's always wanted 

her own way… [T1 rv] 

And for Jonathan; 

Jonathan  But she's always had her own way and she's never been 

satisfied, all the time I've known her, even when she didn’t have 

what she's got now, we don’t think, but we don’t know how long 

it’s been working on her but she always very much wanted her 

own way didn’t she? [T3] 

 

Both Pamela and Jonathan provided examples of her behaviour in support of this 

view, which predate the diagnosis of bvFTD and occurred in her relationships with 

others as well as with themselves. For example Pamela reflected on the period 

when Elizabeth’s second husband became ill and subsequently died;  

Pamela So she had five years of happiness with him and five years of hell 

really and she was a really like needy sort of person, she had to 

have somebody in her life, she couldn’t be sort of like on her own 

and during the time when he was ill it was like Stan and myself 

were up there every day doing something and supporting her and 

she's very manipulative and can always get somebody to do 

things for her and everybody else will be doing it and she’ll be just 

sitting back and like watching us all race round. So as soon as he 

died it was a bit like, “Oh it’s really good, we’re both on our own 

we can go on holiday together and we can go out and do this,” 

and she was like sucking me dry really. [T1] 

 

Consequently, Pamela and Jonathan appeared to have experienced a lack of 

reciprocity in their relationship with Elizabeth. An apparent outcome of this lack of 

reciprocity is that they have not felt close in their relationship with Elizabeth, or 

experienced a wish to be close to her. Indeed they describe feeling that 

interactions between them occurred out of a sense of duty; 

 

Jonathan … We weren't close. She… used to cook Sunday lunch once a 

fortnight. So we would go with Sebastian and Stan would go … 

and that was really the only time we saw her except when we’d 



get a phone call midway through Sunday afternoon on a Sunday 

where we weren't going for lunch and she'd say, “Is it all right if we 

come round to see Sebastian?” and that's how it was phrased 

always. 

Pamela So she'd come round for quarter of an hour, have a cup of tea and 

then go. I mean that's like we’ll just slot him in. 

Jonathan And part of the reason I think we are where we are now with the 

relationship and the support and the care is because of that 

relationship when she was well. It was never a close one, it was 

never…we never felt particularly supported and she didn’t seem 

to want our support did she? [T1] 

 

Furthermore, Jonathan and Pamela also appeared to believe that they have not 

had an extended network of close family relationships, 

Jonathan Well there isn’t a big network there to fall back on as you’re 

probably gathering, you know, we don’t have a lot…we don’t have 

relatives turning up, …  we’ve never really had what you’d call a 

network of support. People were calling when Elizabeth became ill 

but basically either to ask about [her] or to tell us about Elizabeth 

not to sort of say, “Is there anything we can…” not that we wanted 

it but they weren't sort of supporting us they were just interested in 

what was going on with [her]. So we don’t have…I wouldn’t say 

we’ve got a particularly…we don’t have a network of support do 

we really? 

Pamela No. [T1] 

While both reflected upon relationships of importance to them and in particular 

Pamela refers to close relationships with friends, the Church and her stepsister, 

they nevertheless expressed the view that they have survived together, 

independently of their family.  

 

Pamela That was her life, even though she'd got a grandson…She didn’t 

take much notice of him basically so I think we’ve always been 

just the three of us haven’t we?... Really surviving together really. 

[T1] 



Summary,  

Pamela and Jonathan were the only members of the Hugh family to participate in 

the research. Their narrative appears to reflect a lack of connectedness and 

closeness between Pamela and her mother, arising from her early adulthood. Her 

husband Jonathan appears to share this experience of Elizabeth and cites 

examples of her behaviour which have influenced his view of her and their 

relationship. Underpinning this experience, Pamela in particular appears to feel 

that Elizabeth is not caring of her and has given very little during their lives 

together. Critically, the relationship seems to be characterised as being maintained 

out of a sense of duty and when close contact has become necessary, this has 

been equated with feelings of being ‘sucked dry’. Furthermore, the absence of 

close family relationships appears to extend to other family members, with the 

couple indicating that they have largely had to rely on their relationship as a couple 

rather than depend upon others.  

The Lewin Family 

The Family Relational History: Me and my dad… and our family 

Ray Lewin 

During the interviews it appeared that Ray’s lived experience largely focused on 

his immediate life in the present. While he appeared to understand the research 

context; when asked questions about his family Ray’s responses were minimal 

and his narrative largely focused on his own history, rather than a relational history 

within his family. Thus the majority of the reflections on life before bvFTD were 

about Ray’s past. He seemed to reflect on his life in terms of the work and 

activities that he had done, indicating that he had experienced a full life,  

Jenny What was life like for you before you had MND? 

Ray Oh very good. I used to make the day, well I used to fit everything 

into a day. So I had a full day with a full week. So I knew what I 

was doing but also I knew what I was doing for the rest of the day. 

I never used to watch TV. I never used to sit down, very rarely. I 

used to have my meals regularly but I was always on the go. So I 

lived a full life.  

Jenny What did you do? What was your work? 



Ray What did I do? My work I was in mainly farming which meant 

raspberries, hops, beans, spraying. Sport was tennis and cricket. 

And night time I’d go out sometimes with the boys and play darts 

and play sport again and go and do the ((unclear)) and do my own 

gardening and so I was quite busy. […] I was [cricket] captain, not 

because I had to but I did it because I enjoyed it. […] I used to play 

a lot of tennis. I would play tennis once or twice a week on a 

regular basis. Then I used to play house sports i.e. pubs and, you 

know, so I was never much in. […] [T1 rv] 

It seems from the above quote that Ray believes that he spent very little time at 

home. He further appears to suggest that he and his ex-wife had quite separate 

lives. 

Ray […] And then I used to fill the whole days in. I was very rarely at 

home. Poor wife! ((laughs)) […] She got used to me I think. She 

said, “Are you going out tonight?” “Yeah.” It was quite simple. And, 

“What are you doing tonight?” and I said, “I'm going out and mow 

the pitch,” cricket pitch and that. […] And then when I had a night 

in it was, “What’s the matter with you?” or, “What’s wrong with 

you?” because if I stayed in on the settee and she was looking at 

something she said, “Don’t think you’re having anything because 

you aren’t, because I see it six, seven nights a week you don’t see 

it once a week.” So I says, “Right I can go out then,” ((laughs)) 

quite simple. [T1 rv] 

He also appeared to feel that his involvement with Sarah while she was growing 

up was minimal and that his wife had more involvement in her upbringing; 

Jenny […] you talked a little bit about what it was like when you were 

younger and you were very active, what was your relationship like 

with Sarah then? 

Ray Oh well Sarah was at school, I mean you know it wasn't so much 

with Sarah as with my wife that is probably why I'm not married 

now because she started work, she did B&B, I used to help a bit 

[…] [T2] 



It is difficult to determine how much this perspective reflects the changes Ray has 

experienced as a consequence of bvFTD.  

 

Sarah Lewin 

In contrast, Sarah appeared to experience a strong relationship with her father, 

and seemed to feel that they had a close and connected relationship through 

much of her childhood; 

Jenny And what about you and your Dad? What about your relationship? 

