International Journal of Care and Caring « vol xx * no xx « 1-19 « © Policy Press 2021
Print ISSN 2397-8821 « Online ISSN 2397-883X - https://doi.org/10.1332/239788221X16166022097035
Accepted for publication 24 March 2021 - First published online 15 April 2021

article

A qualitative investigation into family carers’
experiences of living with/caring for a person with
young-onset dementia

Cathal Blake, cathal.blake@dcu.ie

Louise Hopper, louise.hopper@dcu.ie
Dublin City University, Ireland

Ageing is a significant risk factor for developing dementia; however, some people develop symptoms
before the age of 65. Although less common, it is referred to as young-onset dementia. Estimating
prevalence rates in Ireland is difficult, as there has been little study around what it is like to live with/
care for this cohort; consequently, it is poorly understood. Nine primary carers were interviewed
using semi-structured one-to-one interviews. Interview data were analysed with inductive thematic
analysis. Themes included sense of loss, diagnostic issues, appropriateness of services, stigma and
carer strain, illustrating the complex nature of caring for someone with young-onset dementia.
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Introduction

‘Dementia’ is an umbrella term that refers to a group of neurological diseases, the
symptoms of which include a progressive, degenerative and irreversible decline in
mental functioning, and that is most prevalent in older adults (O’Shea, 2007). However,
some people develop symptoms before the age of 65. Although less common, it is
typically referred to as young-onset dementia (YOD).

YOD affects people before the age of 65 and manifests itself during the active stage of
the individual’s life.YOD can thus have a severe impact on their remaining productive
years and can significantly affect the various roles and obligations an individual may
have in society (Werner et al, 2009). For example, cessation of employment may
cause significant financial hardship to both the individual and the family, and may
serve to lower an individual’s sense of belonging, purpose and engagement in daily
lite (Sperlinger and Furst, 1994; Harris and Keady, 2009).

A loss of selthood combined with the cognitive, behavioural and functional
symptoms experienced by people withYOD (PwYOD) has been found to severely
affect their sense of quality of life and general well-being (Teng et al, 2012). PwYOD
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often have to revise their life expectations and make forced changes and adjustments
to their future plans. This revision 1s paramount if they are to cope physically and
emotionally with these new challenges and to function adequately in daily life
(Huber et al, 2011). PwYOD who are parents may feel that their parental role has
been undermined (van Vliet et al, 2010), and as they withdraw further and further
from their daily routine, they may experience increased feelings of social isolation
(Beattie et al, 2004).

YOD also effects the individual’s environment, including familial and social circles.
Existing evidence shows that PwYOD are typically cared for at home for significantly
longer when compared to individuals with late-onset dementia (LOD) (Freyne et
al, 1999). Admission to residential care invariably depends on carer competency to
support the person with dementia in the home (Williams et al, 2001).

However, as almost all dementia care in Ireland is situated in services for older
adults, PwYOD may rely solely on family for assistance (Harris and Keady, 2009).
Furthermore, PwYOD are often bypassed by community healthcare protocols, so
care and support falls to family members, typically a spouse or partner (Freyne et al,
1999; Williams et al, 2001; Arai et al, 2007; O’Shea, 2007; Flynn and Mulcahy, 2013).
In some cases, children are also impacted by YOD. Research shows that children
can feel a sense of loss, almost as if the parent had died, as they may find themselves
supporting and caring for a parent with a progressive, degenerative disease (Gelman
and Greer, 2011). Despite the emotional toll, family carers require their children’s
support, and children often play a pivotal role in the care of a parent with YOD
(Adelman et al, 2014).

Carers report that they are extremely ill-prepared for their new role (Bakker et
al, 2013) — a role that involves continually adapting over an extended period to an
ever-changing situation, resulting in a high degree of strain (deVugt andVerhey,2013).
Family carers have reported a significant negative impact on both their psychological
and physical well-being as the strain of care increases exponentially (de Vugt and
Verhey, 2013). Many carers have to continue as a parent while remaining in paid
employment, on top of providing full-time care, often putting immense additional
demands on their time (Millenaar et al, 2016). Extremely high levels of strain can
significantly increase depressive symptoms among carers (Verhey et al, 2007; van
Vliet et al, 2010) and can manifest in two types: objective strain (practical or physical
aspects) and subjective strain (psychological and emotional aspects).

To compound the issue, many younger adults who display cognitive, behavioural
and functional symptoms may be misdiagnosed; dementia may not even be considered
(Millenaar et al, 2016). Ducharme and colleagues (2013) reported that timely diagnosis
is important, particularly in explaining the behavioural difficulties that may have
emerged prior to diagnosis, and to ensure PwYOD receive appropriate services
sooner (Allen et al, 2009).

Yet, a diagnosis of YOD is often extremely difficult (Beattie et al, 2004) and timely
diagnosis, in particular, requires vast improvement, particularly in Ireland. Armari and
colleagues (2013) reported that over 70 per cent of carers stated that the diagnostic
process was severely problematic. Factors associated with misdiagnosis include:
misreading of symptoms; denial by PwYOD; refusal by the individual to seek help;
environmental issues; and the inaction of the family doctor (van Vliet et al, 2011).
Timely diagnosis may also assist with the provision of disease-specific information
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to support care planning, which may provide some relief for family members (Allen
et al, 2009).

As a diagnosis often brings a sense of uncertainty, a timely diagnosis appears to help
family members seek and find suitable explanations from health service providers
for the difficulties encountered (Ducharme et al, 2013). Their worry is that without
adequate support services, PwYOD will be left ‘in limbo’, with a diagnosis but
without support. As outlined, almost all dementia services are specifically designed
for older adults in Ireland; therefore, many services have trouble addressing the needs
of PwYOD (Chemali et al, 2011). PwYOD and their family carers may experience
marginalisation, as they are left outside existing service pathways (Koopmans and
Thompson, 2013). Svanberg and colleagues (2010) argue that not enough is known
about the unmet needs of PwYOD and their families. Significant research is therefore
required to gain salient knowledge of the specific issues that families experience
during the various stages of YOD.

This insight will prove invaluable in assisting with the development of adequate
support services for PwYOD and their families. In Ireland, it is estimated that 55,000
people are diagnosed with dementia, with approximately 4,000 living with YOD
(HSE, 2016); this is likely to be an underestimate due to the scarcity of data relating
toYOD.The main aims of the project reported here were to investigate family carers’
experiences of living with, and caring for, individuals diagnosed withYOD in Ireland.
The main areas of focus were:

e seeking and getting a timely diagnosis;

e adjusting to the diagnosis/post-diagnosis supports;

e 1mpact on PwYOD and carer(s);

e impact on other family members living with PwYOD;

*  coping strategies;

e primary carers’ needs and unmet needs; and

*  availability, appropriateness and use of health and social care supports and services.

Materials and methods

Design

To achieve the study aims, a qualitative research design was utilised using a personal
semi-structured one-to-one interview with the primary family carers of PwYOD.
Primary family carers may be defined as any relative, friend or partner who has a
significant relationship and provides assistance (physical, social and/or psychological)
to a person with a life-threatening, incurable illness (Hudson and Payne, 2009).

Participants

Nine participants were recruited for the study through the Alzheimer Society of
Ireland (ASI), the Dementia Carers Campaign Network (DCCN),Alzheimer cafes and
carer support groups for people caring for PwYOD. Participants were provided with
a plain-language statement containing information about the aims and methodology
of the project and a consent form.
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The sample comprised family carers of PwYOD (both living at home and resident
in long-term care facilities). Sample size is consistent with similar research, for example,
Flynn and Mulcahy (2013) used a similar methodology and interviewed seven family
carers, generating in-depth descriptions of participants’ perspectives. Demographic
information and inclusion criteria for the family carers and PwYOD are outlined
in Table 1.

Materials and setting

Interviews were conducted either in a public place, in a place preferred by the
participant or by phone. Interview questions were adapted from previous research
to examine the unmet needs of family carers in an Irish context (Millenaar et al,
2016). Materials used during the qualitative research design by the researcher included
audio-recording equipment and notebooks. All evaluation material, including recorded
material, transcribed data and participant information, was stored on password-
protected computer files.

Procedure

If interest in participating was expressed, the researcher/supervisor sent a plain-
language statement to the potential participant. This contained an invitation to
participate, further information about the study and contact details for the research
team.Those who expressed an interest in taking part were asked to contact the research
team to discuss the requirements of the study in more detail and the informed consent
process. On receipt of informed consent, the researcher scheduled a convenient
time and location for the one-to-one interviews. Initially, the interviews were to be
conducted in a quiet comfortable room at various Alzheimer cafes or at the venues
hosting family support groups. However, several participants specifically requested
that the interview be conducted in their own home, while other participants were
happy to speak with the researcher by phone. Interviews conducted in participants’
homes adhered to an appropriate risk-management procedure.

A person-centred approach was taken in managing the data-collection session(s).
Interviews lasted between 30 and 60 minutes; the number and length of sessions
depended on individuals’ capabilities and plans for that day. If the researcher noticed
that a person appeared tired, or if they expressed that they were struggling on the
day of the interview, the interview was shorter or rescheduled. The researcher also
ensured that participants had adequate breaks. Interviews were audio recorded and
later transcribed intelligent verbatim and anonymised.

Ethical considerations

Ethical approval was granted for the study. Risk associated with participation in
the study was moderate, as no deception was involved. Participants were assigned
pseudonyms to ensure anonymity and confidentiality. The right to withdraw from
the study was clearly communicated, and a support pack outlining dementia-specific
and more general supports that are available was offered to participants at the end
of the interview process.



th/caring

iving wi

fl

experiences o

to family carers’

ionin

igat

t

Ive inves

A qualitat

"enjuawiap jesodwiazouoly — @14 Juawiedwi aAIHUB0D — | ‘swiAuopnasd ale saweu

v @1edpiied 03 syuasuod Jaued Ajiwey Arewid syl pue ‘QOAMd @Yl YiMm apisai 03 pasn/Ajaua.ind Jaied Ajiwey Aewid ay3 fjeuolssajold jeoiurd e Aq pa3onpuod sem JusLLISSasse pue
BLISILID A-INS SI99W sisouelp ay1 {JOA 40J BLISLID 9] S199W 210ja13y3 pue 33e Jo siedk g9 03.Jouid pasouSelp sem eIJUSWSP Yiim uosiad ay3 :SMO]10) Se SI9M BLISILID UOISNIDUI Y] :S9I0N