Sarah We used to be really close. I was just saying to Alex now about 

working and whatever and he’ll persecute me for this one, I 

exercise hounds we’ll say, go hunting and I said, “Oh all I want to 

do on a Saturday when I get back from hunting is to sit on top of 

the Aga and make poached egg like my Daddy used to,” because 

he used to do things like that for me, he really did spoil me. I used 

to go to school with big sandwiches all cut up into different shapes 

[…] Yeah we were very competitive together and whatever […] but 

he was my Dad, I've always been a daddy’s girl. [T1] 

She seemed to feel that he was the stronger influence on her life as a young child 

and that she had a greater connection with him than with her mother; 

Sarah […] he idolised me, and if you look at any pictures […] I’m always 

with my Dad, there’s hardly any pictures of me and my Mum.  He 

took me everywhere, I was his little girl.  He was fabulous, and 

everybody will say that about Dad.  If they walked in, it was Dad 

changing my nappy, and he worked hard, he played hard, but he 

also looked after me.  Mum probably wouldn’t agree, but yeah! 

[T1] 

However, her parents divorced when she was 14. She appeared to suggest that 

their divorce marked a shift in her relationship with her Dad, possibly involving 

increasing conflict; 



Sarah It changed when Mum and Dad split up, the relationship did, that 

was when I was 14. […] I tested him for two years and then started 

just being a bit naughtier and naughtier [T1] 

After this Sarah described leaving home and being in a relationship with someone 

that she seemed to feel her father didn’t like. However, in 2000, Sarah split from 

her partner and moved back home. This appeared from her perspective to mark a 

renewed closeness in their relationship; 

Sarah […] I remember coming back and having a lot of fun with Dad 

although he wasn't right he was out a lot and I didn’t realise how 

much he'd obviously missed me because when did I move out? 

94? Hang on yeah no not quite 95, I was away for about five years 

and then came back home and although he's always been a 

drinker and whatever we went out a lot and saw people and 

people used to come back here for parties ((laughingly)) and it 

was a little bit of a wild time for both of us but in a nice way and we 

just, yeah, got on really quite well then .[…] [T1] 

At one point in her discussion about him outside of the interviews, she appeared to 

suggest that he became her best friend, someone she relied upon and enjoyed life 

with.  

 “So she seemed to be making the point that in many respects she 

felt he was her best friend and was someone she was very close 

to” [Field Notes, T1]  

It was during this period of time, that Sarah appeared to notice changes in her 

father’s wellbeing, in relation to his movement and mobility. Although she 

described her father as quite a private person and therefore felt that he would 

have been unlikely to share everything about his difficulties, it seemed that she 

became involved in supporting him to find out what was wrong, which eventually 

resulted in a diagnosis of Motor Neurone Disease (MND); 

Sarah I moved back in, in 2000 and I knew that things weren't quite right 

then and he said that he wasn't feeling quite right as in he was 

losing a little bit of balance that was the main thing. And he'd been 



seeing the doctor for I’d come back home and they kept putting it 

down to vertigo. And then if I remember rightly I pushed it a little 

bit further because I wasn't really happy with it and he wasn't on 

the right medication or something and so it took two and a half 

years then to diagnose the motor neurone and we went to all sorts 

of places. […] he went to [city] to the neuro department and I knew 

he was going and I don't know why I didn’t go and I remember his 

sister went, I'm sure it was Carrie, and Susan and Dad and Dad 

didn’t really say anything when he came back in and they said, 

“Oh well there's some good news,” and I said, “Oh right well 

what’s that then?” thinking oh well they’ve found it and he can 

have a magic potion and whatever, and they said, “Oh well he's 

got motor neurone disease,” and I went, “I don’t understand how 

that's good news?”  

Jenny Oh 

Sarah Yeah, And I’d heard of it very briefly, nothing, and I just couldn’t 

quite…but that's them all over. So I suppose its good news was to 

them he'd been diagnosed and that was that but to me it wasn't it 

was like, “Great this is the beginning of the end,” really. [T1] 

In 2006, 3 years after her father’s diagnosis of MND, Sarah met Alex. Alex moved 

in with her in 2007 and they subsequently married. Following this in 2011, Leo was 

born and then in 2012, they had Philippa.  

 

In regard to wider family, Sarah appeared to suggest that they had a close network 

of relationships, both family and friends. She described her grandmother as the 

matriarch who she seemed to feel had been responsible for holding relationships 

together within the family. However after her grandmother died in 2011, she 

suggested that relationships had become distant with some of her father’s family; 

Sarah Now that the matriarch, Nanny, has died, it seems to have gone a 

little bit… spread and yeah before we were quite a close-knit 

family. We have parties and things but that seems to be the only 

time that we get together and possibly it should be more. [T1] 



Therefore, while Sarah described close connections with some family members, 

including Rays’ half-brother and step-mother, she did not appear to feel the same 

about other family members. Sarah indicated that two of her father’s sisters visited 

infrequently; 

Sarah  Now his sisters I'm going to put them separately, she's the 

Evesham one, she's excellent. If I put these as […] Then you've 

got Joyce and Eddie. That's the younger sister, she’s Wales and 

that's twice a year. […] She was up in fact yesterday but there's 

always another reason why they come up. And Carrie and she’s 

Bristol and she's probably three times […]. 

However, she seemed to suggest that there had always been some difficulty with 

the relationship, and that they were self-serving; 

Sarah […] yeah I can't remember whose funeral it was but they'd try and 

like, “Oh look at me, I'm the one who…” and yeah it was 

Granddad’s when I was a lot younger my Mum said they didn’t do 

anything all they were concerned about was it was all about them 

and getting their hair done and everything else rather than actually 

helping out and thinking about the person who it affected more 

which would have been […] their stepmother. [T1] 

Therefore while Sarah appeared to feel family relationships were important, she 

seemed to feel that there were some who had not been supportive. Given her 

father’s earlier diagnosis of MND, this seemed to be a source of frustration for her;  

Jenny So it sounds like there's been a difference since she died? 

Sarah I would say. 

Jenny In relationships. 

Sarah I would say. How can I…I would have thought they would have 

been more supportive and come up a lot but they’ve got their own 

lives and I suppose ((sighs)) yeah he's got a terminal illness but 

because he's lasted ten years then they’ve probably just given up 

now and thought, ‘Oh well everybody dies,’ and yeah 

everyone…so we’ll just do as normal whereas we don’t get any 

help from them or anything. They say that they would help but I 



know if push came to shove and I said, “Oh would you mind…” 

and I have asked would you mind helping out or…they'd do it for 

an hour but if I asked for sort of overnight no way.  

Sarah described a range of people who visited her father regularly, and had done 

since he had been diagnosed with MND. Their contact seemed to be important to 

her in terms of the support they offered when this was needed. Thus the absence 

of support from two of her aunts since his diagnosis of MND seemed to be a 

difficult issue for her.  

Summary 

Ray, Sarah and Alex were the only members of the family to participate in the 

research. Alex came into Sarah’s life in 2006 and moved in to the family home two 

years before Ray was diagnosed with bvFTD. He did not appear able to contribute 

to discussions about family life with Ray before difficulties emerged.  

 

Largely the narrative about family relationships prior to the onset of bvFTD is from 

Sarah. Ray contributes minimally to this narrative, nevertheless it seems that there 

is a significant difference between the accounts Ray and Sarah give concerning 

their relationship. Sarah appears to suggest a close and connected relationship 

with her father throughout her childhood and seems to feel that he idolised her. 

While she described a distance after her parents’ divorce and her early adult 

years, it seems that this rift was healed in the years after her return home and 

before he was diagnosed with bvFTD. Sarah’s narrative appears to suggest a 

strong bond and a high level of commitment to her father.  