9se3SIP S IBWIdYZ)Y (21L02) 99 pade paseada 65 15 snweag 191ySneq yiny

ald (5102) 99 pase paseadaq 8S 9s auay| pueqsnH yuelq

eiseyde aaissaigold ojuadodo 19 SS LS Kig) M BUILIB
ald 59 €9 89 pieusag M elep

(GE] yA4 14 144 1ed SHM ey

9seasIp sdid S 8¥ 14 uuy 193s1S enlled

9se3sIp S, JBWIRYZ]Y 59 19 09 a0Ko[ puegsnH NI

95e3S|P S BWIRYZ)Y 39 29 [ EYNITe) 1adjay/uated ueof

aseas|p s JawRyz|Y €9 9 8 uyof 3JIM Ky

enuawsp jo adAigqnsg a8e juaiind pasouselp 1s11j 38y 1D Jo sudis 3s.1 Jo 38y dOAMd adOAM{ 03 diysuone)ay 11e)

QOAMd pue siaJed Ajiwej 3y} 10} B1I311ID uoisn)doul pue uonewlojul oiydesSows( :L 9)qel



Cathal Blake and Louise Hopper

Data analysis

Interview data were analysed by applying an inductive qualitative thematic analysis
using open coding and categories derived directly from the interview material (Hsich
and Shannon, 2005; Elo and Kyngas, 2008). All narratives were utilised in this analysis.
The researcher read the transcripts thoroughly, line by line, to identify meaning units
(such as words, sentences or paragraphs that relate to the same meaning), with the aim
of condensing the material. Corresponding meaning units were grouped together and
several themes and sub-themes emerged from the data. Transcripts were then reread
to ensure goodness of fit of themes and data, and anchor quotes were selected that
represented each theme and sub-theme.

Results

Detailed thematic analysis of the interview transcripts uncovered five main themes
and related sub-themes (see Table 2).

Theme 1: sense of loss

Many interviewees spoke of a sense of loss as a result of the dementia diagnosis.
Despite their loved one still being alive, this loss was palpable, leading to significant
feelings of loneliness:

‘Truthfully, I hope you don’t mind me saying this, I really do miss the
intimacy, [ really do. And I just feel so lonely, sorry [visibly upset]. I miss
having a friend that I really trust, to be honest.... So,1 do miss him terribly,
I really do. (Mary, wife)

‘Oh, I think, well, they were both obviously devastated ... it changed their
whole plans for the future ... and I suppose if she dwells on it, she knows, like,

Table 2: Themes and related sub-themes extracted from the data through thematic
analysis

Theme 1: sense of loss

Sub-themes:
— Loneliness

Theme 2: diagnostic process

Negative diagnostic sub-themes:

— Difficulty gaining a timely diagnosis/lack of awareness
among general practitioners (GPs)

— Shock associated with the diagnosis

— Poor/lack of communication from healthcare
professionals

Positive diagnostic sub-themes:

— Sense of relief

— Adjusting to the diagnosis/coping strategies employed
— Enhanced communication with healthcare providers

Theme 3: stigma
Sub-themes:

— Public perceptions of dementia
— Social isolation

Theme 4: lack of services
Sub-themes:

— Lack of age-appropriate services
— Services located in older adult
settings

— Geographical lottery as to
availability

Theme 5: strain of care

Sub-themes:

— Financial strain

— Physical strain

— Psychological strain
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she may never see, or remember or be in the present for her son’s marriage
or having grandchildren.” (Joan, carer/helper)

“Well, 'l just tell ya. When a mother, when a woman goes out of the house,
the house dies like.... I mean, I'm here now in a big house, there’s four
bedrooms, there’s three bathrooms, there’s a big, big studio, sun room, there’s
a porch and, like, there’s no one here now ... all gone now, totally gone’

(Mark, husband)

‘Company ... [audibly upset] I'm ok ... it’s a lonely life ... yeah, so it’s the
companionship.” (Martina, wife)

Theme 2: diagnostic process

Difficulty gaining a timely diagnosis and lack of awareness among GPs

The overlapping of some symptoms with other mental health conditions, acrossYOD
subtypes, appears to make a differential diagnosis difficult: “She had been attending
psychiatrists in [large hospital] over a long number of years....I got a phone call one
day to say that she was in his office, she was very confused ... maybe he knew more
at that stage than he was saying to me” (Patricia, sister). The younger age of onset also
seems to delay a timely diagnosis:“Because his own GP told me, when I went to him
about it, he said,Ahh, it couldn’t be....Ahh, it couldn’t be Alzheimer’s, or it couldn’t
be dementia ... he’s too young for that, I don’t think it’s that”” (Mary, wife). A lack
of awareness of YOD among GPs could further complicate the diagnostic process,
and led to some PwYOD being prescribed unnecessary medication: “Her own GP
thought she was going through the change, and was putting her on happy tablets
for a while until I started going back again.... That’s when she really realised there
was something wrong” (Mark, husband). Several participants found poor (or a lack
of) communication by primary healthcare professionals during the initial diagnostic
period extremely upsetting:

‘She left there with a diagnosis. She was on her own and she came out and
sat in the car and cried. And then she drove home and she told her husband
and son. (Joan, carer/helper)