 

Relationships within the wider family seem to be variable for Sarah, although this 

is not mentioned by Ray. It seems possible that one factor accounting for the 

difference in perspectives is his experience of bvFTD, which may influence how he 

recalls his relationship with her and other family members, and indeed how he 

views his life before bvFTD.  

 

The Morris Family 

The Family Relational History: We are family, close and interconnected lives 



Melinda and Bert began by describing their large family. Melinda took control in 

this process, but appeared to check this out with Bert and he seemed to indicate 

his willingness for her to do this.  

Jenny What I wondered if you would mind doing is if you perhaps did a 

circle in the middle with you and Bert, and then to draw or write 

down the other people that are important to you both in your life. 

Melinda Shall I go off with the children? 

Bert Yeah. 

Melinda Annie, Doug, Adam, Keith, Kelly, Sally, Margaret.  Do you want 

grandchildren, or their partners?  Grandchildren are more 

important to you than partners? 

Bert You could put them.  Can you put Adam and ... 

Melinda Adam and Alison? 

Bert Yeah. [T1] 

He nevertheless contributed significant details to our discussions about their family 

at different points in the interview. They described having had a large family, with 7 

children and 11 grandchildren. Their role as parents and grandparents seemed to 

be central to their lives. There appeared to be regular and frequent contact with 

their children and grandchildren; for example Melinda described seeing their 

youngest grandson Jack every day and seemed to emphasise that this was 

important and meaningful to them; 

Melinda He is the funniest little man, isn’t he? 

Bert Jack, yeah. 

Jenny How old is Jack? 

Melinda He’s two.  He’s adorable, and he’s so good.  He plays his mummy 

and daddy up, but he’s brilliant.  We have him at least an hour a 

day, don’t we, because he’s so funny. You can be feeling really 

down, and this little chap comes in and he’s just incredible.  He 

stands with his hands behind his back and gives you lots of 

[unclear] 

Bert If he wants something he comes and grabs my hand. 



Melinda Yeah, he adores you, and he loves planting in the garden with 

you, doesn’t he, he loves digging with you. 

Bert Yeah, holes, unfortunately, he makes a mess!  I’m sure he thinks 

he’s at the seaside. [T1] 

This regular and frequent contact was also reinforced during the discussions about 

consent to participate as well as outside of the taped interviews. For example they 

described how their eldest son had moved to be closer to them and that they 

stayed with one of their daughters every week for a few nights (T1 field notes). 

Melinda and Bert appeared to have an in-depth knowledge and understanding of 

each of their children and grandchildren; 

Melinda […]  and these are all incredible kids, and he’s the eldest, he’s 41, 

here, the head of the family, really, with them all, he’s always there 

for them, isn’t he? 

Bert Yeah, the trouble is, the eldest one - you see in most families 

anyway - they just assume that role, don’t they?  Your brother did 

in your family, didn’t he? 

Melinda Yeah, he did.  And Dean is the one that we lost in a car accident, 

[…] And then Adam is the sensitive one of the family; he had a 

problem with [ill health] at one point.  [...] we didn’t get very much 

support. […] Keith we lost with cancer, and that was a horrendous 

journey.  He was an incredible lad, incredible.  And Kelly, little 

sunshine, she’s only 4’11, ((laughs)) and she’s a bundle of joy and 

she’s the sensitive one, and lots and lots of support from Kelly.  

And you’ve got a good relationship with Kelly, haven’t you? 

Bert Mm. 

Melinda I think you probably confide in Kelly more than you would in Idris, 

because she’s got that sort of nature with her, hasn’t she? 

Bert Yeah, but I wouldn’t say too much to Kelly because you just feel 

like you’re burdening her. 

Melinda She worries, yeah.  […]  And Sam is a remarkable lad and he’s 

married to Amy, and they are an absolute Godsend, aren’t they?  

They live four miles down the road and they are absolutely 

brilliant, aren’t they? [T1] 



Furthermore, as the above quote highlights, Melinda and Bert seemed to feel they 

were a strongly connected and cohesive family in which reciprocity was a 

fundamental aspect of their relationship. They appeared to have experienced 

considerable adversity, losing two of their children as young adults and having to 

contend with disability and ill health in 2 other children. However, this adversity 

seems to have been viewed as a challenge to be managed together and they 

appeared to have supported each other through these difficult times. Melinda and 

Bert appeared to stress the importance of tolerance, understanding and 

acceptance of each other and their individual needs as fundamental to their way of 

coping, even in very difficult circumstances; 

Jenny How would you say, as a family, you cope with adversity? 

Melinda I think one thing we all have is we accept each other for what we 

are.  Every child or young person are individuals, and we don’t 

say, ‘Because he’s like this, he should be like that.’  And I think the 

hardest thing they coped with was Adam, because when he [was 

ill] he was horrendous, he really was, and I think they found that 

hard to cope, because Adam wouldn’t accept the death of his 

brothers either, so he’s got a lot of demons, and only he can face 

that.  So I think other than that, they accept ... [T1] 

They also appeared to suggest that open communication with each other is a 

fundamental part of the way that they have coped.  

 

An important recurring theme in their story about their lives seemed to be their 

belief that they have had to fight for the support that they have needed at different 

times. They appeared to experience stigma when addressing the needs of two of 

their children and also when Bert was diagnosed with severe depression when he 

was 49. Bert and Melinda seemed to have considerable concerns about the way in 

which others treated them and the lack of support available to them as a family at 

different points in their lives; 

Melinda You get on well, because he had dyslexia as a child and he had a 

horrendous time in school.  We took him out and had private 



education for him in the end, and you had a very strong bond with 

him. 

Bert Well, to be honest, the issues with Sam, I know it’s got a different 

title to what I’ve got, but you could say his journey and my journey 

are very similar. 

Melinda When they were at school. 

Bert Only he was dealing with professional teachers and things like 

that.  Oh, it was horrendous with him. 

Melinda We’ve had it rough, really, and we’ve had to fight for rights, haven’t 

we? 

Bert Mm.  

 […] 

Bert What frustrated me with Adam was that when we were trying to 

get him help, we couldn’t get it in [city used to live in].  We tried 

[area nearby], but it’s like a circle, you can’t get [into there], really, 

because you don’t live [there].  We were just trying to, if you like, 

penetrate the system. 

Melinda But we did it eventually, we got him help. [T1] 

Throughout their discussion of their lives together as a family, they did not 

describe their relationship as a couple in any depth. Outside of the interview, both 

reflected upon having been married for 45 years and described plans they had 

previously made to renew their wedding vows on their 50th wedding anniversary, 

although they had brought this forward due to Bert’s diagnosis (Field notes, T1). 

 

It appears from Melinda’s narrative that she perceived Bert to be a loving, and 

calm man before he experienced bvFTD; 

Melinda […] because it’s very hard when you’ve had this very loving dad, 

who has always been very calm and will talk things through,  

Furthermore, she seemed to feel that their children had loved him, looked up to 

him and respected him, commenting in particular that their son Adam had held him 

on a pedestal.  

 



Beyond those family members described in the initial discussion, Bert and Melinda 

described close relationships with a couple who they had previously lived next 

door to, and seemed to feel that they were more like family; 

Bert Yeah, I mean at the end of the day, [friend] that came yesterday, 

we both lived next door to each other ... 

Melinda Fifty years we’ve been friends. 

Bert ... before we had the children.  So yeah, I mean to me, over your 

lifetime, you come into contact with a lot of people, but you don’t 

make very many lifelong friends. 