“Your woman, a young doctor in there, she rang me at work a few days later
and she told me over the phone that it was early cognitive impairment ...
what’s early cognitive impairment? I didn’t know where to go, not one doctor
or anybody gave me any information, or a leaflet, or a booklet, nothing,
nothing. (Mary, wife)

‘The results came back from the UK ... there was a conversation, again in
a hurry, in a kinda, “I've got five minutes, let’s talk”, which was, I think she

mentioned the word “Pick’s” or “Pick’s disease”. But everything else went
over my head, I heard nothing, nothing.” (Patricia, sister)
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Shock associated with the diagnosis

Participants also spoke about the initial shock of the diagnosis, particularly on hearing
the term ‘dementia’, which many found significantly disturbing:

‘No, [ didn’t, I totally and utterly panicked. I had a bit of a meltdown mentally
I was so broken over it.... I didn’t, I didn’t stop crying....I haven’t stopped
crying [visibly upset]. (Mary, wife)

“We were just sitting at home and we were totally, like, totally upset. I was
anyway, and she was upset as well.... Ahh, my eldest son had to leave home,
he left home because of it ... my eldest son can’t handle it, can’t handle at
all, at all, at all [audibly upset].” (Mark, husband)

‘That was the first time I heard the word “dementia”, I remember ... I had
to sit down, I was like,“What?” It was just, “What? Mother of God!” It was
just like “boom”, and I said,“Do you mean dementia? Do I understand what
you're talking about?”” (Patricia, sister)

‘I suppose shock ... he was gutted, devastated, because he didn’t think he
was going to get that diagnosis ... his immediate reaction was shock, horror
... he never accepted his diagnosis.” (Martina, wife)

Sense of relief

Participant narratives also revealed some positives to be gained from the diagnosis.
For example, some participants spoke about the relief the diagnosis offered, which
allowed for care plans to be instigated:

“To be honest, and to be a little selfish, it was almost a relief with the diagnosis,
a pathway to get help that was needed and to try and sort out my life as
well.” (Patricia, sister)

‘So, I suppose I was relieved in a very strange way that this is what’s wrong
with him, I now knew. I mean, like a label, for some reason, seemed to help a
little bit.... Erm,again, I think they all felt,"“At least now we know”....We did
feel a certain relief,“Now we know what we’re dealing with.”’ (Maria, wife)

Adjusting to the diagnosis/coping strategies

Another positive to emerge following the diagnosis were the different ways family
carers and PwYOD adjusted and coped. Participants spoke about: capturing memories;
involvement in community and research engagement; using friends and family
members; and seeking and engaging with support services to talk about the impact
of their spouse’s or partner’s diagnosis:

‘She contacted the [local Alzheimer’s organisation] ... there was a wonderful
nurse there, and she asked her would she consider getting involved in research.

8
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I think that was the turnaround point for her ... and it’s kind of, she has
been positive since.” (Joan, carer/helper)

‘I've done more courses than anybody I know.... I took a whole week’s
holiday from work and I went to this place every day.... I've done all the
courses, I've gone to all the seminars, I've done the research.... And I, one
of our friends is a photographer and video maker, and she’s going to do a
video of the two of us in the nursing home, just for me. (Mary, wife)

‘Oh, I told all my friends straight away. I told my mother straight away.
I told everybody. Anyone that was close to us, I told them all.... I go to
the Alzheimer’s cafe; I go to my [local] dementia support group every
Wednesday....You know, so those two help, yeah” (Mary, wife)

‘So, I got in touch with the [local Alzheimer’s organisation] and tried to learn
as much as I could about it, you know, educate myself a bit.” (Mark, husband)

“We’ve all gone to counselling at this stage anyway, just, you know;, that has
been the makings of us, that they went and had their own little sessions and
spoke about everything.... Their counsellor was outstanding ... in showing
them coping mechanisms as well.” (Rita, wife)

Enhanced communication with healthcare providers

Participant narratives highlighted how adjusting to the diagnosis fostered a positive
reciprocal relationship with healthcare professionals. This seemed to enhance positive
communication, allowing for a good working relationship that provided direction
about next appropriate steps:

‘He doesn’t use the word “dementia” at all, he says “cognitive impairment”....
He spoke to the kids, he spoke really, really well to all of us, he was very
gentle with the kids, but he was very direct to all of us as well, but he’s
gentle” (Rita, wife)

‘Then somebody else, a social worker in [large hospital], put us in touch
with somebody else. So, a nice lady used to come regularly on the other
days, she was from rehab, that was a big help, you know.” (Frank, husband)

“We were dealing with a young guy and a very nice social worker ... the
social worker handed me a pack and there was things like his driving had to
be tested, we were told about the Alzheimer’s café... We maybe were even
given an appointment, or told to ring to make an appointment.” (Maria, wife)

Theme 3: stigma

The experience of stigma was commonly reported in the narratives. Participants
spoke about a misunderstanding among the general public that dementia is an older
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person’s disease. Several interviewees reported incidences of stigma resulting in social
isolation for them and the person in their care:

‘Oh yeah, a couple of people did move away. A few people said to me, “If
I were you, I'd get that checked, I'd get a second opinion, I don’t think he
has dementia.” They just couldn’t believe it, he’s so healthy’ (Mary, wife)