They also appeared to have close relationships with one of their children’s in-laws, 

and described going on holiday every year with them. 

Summary 

In summary, Bert and Melinda had been married for 45 years at first time point of 

the research and had 7 children and 11 grandchildren. They appear to describe a 

strong and cohesive relationship with their children and grandchildren, and seem 

to gain considerable meaning from their role as parents and grandparents. While 

they appear to have experienced considerable adversity in their lives, they seem 

to have pulled together as a family to manage this adversity. They appear to value 

their children and grandchildren as individuals in their own right and seem to have 

a strong sense of their worth as individuals. This appears to guide their role within 

the family, seeing themselves as there to support their children, but this does not 

preclude reciprocity, and examples of reciprocal exchanges from their children to 

them were also evident. Discussions about family life focused largely on their 

children and grandchildren and rarely touched on their own relationship or 

relationships with wider family. Difficulties with gaining support in the past were a 

significant issue for them, and particularly for Bert.  

 

The Perrin Family 

The Family Relational History: We are family, close and interconnected lives 



Alistair and Kate Perrin 

Alistair and Kate described having met in 1982, and seemed to feel that they had 

always been very close and did everything together. 

Alistair ’82. Yes. And on from there. Been... bantered like mates. 

Kate Yes. We’ve always pulled together, I think the thing is, that it didn’t 

matter what it was we did it together.  [T1] 

They further suggested that throughout their lives together, they have been quite 

insular, preferring each other’s company to going out; 

Kate I think both of us have chosen each other’s company always. I will 

always choose [...] I’d rather spend the money and the two of us 

go out, and it’s always been like that. We’ve always preferred, to 

the point actually that we can be quite... we can be quite insular, 

can't we? We don’t... 

Alistair Yes. [T1] 

They seemed to know each other well, and work to each other’s strengths. For 

example in the following quote they appeared to recognise that Kate is often the 

driver of change and that Alistair implemented these changes, but at the same 

time he also had clear boundaries; 

Kate We’ve always done that. We think out loud, we plan out loud. Like 

the plans for the kitchen and for things like that, I’ve changed 

them... 

Alistair You do ((laughter)). I just go along with what’s needed. […] 

Kate You only do what you want to do though. 

Alistair Yeah. And something will... Well if we do this. And something 

will... Well if we do this, but it could be in the middle of changing 

something. Might cost a little bit more but, oh yes, we’ve got to this 

point, if we do this we could do the. Oh, that’s it. And then we’ll sit 

down and talk about it and... 

Kate Draw it, work it you. 

Alistair work it out 

Kate But you only ever do, everybody says, oh, you’re in charge then, 

and you rule the roost and Alistair just goes along with whatever 



you want, but actually that’s not true. Alistair only does what 

Alistair wants to do; he’s quite happy to let me do it, but if he 

doesn’t want to do something then you won’t shift him, and you’ve 

never been able to. [T1] 

Furthermore open communication appeared to have been a fundamental part of 

the way they related to each other and within their family; 

Jenny Is [talking things through] something that you do quite a lot? 

Kate We’ve always done. When the kids were little, when things were 

not right with school or whatever, we used to hold a family 

conference, and you’d go, ‘Right, conference time.’ […] We all sit 

down and we all talk about it, whatever it is, we’ve always done 

that. And we’ve always made a point that everybody ate tea 

together so that everything was shared. 

Alistair Yes.  [T1] 

They appeared to have a shared sense of values in regard to the upbringing of 

their children, and worked hard together to ensure that their children had the 

things that were important to them; 

Kate You worked because... 

Alistair Worked to keep the family together and happy. Yes. 

Kate To provide the extras so the kids got the experiences that we felt 

were important for them. […] 

Alistair Yes, it’s to provide the better things for the kids that I didn’t have. 

That would be the best way to describe it, yes. […] 

Kate I remember you saying to me when we first got married you’d 

teach the children all the things I didn’t learn. You’d show them all 

the things I didn’t have. And he made me promise that when we 

had children that I would teach them the rules of etiquette and all 

of that kind of thing, and which knife and fork to use, and you don’t 

just start from the outside and work in, that... And he made me 

promise that I would teach the kids that. [T1] 

Kate and Alistair appeared to agree on the meaningfulness of family in their lives 

even though they seemed to have different views on who they defined as family. 



Kate appeared to have defined a broader network of relationships than Alistair 

who seemed particularly insistent that for him family was restricted to Kate’s 

parents; their children and their partners and their grandchildren. They described 

regular and frequent contact with their family, on at least a weekly basis. This 

contact also included taking holidays together, for example, taking their nephews 

away with them on holiday when they were young children; 

Kate Because we had the four kids whenever the caravan pulled out, 

didn’t we? Always four of them. 

Alistair Yes. [T1] 

They further described more recently, having regular Sundays together for dinner 

as a family. Indeed they appeared to suggest that being parents and more recently 

grandparents was a central feature of their lives together; 

Kate It was lovely to have them, though, and I was really pleased to be 

allowed to have Ella-Grace, because I was never allowed to have 

Michael.  I was allowed to have Freya but never allowed to have 

Michael, […] [T1] 

Alistair I used to have them straight from school. I got their tea. […] 

 Yes. So if they wanted three different pastas they had three 

different pastas. […] Got to look after them. Got to spoil them, 

that’s what they’re for, and to wind them up. They love it. [T1] 

Kate Perrin 

Much of the narrative about their lives together emerged during joint interviews 

between Kate and Alistair, and was largely confirmed by Kate in her individual 

interviews. However Kate’s narrative included further details about some specific 

issues which inform and enhance our understanding of the Perrin family 

relationships. These included her view of Alistair as a person, his relationships 

with his family of origin and the role she appeared to play in the relationship in 

terms of the way in which they manage challenges as a couple and as a family.  

 

Kate appeared to feel that Alistair had always been a patient and thoughtful man 

who was very caring; 



Kate He’s patient, he’s incredibly thoughtful.  He’d be out on the road, 

when he was working […], and he’d bring me home a bunch of 

flowers because he saw them on the roadside, or he would have 

bought me a bag of bulbs.  Or he would, my mum had got some 

steps outside her house, and because he was up first in the 

morning, he’d drive over there and salt her steps before he went to 

work, on his way to work.  Little things like that, he’s always been 

so thoughtful, [T1] 

This thoughtfulness and care appeared to be valued by Kate from very early on in 

their relationship and continued throughout their married life. For example Kate 

described the lengths he would go to, to ensure that he kept her birthday presents 

secret from her. Consistent with their joint interviews, Kate also appeared to feel 

that Alistair had a strong affinity with children, and not just his own; 

Kate […] he’s a child magnet.  We used to go on the beach when we 

were first together, and he would be surrounded by the whole 

beach of kids!  […] He’s always had a real affinity with children. 

[T1] 

She described his relationship with those young people she supported and 

appeared to feel that they also valued his thoughtfulness and playfulness. Kate 

also emphasised that his thoughtfulness and care seemed to be valued by others 

including her parents, friends and work colleagues; 

Kate He’s worked in [company] from sort of man and boy, I think he’s 

got 30 odd years in now. […] So he’s got lots of friends. […] 

people like Alistair because he is such a nice man, people like 

him. [T1] 

 

While Kate suggested that he was well liked and valued, this did not appear to 

include his family of origin. Alistair himself had not included them in discussions 

about who was important to him in the joint interviews.  Furthermore, Kate and 

Alistair appeared to allude to difficult relationships with Alistair’s family, when they 

explained that Alistair had wanted different things for his children than he had 

experienced while growing up. Kate expanded on this in her individual interview 



and seemed to suggest that they had experienced a difficult relationship with his 

parents and siblings throughout their married life. She indicated that these 

difficulties had resulted in no communication for some years. Kate appeared to 

have tried to address these difficulties over the years, and on Alistair’s 50th 

Birthday, she had invited them to come to his party. However as the quote below 

highlights, the outcome of this seemed to further cement Alistair’s view of his 

family; 

Kate […] They all replied and said they were coming, and then nobody 

turned up, no phone call, no nothing, just nobody came.  So I was 

a bit upset and Alistair was very hurt, […]   We went dancing the 

following week and […], [a friend of the family] came over and she 

said, ‘I think you two need to be ashamed of yourselves.’  So I 

looked at her and said, ‘Well, what have we done?’  So she said, 

‘Not going to [Alistair’s dad’s] funeral.’  I said, ‘I didn’t know he was 

dead.’  So she said, ‘What?’  And I looked at Alistair and I said, 

‘Did you know he was dead?’  So Alistair said, ‘No, he’s absolutely 

fine, isn’t he?’  And she said, ‘You two don’t know, do you?   And I 

said, ‘No.  All I can tell you is that nobody came to Alistair’s 

birthday party last weekend.’  So she said, ‘What?’  She said, 

‘Well, this isn’t the story I’m getting.[…] So Alistair looked at me 

and he said, ‘I told you, I told you what they were doing.  You 

wouldn’t believe me, you forced me to go round, you forced me all 

the time; I’m not doing it anymore.’  [T1] 

Therefore Alistair appeared to have chosen to invest strongly in his relationships 

with Kate’s family, including her parents.  

 

In describing the above relationship difficulties and other challenges they had 

faced together as a family and as a couple, Kate revealed an aspect of her 

personality that seemed to have been an important feature of their coping.  She 

appeared to view herself as quite a practical person who was able turn things 

around and gave the example of overcoming the challenges she faced with 

dyslexia to become a teacher; 



Kate And I’m a special needs educator.  My specialism is autism and 

dyslexia, surprisingly enough, in the classroom.  So always, I’ve 

always said to children, ‘It is all right you can’t do it, it is absolutely 

fine you can’t do it.  What’s not fine is if you give up trying, that’s 

not allowed.  You’ve got to keep trying, and we’ve got to find a way 

to help you.’  […]  In this house, I mean when I was in the 

classroom, about the middle of October there would be a sheet of 

all the words I needed as a teacher for Christmas: shepherd, angel 

– I mean angel is such a stupid word, it’s so easily becomes an 

angle.  And shepherd, and calendar – what a stupid word, it 

doesn’t rhyme, it doesn’t make sense – and all of those, things like 

Gabriel, and all the words I would need for Christmas, on post-it-

notes ... [T2] 

She went on to describe using similar strategies to support Rachel when she was 

diagnosed with dyslexia and Asperger’s. It appeared from her narrative that Kate 

had a strong belief in her ability to overcome challenges, including relational 

challenges such as those they experienced with Alistair’s family.  

Rachel Perrin 

Rachael is Kate and Alistair’s youngest daughter. In our discussions, she also 

appeared to hold strong views about the importance of family; 

Rachel  […] but to me it’s just part of a family and that's what you do you 

look after each other don’t you? But I do that for my friends as 

well. 

Jenny So it’s part of your values, how you feel about it? 

Rachel Yeah. You know family and friends come first […] [T2] 

Rachel was present in the first interview with Kate and contributed to the 

discussion about their family, and who was important. She seemed to have close 

connections with her parents and her grandparents, with regular and frequent 

contact being the norm in their relationship Indeed she lived next to her parents at 

the time of the research. Even when she was at university, Rachel described 

returning home frequently and having regular contact; 



Rachel  […] coming back every weekend, […] because mum and I used to 

talk a lot on the phone, [T1] 

She appeared to feel that being at home or near her family was particularly 

important for her and that being with family made her feel safe; 

Rachel  I’m sure mum has told you, I’ve got Asperger’s, so moving away, 

and the thought of staying away for a long time, I didn’t like.  I 

realised that when you get to an adult you have to move away and 

you have to stand on your own two feet and all the rest of it.  And I 

had Mike, so that was fine, but I didn’t particularly like it. […] I’m 

like my dad, I’m anxious in new situations, but that’s me and it 

always has been me, it’s not a new thing, 

In describing her father, Rachel appeared to affirm much of her mother’s narrative 

about her father and his qualities, for example suggesting; 

Rachel He’s the most patient man. […]  

She seemed to feel that she was very close to her father, suggesting that she had 

always been a ‘daddy’s girl’; 

Jenny What does being a daddy’s girl mean? 

 Rachel Ah he was the person I went to first if I had any problems, if 

anything wasn't right, you know, it was my dad I went to. If I wasn't 

very well, some people want their mummies I always wanted my 

dad, always wanted my daddy to give me a hug to make me feel 

better. My mum always had the painkillers or the medicines or 

whatever but it was my dad. If I ever had a migraine it was him I 

wanted to sit and talk to me and soothe until I could fall asleep. 

When I had nightmares it would be him I’d go to in the middle of 

the night not my mum. 

This did not however appear to preclude a close relationship with her mother, 

indeed Rachel was working full time alongside Kate at the time of the research, 

and also described plans they had considered with her sister, to set up a business 

together.  



Rena and Dave 

Both Rena and Dave also appeared to feel that family relationships are close and 

connected with regular and frequent contact being the norm; 

Jenny So really just to get a sense of what you’re like as a family.  

Rena Well what are we like as a family? We’ve always been sort of very 

involved. […] We’ve always had a good relationship, you know, 

we’ve spent Christmas’s together and that sort of thing. They’ve 

led their own lives, they do their own thing. […] So we didn’t sort 

of… We weren’t involved in any of their activities, although we 

were always invited to parties at the house and we went. So you 

know we had a very good relationship.[T1] 

Dave I think it’s just a normal family. Rena and myself are there we've 

got our daughter next door so we see her maybe once, once a 

week, twice a week and we don’t get involved unless there's 

something to be involved with and we just keep ourselves 

basically to ourselves in a way. We've got much closer to the 

eldest of late, well the last couple of years, three years. We go 

there for Sunday meals and things like that so she's really 

gathered us more together, whether this is looking after the 

((laughingly)) oldies I'm not sure. [T1] 

Nevertheless, as Rena and Dave seemed to indicate in the quote above, as 

parents they appeared to have also respected their children’s right to lead 

independent lives too. This seemed to reflect a belief in non-interference, but 

involvement when help was requested such as when Alistair and Kate moved into 

the house they currently live in; 

Rena So they were coming to me for Christmas as usual and they said 

could they stay on until it completed, so I said, “Of course.” […] So 

it was end of January before it was completed. And we went over 

there and I said, “There is no way you’re bringing my 

grandchildren into this house. You stay with me and work on the 

house.” So I suppose that’s the only time I’ve ever really 

interfered.  [T1] 



Rena in particular appeared to confirm Kate’s assertion that as a family, they have 

worked things out together and openly communicate, even on difficult issues; 

Jenny How, as a family, do you cope with challenges? […] Like, for 

example, you described Liz having a baby early. How [did] you 

cope with that as a family?  