‘She said that people, and to this day, people in her own village, will cross
the road when they see her.” (Joan, carer/helper)

‘All her friends have totally avoided her, yeah.... Since she has got a lot
worse, everyone has kind of kept away.... In a restaurant, if ... she’s using
two forks and I don’t catch her in time, you can see people looking at her
like, it’s strange.’” (Mark, husband)

“We have lost family and friends along the way, family more so, they just
don’t come to us anymore. It’s just they don’t believe it ... and my son didn’t
want to tell anyone, nobody was to know. (Rita, wife)

‘T used to bring him up to work with me when he was aware, and he used
to get the bus into town to meet a friend. And he was thrown off the bus
because he couldn’t find his money or lost his wallet.” (Martina, wife)

Theme 4: lack of services

The apparent lack of services for PwYOD emerged from several participant narratives:

‘She languished in [large hospital| for the best part of a year, in a ward with
three other women coming and going.... It was shocking ... I didn’t know
what to do, I was trying to help my sister.... Nobody knew what to do with
her.... She was curled up in the foetal position in her bed....The women
in the ward would say, “You won't believe what was going on here this
morning, you won't believe the way this one spoke to her, shouting at her”,
I was shocked, shocked, shocked [audibly upset].” (Patricia, sister)

‘Like, for your partner, you try to have the best for her. She went into [regional
hospital] here in Galway, and it’s like something in medieval times, fx*king
hell ... she was in a room with two other women, they were quite old, they
hadn’t Alzheimer’, and her clothes was all missing ... one had a problem
with her bowel, the other was getting sick all the time, and my wife is only
a young woman [audibly upset].” (Mark, husband)

‘The department of old-age psychiatry see nobody under 65 ... there’s a huge
difference because they’re familiar with dementia, erm, regular psychiatrists

not so much, theyre not dealing with it as much, you know. (Ruth, daughter)

Participants also commented that the services available are mostly located in older
adult care and are inadequate for the needs of younger adults:

10
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‘I was handed a list of over 200 nursing homes and told to go pick one,
normal nursing homes for grannies — and my sister is in her late 40s.You’d
go in, and it was old people, dementia people, I was absolutely shocked
[audibly upset].” (Patricia, sister)

‘I would say that there are no facilities or services in place for young people
with dementia. It’s a very lonely, very lonely path to go down....I tried to
organise day care for him; they told me that there were no facilities for day
care for younger people, that if he was to go to day care, it would be older
people. (Martina, wife)

Narratives highlighted a geographical lottery in receiving appropriate services. Some
carers acknowledged that where they live affords them the opportunity to access
services:

‘I was working at this time, and my daughter was going off to college, and
they were offering day care. And it wasn’t too far from me, and I worked
nearby as well. So, I used to bring her on certain days of the week, and she
was quite happy there, you know. (Frank, husband)

‘Erm ... everything seemed to be available, the help was there....I phoned
my local health office.... I asked to speak to the district nurse.... I think
I probably got the most wonderful district nurse that there ever was in
existence.... She, you know, immediately responded and said she would
come visit the house, and not, you know, don’t worry’ (Maria, wife)

‘When appropriate services were available, this had a positive outcome for carers and
PwYOD:

‘Before this, he was getting a little bit depressed, a little bit anxious, he felt he
was a strain on everyone.... But he does look forward to the carers coming.
He has a great laugh with them, and it’s lovely to see him interacting in
the public domain....Just fantastic he has something to talk about when he
comes home. (Rita, wife)

“We were referred to the memory clinic in [two large hospitals]. I must say, I
was impressed....I got to know the Alzheimer’s Society, got to know people
there ... and there was a woman there who was very helpful ... they offered
me respite care as well.... I actually went through the best times really as
regards local services for the condition.” (Frank, husband)

Evidence also emerged about how age-appropriate activities could enhance
personhood and promote independence in PwYOD:

“We are meeting somebody next week to try to get him into special activities,
like gardening, computers and things like that.... Trying to do something
different for him. Ehh, just to change it a little bit but gentle ... just maybe
to change because he is so young, you know, to give him a purpose again....

m
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‘We are coming out the other side now; really, the last six months, the package
has helped.” (Rita, wife)

‘She was given a little role to do to keep her busy, you know. But the change
in my sister within a week or two.... They just put their arms around her
and they put their arms around me. They had a little routine.... She had
her activities, she was well fed, she was safe, she had her bedroom, she had
her medication, everything was looked after, after spending a year lying in
a bed — in prison, basically [audibly upset|.” (Patricia, sister)

Theme 5: strain of care

Participants spoke about the impact of caring over long periods of time. Finding
dementia-specific age-related care can be extremely costly,adding to financial pressures
on families. This can be compounded by a double economic strain on families, as
PwYOD may cease employment but not be eligible for state financial assistance:

‘Financially, it’s going to break me, it is. I have to pay the bills, 'm paying
for his nursing home bills, I pay for his GP, dentist, chiropodist, I pay for
everything. And now I'm going to have to get a wheelchair, it’s going to
cost me two or three grand, you know what I mean? And I'm paying all the
bills in the house.There’s no grants or anything, I'm left carrying the whole
frxking thing, the whole lot.” (Mary, wife)

‘I've had a couple of life experiences, but I've never gone through anything
like this in my life. The other nightmare for me, as a relative, was the whole
“Fair Deal”!l thing, trying to fill in the forms, sending them off. They come
back and theyre not right. Jesus, and because I wasn’t married to my sister,
I had no legal, no next of kin, no legal right.” (Patricia, sister)

‘Like, he was the person in charge, and I didn’t query it, which left me in a
financial mess....1 knew he was going to lose everything, and why take away
his work skills now ... in actual fact, it was a big mistake because it got us
into a lot of, a bigger financial mess than we were already in.” (Martina, wife)

Participants also spoke about how caring for someone with significant cognitive
impairment takes a toll on their physical and psychological health:

‘So, as time went on, then I was at home all the time, and then I got a mini-
stroke, right,and I had to go into hospital. So, my daughter had to come, they
all had to come. My sister had to come to try and take care of her [audibly
upset].” (Mark, husband)

‘That’s what I'm telling ya, this is why I ended up nearly breaking down
completely. (Mary, wife)

“What I want for him — and our kids think the same thing — we want him
to get a stroke, heart attack, sepsis; we don’t want him to stay going the way
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he is....We can move on as a family and get on with our lives ... that makes
me feel guilty, like, why should I say that?’ (Martina, wife)

‘All this landed in my lap, I had no idea anything was going on. At one stage,
because I was losing my mind myself, I was picturing myself in shagging
[in hospital] under one of these specialists, I had gone crazy’ (Patricia, sister)

However, appropriate services helped reduce the negative effects of aYOD diagnosis.
Narratives highlighted significant reduction in pressures on carers when support was

provided:

‘I do think about it from time to time [audibly upset], it’s so hard ... if we
hadn’t got the care package, I think he would probably be in care somewhere,
and I would probably have had a nervous breakdown. If I'm 100 per cent
honest, I could be after having a nervous breakdown. (Rita, wife)

‘How lucky am I, where he is, is unbelievable, that’s just, I can’t speak highly
enough of it.... Himself is like a different person in there, he is so happy, so
relaxed. And there’s more of like an emergence of what he used to be like,
you know, he’s — I'm just thrilled for him that this is the way he is now’
(Maria, wife)

Discussion

This study examined carers’ experiences of YOD in Ireland. Five themes emerged from
the participant narratives: sense of loss; diagnostic issues; stigma; lack of services; and
strain of care. Many individuals who receive a diagnosis have difficulty with factors
such as parenting, finances or spouse/partner relationships (Bakker et al, 2013), and
many carers feel a significant sense of loss as a result. Other studies have shown how
primary carers’ roles necessarily change in response to the demands placed upon
them, leading to feelings of frustration, helplessness and loneliness (Nichols et al,
2013).The study reported here mirrored these findings; many narratives highlighted
the loneliness of the post-diagnostic journey. The study also observed the impact
of timely and differential diagnoses. Our findings support previous evidence about
this, particularly in relation to explaining behavioural difficulties that can emerge
pre-diagnosis (Ducharme et al, 2013) and the need for appropriate post-diagnostic
services (Allen et al, 2009), which have clear benefits for PwYOD and their families.

Unfortunately, due to the overlapping of symptoms with other mental health
conditions, healthcare professionals sometimes struggle to make a dementia diagnosis.
For example, there appears to be a lack of understanding of YOD among GPs, and some
symptoms of YOD may be attributed to other conditions, such as anxiety, depression
or personality disorders (Bakker et al, 2013). The implications of a misdiagnosis can
lead to individuals with neurodegenerative diseases, such as YOD, being treated for
psychological/psychiatric disorders (Jorm, 2001;Weder et al, 2007). Similar findings
emerged in this study, with several PwYOD being misdiagnosed initially, only for a
diagnosis of dementia to be given much later.

This delay not only prolonged the diagnosis and further referral, but also resulted
in PwYOD being prescribed medications that were costly, had worrying side effects
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and, ultimately, were ineffective. A misdiagnosis may also delay the transition period
for PwYOD and their families. For example, Roach and colleagues (2016) posit that
a timely diagnosis assists individuals to transition sooner, thus allowing for meaningful
activity to continue while maintaining a sense of personhood. This study observed
similar outcomes. Several participants in the study mentioned benefits of receiving an
accurate diagnosis. Despite the initial shock, it had a positive impact for many, such
as a sense of relief, enhanced communication with healthcare and service providers,
and implementation of coping strategies. Obtaining a timely diagnosis allowed for
engagement with services to seek assistance with planning the care their family
member required. Furthermore, a diagnosis also afforded participants the opportunity
to educate themselves about the condition.This emerged from the data as a significant
coping strategy, and is similar to findings reported by Bunn and colleagues (2012).The
study thus uncovered both positive and negative issues related to the diagnostic process.

For some, poor communication with healthcare professionals also served to
exacerbate an already difficult situation. Barriers to efficient, effective, diagnosis
may arise from systemic failures but can also result from people not recognising the
early symptoms of YOD due to the sociocultural context and stigma associated with
dementia (Liebson et al, 2005). This study found negative impacts relating to stigma,
specifically in terms of social isolation, for example, the disappearance of friends and
family once the diagnosis was shared. Some PwYOD were singled out and publicly
avoided, probably due to low public understanding of the condition.