Rena Well I think we accepted it. I mean the night Katherine told me 

they came over. […] I went to put the kettle on and she said […]   

“There’s no easy way to say this, mum” so I said, “What?” And 

immediately I thought something had happened to Rachel. And 

she said, “Liz is pregnant” so I said, “Oh is that all, I thought it was 

something serious” which was absolutely the right thing to say, 

probably for the wrong reasons but it was the right thing to say. 

And she said, “I’ve been dreading tell you” so I said, “Well, you 

know, these things happen, darling, you know.” […]  

 So we sat round the table and I said to her, I said, “I’m so cross for 

her” because she just got this three months in America, Camp 

America thing, she was going off to do that and that had all been 

agreed and she was going off and her whole future is there waiting 

bright and shiny, and suddenly it’s all… […]  So we all sort of 

accepted it. [T1] 

She further suggested that although it’s likely that any conflict in the family would 

have been between her and Kate, because they are very alike, they generally 

worked it out together.  

 

They appeared to know Kate well and described her as being a strong person who 

made her own decisions. They suggested that she has always been committed to 

her family, but also has taken on a lot of other commitments, sometimes to her 

detriment; 

Dave She's absolutely non-stop. 

Rena No. And she like to be in control, she likes to be in charge. She 

likes to be dealing with everything, and you need to have had your 



sleep and that sort of thing to do that. I think she puts too much on 

herself. [T2] 

Rena and Dave also appeared to have a strong connection to Alistair, and 

described him as a really nice guy; 

Jenny Okay. So what’s Alistair like? […] 

Dave Oh friendly, easygoing, a really nice guy. He really is nice and I 

mean that's how I view him and always have done, he really is 

nice. Quite happy to have him as a son-in-law, a friend or anything 

really. He's very gentle but when I say gentle I mean he can raise 

his voice sometimes, I think he could be I would think difficult if 

you crossed him but I mean that would apply to anyone 

((laughingly)) to be quite honest. [T1] 

Rena […] And so I’ve always been happy to have him as a son-in-law. 

He’s always been a good son-in-law I mean she really couldn’t ask 

for any better. He’s a hard worker, he’s provided for her, he’s good 

to her, he’s potty about kids, absolutely potty about kids. [T1] 

As the above quote indicates, they seemed to feel that he was an important part of 

their lives as a family, and valued the contributions he made, including having 

been a good provider for his children. 

Summary 

It appeared that the Perrin Family as a whole viewed themselves as a close and 

connected family characterised by reciprocity and regular and frequent contact. 

They seemed to know each other well and each person within the family appeared 

to be valued and respected. Challenges and adversity appeared to be addressed 

through open communication and the development of practical strategies as 

appropriate to address these difficulties. They nevertheless, appear to respect 

each other’s independence, with Rena and Dave in particular highlighting the 

importance of non-interference. Alistair seemed to have become strongly 

integrated into family life early in his relationship with Kate and appeared to value 

the relationships he has with his parents in law as much as they value him. He 

also appeared to be viewed as a caring and thoughtful man who has contributed 



greatly to family well-being. His love of children appeared to be a particularly 

valued characteristic.  

 

The relationship between Kate and Alistair appeared to mirror the strength of the 

family relationship as a whole and they seemed to emphasise the importance of 

their closeness and connectedness as central feature of their lives together. 

Knowing each other well and working to their strengths appeared to be a core 

facet of their ability to address the challenges that they face, as does open 

communication.  

The Stuart Family 

The Family Relational History: Individual stories, together but separate 

Terry and Sue Stuart 

Terry and Sue have been married for 38 years. They discussed their respective 

families of origin and the circumstances in which they met and married. Both Terry 

and Sue appeared to have experienced adversity in their early lives. Sue 

explained that she had been born with a significant disability, and they both 

seemed to suggest that Terry had experienced difficult relationships with his 

parents. Sue seemed to feel that their respective experiences had impacted upon 

the way in which their relationship was received by her family. She explained that 

before they were married, she had become involved in supporting Terry because 

she seemed to feel that he had not been cared for, but that this was not welcomed 

by her mother; 

Sue I ended up having to do the washing the moment he'd go down 

there and (my mother), "You shouldn't be doing somebody else's 

washing" and I said, "But I've got to help him, Mum" I said, "I feel 

so guilty" I said, "poor chap's been at work" I said, "he's got no 

clothes he's got to keep buying new clothes" and at that time we 

were starting to save up towards our first house, you know, and he 

couldn't keep buying clothes. I said, "Do you mind?" She said, 

"Well I don't really like it" but anyway I did it and that was it you 

know. [T1] 



Sue appeared to feel that her mother had wanted her to marry someone who 

would look after her because of her disability and that as a consequence, she was 

not happy about their relationship; 

Sue They said it wouldn’t last but we’ve done 38 years. Okay it hasn't 

been easy because she wanted me to marry somebody who had 

got money who would look after me because of me having 

[disability] and all that, she wanted somebody who... But you don't 

meet people just like that do you? […] [T1] 

Nevertheless, Sue and Terry described her father as having given them a lovely 

wedding and also seemed to feel that her father had been more accepting of 

Terry. In spite of her mother’s resistance to their relationship, Sue appeared to feel 

that they had succeeded in their lives together and that she had achieved the 

things she had wanted, but were not thought were possible, including children and 

a career. It seemed that it was important to Sue to help and care for Terry because 

of the difficulties he had experienced in childhood;  

Sue  But you know I wanted to help Terry, I wanted to give him a bit of 

happiness you know. 

Terry I'd never known that. [T1] 

Thus Sue seemed to feel that caring for and being cared for was an important 

aspect of their relationship. Sue’s perspective dominated this discussion, but as 

with the quote above, Terry seemed to indicate his agreement with her narrative, 

having briefly commented on or affirmed some of the things that she had said.  

 

Terry also appeared to affirm Sue’s narrative about his family. Furthermore, he 

seemed disconnected from them, expressing anger towards his parents, and as 

indicated below, towards some of his siblings; 

Jenny Bob's someone you have some contact with.  

Terry With, yeah, yeah. It’s um very rare 

Sue Yeah you speak on the phone. […]  

Jenny Okay.  

Sue […] None of the others really bother do they? We have cards off, 

you know, Christmas cards off one or two. […] 



Terry He'd help me out if I wanted anything or whatever, you know. He's 

all like that the others are a bit Neanderthal. (laugh) [T1] 

While their early life appeared important in understanding the context of their 

relationship, it also seemed that Terry’s early life experiences were a source of 

frustration for Sue at times. For example Sue seemed irritated when describing 

how Terry and his siblings had met up at a party and had revisited their past; 

Sue […]  When we went to Bob's 60th birthday party in April they 

invited his sister, the two sisters and another brother wasn't it?  

Terry Yeah.  

Sue But what was they all talking about? The parents. I mean I went 

outside in the end I thought oh God, it’s all this again. They cannot 

let bloody go, you know, [T1] 

 

Sue’s health and care needs as a consequence of her disability, also appeared to 

have been an influence on their married life together. Sue described having a life 

threatening condition when their children were teenagers and in recent years, 

experiencing chronic pain, restricted mobility and other difficulties associated with 

her disability and the after effects of the life threatening condition. Thus she 

appeared to have needed support and assistance herself. For example she 

indicated that she had recently needed Terry’s help and assistance when walking;  

Sue I have to hold his arm because I'm not very steady now when we 

are walking [T1] 

She suggested that her unsteadiness affected many aspects of her daily life, 

including undertaking shopping and managing in restaurants which require self-

service. Furthermore, she described being unable to drive due to the restricted 

mobility she experiences. It seemed therefore that Sue held expectations of Terry 

in regard to help and assistance throughout their married life and that these 

expectations had increased as her support needs became greater in recent years.  

 

When discussing their relationship, they appeared to feel that they had pulled 

together for the benefit of themselves and their family and had coped through 

difficult times, including redundancy for Terry; 



Sue He worked for a glass company didn't you for two year? 

Terry Yeah.  

Sue Until that went bump as well. And then he got this job with this 

office in (area) […] It was only a few hours a week wasn't it at first 

but he... 

Terry I'd rather do that than nothing.  

Sue But then gradually as the business built up you got more didn't 

you? I mean if it wasn't for my job you see I used to do company's 

accounts so I had a good position so I was the main breadwinner, 

but at least he was working you know we just pooled our money 

and that was it. [T1] 

They seemed to feel that they had been close, although this closeness was tested 

by changes in intimacy, which appeared to have been associated with diabetes; 

Sue The other thing is, Jenny, is how he has changed with his feeling 

towards me. I didn't know this was anything to do with this until I 

spoke to [nurse] and she said oh yes it is.  You know we haven't 

had a sexual relationship for... 

Terry For ten year.  

Sue ...for 20 years.  

Terry 20 years.  

Sue Yeah. But it's the diabetes. And they tried him with Viagra but he 

said he's just gone off, he's got no interest. And of course me 

having my operation I kept thinking it's me, he can't bear to look at 

me that's what it is. And I used to get really depressed didn't I, you 

know. [T1] 

However despite the difficulties they had experienced, Terry and Sue suggested 

that they had rarely argued; 

Jenny So what was your relationship like as a married couple?   

Sue Before? 

Jenny Yeah. 

Sue Fine. 



Terry Alright, yeah.  You see I come from people who were arguing 

every day, seven days a week, every day they’d argue.  And when 

we got married – she’ll tell you, it’s true – I stood in the lounge and 

I said, ‘Can you hear that?’  And they looked at me and said, 

‘What?’  I said, ‘Can you hear it?’  They said, ‘What you on about?’  

I said, ‘Silence.’  Do you remember me saying that, the silence?  

Sue Yeah. We've never, have we, with all the years we've been 

married, we've never really rowed. We might have just had a slight 

difference of opinion every now and again. [T3] 

In 2008, both Terry and Sue described making the decision to retire. Sue 

suggested that she was experiencing increasing difficulties with her health and 

Terry had indicated that he felt that it was the right time for him too; 

Sue Why we retired Jenny, was because I felt I couldn't do it any 

longer and my writing was starting to be affected. […] 

Jenny So it sounds as though you made a decision to go because of 

your... 

Terry Health.  

Jenny ...health.  

Sue Yeah and one thing lead to another and Terry said, "I'm fed up 

now, we're going to move to where the premises were" and the 

work was starting to fall off again wasn't it?  

Terry Yeah.  

Sue And he said, "Do you know" he said, "I think I've had enough as 

well." [T1] 

At around the same time, they suggested that they had also made a decision to 

move home which appeared to be driven by financial reasons and to be nearer 

Carole. They moved in July 2009. Their son Mark moved out of the family home at 

the same time. They appeared to have made plans about how to spend their 

retirement, including travelling to different places in the UK; 

Sue I think that's because that was one thing when we retired he said, 

"We'll go off to different places that we've never seen" [T1] 



It therefore seemed as though they were looking forward to a new chapter in their 

life together.  

  

In describing who was in their immediate family, they identified their two children, 

their children’s partners and their two grandchildren. Terry appeared particularly 

animated when talking about his grandson (Mark’s son) who was two years old at 

the time of the first interview. They described regular telephone contact with both 

children, although it seemed as though this was more frequent with their son Mark; 

Jenny So how often do you see them?  

Sue We speak to them.  

Terry Well we don't see Mark often because he's doing whatever God 

sends in his job and they live [in the east of England…]. 

Sue The last time we saw them was a few weeks ago wasn't it? They 

came on the Friday night and stopped until the Saturday night. 

They went back didn't he because he had to be at work? […] I 

speak to Mark every few days on the phone.  

Jenny Right, okay. 

Sue Carole I mean it went a fortnight didn't it nearly and I phoned up to 

see if she was okay and everything, she's just been so busy. But 

we're going on Saturday afternoon.  

Jenny Right.  

Sue Because she's got to get on with her housework and everything.  I 

mean the trouble is Ruth's now doing different things after school 

and stuff.  

Terry It's a natural progression isn't it? mmm Yes. [T1] 

Both Sue and Terry appeared to acknowledge that their children lived very busy 

lives with work and children, consequently regular visits were difficult to achieve. 

Furthermore, as indicated above, their son lived some distance away, and as a 

consequence of Sue’s disability, travel was difficult. Nevertheless, they appeared 

to feel that they were close to their children and as indicated above, explained that 

one of the reasons for moving was to be closer to their daughter Carole. Indeed 

they suggested that they had involved both children in their decision making 

around moving home.  



 

While acknowledging their closeness to both children, Sue identified feeling a 

particularly close bond with their son Mark, who had lived at home until they had 

moved in 2009. Sue and Terry seemed to feel that this was because of his 

likeness to her father whom she was very close to; 

Sue I've always been very close to Mark.  

Terry Mark yeah.  

Sue But it’s Carole I love them both equally but somehow something 

keeps... Dad 

Terry He's like your dad isn't he?  

Sue You can't explain it really can you?  

Terry He looks like her dad.  

Sue And I think that's what it is he's got a lot of my father. I've only got 

to look at a picture you know and I could choke we don’t go down 

to the grave, because I can't, I just can't bear it really it just upsets 

me and I'm thinking it isn't worth it is it [T1] 

As the above quote appears to suggest, although Sue’s father had died in 1998, 

she still seemed to struggle with her grief at his loss. Terry also appeared to have 

a close bond with her father and suggested that he felt guilty that he was not able 

to tend his grave as he had promised he would. 

 

Sue and Terry indicated that there were some friends from their previous area that 

they had kept in contact with and Sue identified siblings that she continued to be 

close with. Nevertheless, their perception of family seemed largely to revolve 

around their children and grandchildren.  

Carole Stuart 

Carole appeared to describe a lack of closeness with her family and a difficult 

relationship with both of her parents and her brother. She appeared to believe that 

her mother was the more dominant of her parents, was in charge and made most 

of the decisions. She suggested that they had experienced conflict in their 

relationship in her teenage years because her mother was very strong minded;  



Carole I can say them. Mum’s very, very strong minded and sometimes 

she does [accept advice] but it’s very much mum’s way. So she 

knows best. Nobody else knows best at all ((laughs)). It always 

used to be quite challenging when I was a teenager. We had quite 

a lot of battles. [T1] 

However despite this, Carole seemed to feel that she had always had to be the 

adult in the relationship with her mother from an early age;  

Carole I would say ... that a lot of the time I have to be the adult in the 

relationship that's the way I always felt. I felt like I had to grow up 

quite quickly. […] 

Jenny Yeah. You were saying that you felt you've always had to be the 

adult with them, can you tell me a bit about what you mean by 

that? 