Many chronic illnesses can be perceived as deviation from norms, leading to some
individuals living with such conditions becoming stigmatised (Scambler, 2009).
In relation to mental health, and more specifically mental illness, factors that may
contribute to the development of stigma result from erroneous views, including
that: individuals with mental health issues are dangerous; there are extremely poor
outcomes for mental health conditions; individuals are themselves responsible for
their conditions; and there is a perceived difficulty in engaging in normal social roles
when a mental health condition is diagnosed (Hayward and Bright, 1997). Given
the effects of dementia on factors such as memory, judgement and behaviour, this
disease is often viewed by the general public as primarily a mental health condition,
leading to the fear and misunderstandings often associated with other mental illnesses
(Morgan et al, 2002). Social stigma may also hinder an individual’s willingness to
engage with specialised dementia service providers. This situation highlights the lack
of education and understanding of dementia, and of YOD in particular, in Ireland.
All study participants spoke of cognitive and behavioural symptoms that emerged
before the age of 65. Such symptoms were subsequently understood by them to be
the cause of the stigma they and the PwYOD encountered.

The issues around services for PwYOD, specifically the lack of appropriate services
and service settings, highlighted the problems arising from the location of most
services in older adult settings that are wholly inadequate for younger adults. These
findings support Morhardt’s (2012) claim that older adult settings are not equipped
to meet younger people’s needs. From an Irish perspective, this study highlights the
geographical inequities that exist within service provision. Participants stated that
accessing services depended on their location in the country, with many areas outside
Dublin having no services whatsoever.

Barriers to service use in YOD appear to be uniquely challenging, reflecting the
complex nature of dementia in midlife. Offering services in geriatric settings to people
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who are neither suitable nor eligible for such care results not only in a reluctance to
use such services, but also in severe dissatisfaction when they are utilised (Cations et al,
2017).This lack of appropriate services significantly adds to pressures on primary carers
and other family members. Consistent with previous research (for example, Flynn and
Mulcahy, 2013), participants in this study reported aspects of care that cause significant
strain. Financial strain was a recurrent theme for carers when their family members
were diagnosed while still in employment, resulting in participants struggling to pay
for care and support their family with reduced income. Furthermore, there appears
to be limited support from the Irish state, as entitlements for individuals under 65 are
lacking (Cahill et al, 2012). Substantial physical and psychological impacts were also
associated with caring for a family member with YOD. Several participants reported
the emotional and physical toll that caring for their spouse/partner had on their lives.
Similar findings emerged from research conducted by Roach et al (2008), which
turther highlighted the complexities involved in caring for individuals with YOD.

Strengths and limitations

The current study included nine primary carers who are caring for PwYOD. The
small sample size means the findings cannot be generalised to all carers of PwYOD.
However, the findings provide insights specific to experiences of YOD in Ireland.
It is hoped that such insights may help in the development of more representative
research of this relatively small, but nevertheless important, cohort who are living
with dementia.

This study was part of a final-year undergraduate degree programme, with no access
to a clinical population or to children living with a PwYOD. Further research should
include a wider range of participants, including children and PwYOD themselves, as
well as PwYOD who live alone. Future research should also focus on the dynamics of
family groups (that is, multiple participants within each family) to examine different
impacts based on individuals’ roles within the family unit.

Conclusion

This study provides an insight into the lives of primary family carers of a person
diagnosed withYOD in Ireland.The themes that emerged shed light on several factors
that affect primary carers, including the sense of loss, stigma, diagnostic issues, the lack
of services and the strain of care. These findings demonstrate that PwYOD and their
families need specialised health and social care supports, particularly community-based
supports, to live well with the condition. Furthermore, the needs of carers of PwYOD
should not be considered to be the same as those of carers of people with LOD given
the difference in life stage at the onset of dementia. The study also highlighted the
difficulty of initial timely diagnosis and misdiagnosis, suggesting a need for education
and awareness regarding YOD and potentially specialised multidisciplinary assessment.
Nevertheless, receiving a timely diagnosis is just the first step; this study highlights a
severe lack of appropriate services for PwYOD, resulting in a significant strain of care
for primary carers. The complex nature of YOD requires different specialised diagnostic
and care pathways, as well as interventions and supports, than are in place for people
with LOD. Research is needed to capture the needs of PwYOD themselves, and to
turther explore how best to meet the needs of all living with YOD.
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Note

! The Nursing Home Support Scheme (NHSS), also known as ‘Fair Deal’, is a scheme
under which the cost of nursing home care is managed through the Health Service
Executive (HSE) paying either the full or part of the cost and allowing those charged
with paying the resident’s portion of the cost to defer the charge. Eligibility is based
on two assessments. The first looks at the care needs of the older person, their capacity
to live independently and at available supports at home and in the community. The
second assessment looks at the financial resources (income, property and some expenses)
available to the older person (see: www.ageaction.ie).

Funding
The author received no funding for this work.