Carole Well the most extreme I can remember is when I was probably 

about 13, the bailiffs came to the house because the council tax 

hadn’t been paid and mum just got all in a flap because she's not 

very good at dealing with things, whereas I've always been quite 

practical and I just asked them to leave. They got their foot in the 

door and I pushed them out and asked them to leave and I had to 

sort of get it sorted out and I think because mum was born with [a 

disability], so she's got brain damage, she was the youngest out of 

four children, I think everybody always looked after her and my 

granddad always looked after her. So I think she's quite used to 

that role and because I think if everybody does everything for you, 

you don’t develop your own skills for it and she just gets in a state 

about everything. [T1] 

She appeared to feel that this had impacted upon her relationship with her Mum, 

suggesting that as a consequence she had not felt able to share aspects of her 

own life with her; 

Carole I mean I never told her lots of private, intimate things that have 

gone wrong in my life I just didn’t tell her because of the state she 

used to get into. So I just used to keep things to myself. [T1] 



Furthermore, she described a lack of closeness with her father, suggesting that 

although early in her life she had been a Daddy’s girl, that this had changed and 

that she felt her Dad had not really engaged in family life; 

Carole.  Yeah I wouldn’t say we’re a touchy feely family or cuddles and 

stuff like that. Mum was the one that was in charge. She was 

the one who did the discipline and everything and dad was just 

sort of there really. He was either working or he was doing his 

writing and stuff, he wasn't really…you know we weren't a 

family that played games, not that I can remember anyway. 

[T1] 

She also seemed to feel that her mother had favoured her brother over her, and 

that her brother had been very selfish; 

Carole […] I think my brother’s always been very selfish. 

Jenny Right. 

Carole And so because they didn’t have much money my brother 

screamed and shouted for what he wanted and made mum feel 

very guilty and he always got what he wanted so I always was the 

one that said, “No I’ll have the board game or something,” 

whereas he wanted a mountain bike or a brand new computer. So 

in that way I felt a lot of resentment to my parents up until I had 

counselling for it. [T1] 

Carole had left home when she was 19. She appeared to feel that the lack of 

closeness with her family continued into her adult life and that her parents had not 

cared about her in the same way that they had cared for her brother. She 

suggested that her brother had a better relationship with them, because he had 

lived at home until he was 31, whereas she had felt distant and disconnected; 

Jenny Are there particular examples of what your relationship is like? […] 

Carole Well the second house that we lived in after we’d been together 

about…we bought a house in 98 and I moved out in 97 I think, so 

yeah about 12 months after I’d moved out. We lived there until 

2000…98 until 2004 and they'd never seen the house, I always 

went to see them. I think mum always took a back step and 



wanted to be invited and stuff where I think with my daughter I 

think I'm just going to be there whether she's asked me or not. I 

think it’s I'm going to be part of her life. [T1] 

She compared this with how she would be with her own daughter and appeared to 

feel that they had not really been motivated to be a part of her life.  

 

Carole appeared to describe a shift in relationships in recent years, brought about 

by the birth of her daughter and her own need to understand more about her 

relationship with her parents. She seemed to feel that the arrival of Ruth had given 

them some common ground; 

Carole Since I've had Ruth it’s been a lot easier because there's 

something to talk about, whereas we didn’t really have anything to 

talk about before because I had a completely different life, living in 

the countryside and going beating and going to balls and things, it 

was a completely different life to what they were in [City] and stuff 

so I’d just got nothing to talk about, where when I had Ruth in 

2005 we started seeing more of each other then and they'd come 

up because they were absolutely obsessed with her. My dad was 

so surprising because he'd never been like hands on with me and 

my brother, with Ruth he was…mum used to say, they had a 

mantelpiece and they had some pictures of her there and I called it 

the shrine, ((laughingly)) it looked like all these pictures and he just 

used to look at her picture and stuff. He was just completely…he's 

got a completely different relationship with Ruth than he ever had 

with me and my brother I think when we were growing up, whether 

it’s a second chance I don't know, or it’s just different with 

grandchildren, I’d say it’s different. [T1] 

Consequently, they appeared to have been able to build a different relationship. It 

also seems that Ruth’s arrival heralded a new opportunity for Terry, and as the 

above quote suggests, Carole was able to see a different side to her father and 

appeared to value his relationship with her daughter. Carole therefore described 



feeling closer to her parents now, but recognised that it had taken effort on both 

sides to achieve this; 

Carole So closer now but it’s taken a lot of effort on both parts I think. [T1] 

It appeared though that Carole’s relationship continued to be primarily with her 

mother. She seemed to suggest that her mother was the one she had most 

contact with now.  However, in spite of the change in their relationship, it also 

seemed that Carole continued to believe that she had to parent her mother, which 

seemed to be demonstrated in her perspective about their future needs.  She 

indicated that she believed that she would be the one who ended up caring for her 

parents; 

Carole Yes because mum’s condition, I mean she had her neck fixed in 

one position about three or four…probably more than that, no it 

was just before Ruth was born, about seven years ago, gosh, she 

had her neck fixed in one position but that's just delayed the 

inevitable that one day she’ll probably end up in a wheelchair and 

so she is in constant pain. So it’s always been that I would have to 

look after mum and dad’s never been very good at doing anything 

in the house or…he doesn’t know how anything works and so it 

was always the fact that I was going to have to look after mum and 

look after my dad in, you know, getting him meals and stuff like 

that that I always thought but now I feel like I'm probably going to 

end up with two of them to look after  

Jenny It sounds like you feel it’s inevitable? 

Carole Yeah sometimes I wish I could just run away and go and live 

((laughingly)) abroad and live my life for a bit before I have to be a 

carer. [T1] 

However, this was not something Carole appeared to welcome, indeed there 

seemed to be some ambivalence about the possibility that she would become a 

carer.  

Carole […] I do have this real panic inside of me that I'm going to be the 

one looking after them. That's being honest and especially 

because my brother lives in [city some distance away] it’s going to 



be down to me. I have a concern how I'm going to manage, I know 

people do, people do manage and have to. You have to I suppose 

you just have to get through with it. [T1] 

Therefore while Carole described some closeness, there also appeared to be 

some evidence of her imposing a limit to her contact with them. She appeared to 

suggest that this was because of the many demands on her life, although it 

appeared that this may also be because of the sense of responsibility she felt for 

them.   

Summary 

At the time of the research Terry and Sue have been married for 38 years and had 

recently begun a new phase in their lives together, having retired and moved 

house to be nearer their daughter. They described a close relationship which had 

been built upon their individual experiences of adversity in their early lives. They 

appeared to be mutually dependent and caring for and about each other seemed 

to be a core feature of their relationship throughout their married life. It seemed 

that Sue was the more dominant force in the relationship, and the decision maker, 

but also relied on Terry for support. Sue’s physical disabilities have increased in 

recent years and she appeared increasingly reliant on Terry as a consequence. 

They did not appear to have an extended network of family and friendships and 

their two children and two grandchildren seemed to be a central feature of their 

lives.  

 

While they described caring about both children, there seemed to be a closer bond 

with their son who had lived at home with them until he was 31yrs old. Sue 

seemed to have unresolved grief concerning her father’s death and they both 

seemed to believe that their son was very like him. Their daughter Carole 

appeared to describe a difficult relationship with both her parents. Her relationship 

with her mother seems to have been the more dominant influence on her; however 

she appeared to feel that she has had to parent her mother since childhood. 

Furthermore she seemed to have a largely disconnected relationship with her 

father. She also suggested that they had favoured her brother over her.  Although 

she implied that in recent years her relationship with her mother had improved; 



she nevertheless seemed to feel that it would be her responsibility to care for her 

parents and appeared to hold ambivalent feelings about this.  
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