Acknowledgements

The author would like to take this opportunity to thank the management and staff of the
Alzheimer Society of Ireland, particularly Dr Bernadette Rock, Dr Laura O’Philbin and
Laura Reid (Dementia Carers Campaign Network). Sincere thanks to the participants
and their family members for their support, openness and cooperation during this
evaluation. Finally, I wish to thank my supervisor, Dr Louise Hopper, for all her support,
encouragement, dedication, patience and tireless work, without which this project would
not have succeeded.

Conflict of interest
The author declares that there is no conflict of interest.

References

Adelman, R.D., Tmanova, L.L., Delgado, D., Dion, S. and Lachs, M.S. (2014) Carer
strain: a clinical review, Journal of the American Medical Association, 311(10): 1052—60.
doi: 10.1001/jama.2014.304

Allen, J., Oyebode, J.R. and Allen, J. (2009) Having a father with young onset
dementia. The impact on well-being of young people, Dementia, 8(4): 455-80. doi:
10.1177/1471301209349106

Arai, A., Matsumoto, T., Ikeda, A. and Arai,Y. (2007) Do family carers perceive more
difficulty when they look after patients with early-onset dementia compared to
those with late onset dementia?, International Journal of Geriatric Psychiatry, 22(12):
1255—-61. doi: 10.1002/gps.1935

Armari, E., Jarmolowicz, A. and Panegyres, PX. (2013) The needs of patients with
early onset dementia, American Journal of Alzheimer’s Disease and Other Dementias,
28(1): 42—6.

Bakker, C., de Vugt, M.E., van Vliet, D., Verhey, ER J., Pijnenburg, Y.A., Vernooij-
Dassen, M. and Raymond Koopmans, R.T.C.M. (2013) Predictors of the time to
institutionalization in young- versus late-onset dementia: results from the Needs
inYoung Onset Dementia (NeedYD) study, Journal of the American Medical Directors
Association, 14(4): 248-53. doi: 10.1016/j.jamda.2012.09.011

Beattie, A., Daker-White, G., Gilliard, J. and Means, R. (2004) How can they tell?
A qualitative study of the views of younger people about their dementia and
dementia care services, Health and Social Care in the Community, 12(4): 359—68. doi:
10.1111/3.1365-2524.2004.00505.x

16


www.ageaction.ie
https://doi.org/10.1001/jama.2014.304
https://doi.org/10.1177/1471301209349106
https://doi.org/10.1002/gps.1935
https://doi.org/10.1016/j.jamda.2012.09.011
https://doi.org/10.1111/j.1365-2524.2004.00505.x

A qualitative investigation into family carers’ experiences of living with/caring

Bunn, E et al. (2012) Psychosocial factors that shape patient and carer experiences of
dementia diagnosis and treatment: a systematic review of qualitative studies, PLoS
Medicine, 9(10): 1-12. doi: 10.1371/journal.pmed.1001331

Cahill, S., O’Shea, E. and Pierce, M. (2012) Creating Excellence in Dementia Care: A
Research Review for Ireland’s National Dementia Strategy, Dublin: School of Social
Work and Social Policy, Trinity College Dublin.

Cations, M. et al. (2017) Why aren’t people with young onset dementia and their
supporters using formal services? Results from the INSPIRED study, PLoS One,
12(7): 1-15. doi: 10.1371/journal.pone.0180935

Chemali, Z., Schamber, S., Tarbi, E., Acar, D. and Avila-Urizar, M. (2011) Diagnosing
early onset dementia and then what? A frustrating system of aftercare resources,
International Journal of General Medicine, 5: 81-6.

De Vugt, M.E. and Verhey, ER. (2013) The impact of early dementia diagnosis and
intervention on informal carers, Progress in Neurobiology, 110:54-62. doi: 10.1016/j.
pneurobio.2013.04.005

Ducharme, E, Kergoat, M.J., Antoine, P, Pasquier, E and Coulombe, R.. (2013) The
unique experience of spouses in early-onset-dementia, American_Journal of Alzheimer’s
Disease and Other Dementias, 28(6): 634—41.

Elo, S.and Kyngas, H. (2008) The qualitative content analysis process, Journal of Advanced
Nursing, 62(1): 107-15. doi: 10.1111/7.1365-2648.2007.04569.x

Flynn, R. and Mulcahy, H. (2013) Early-onset dementia: the impact on family
care-givers, British_Journal of Community Nursing, 18(12): 598-606. doi: 10.12968/
bjen.2013.18.12.598

Freyne, A., Kidd, N., Coen, R. and Lawlor, A.B. (1999) Strain in carers
of dementia patients: higher levels in carers of young sufferers,
International Journal of Geriatric Psychiatry, 14(9): 784-8. doi: 10.1002/
(SICI)1099-1166(199909)14:9<784::AID-GPS16>3.0.CO;2-2

Gelman, C.R.and Greer, C. (2011) Young children in early-onset Alzheimer’s disease
families: research gaps and emerging service needs, American_Journal of Alzheimer’s
Disease and Other Dementias, 26(1): 29-35.

Harris, PB. and Keady, J. (2009) Selthood in younger onset dementia: transitions and
testimonies, Aging and Mental Health,13(3):437—44.d01:10.1080/13607860802534609

Hayward, P. and Bright, J.A. (1997) Stigma and mental illness: a review and critique,
Journal of Mental Health, 6(4): 345—54. doi: 10.1080/09638239718671

HSE (Health Service Executive) (2016) Facts and figures: dementia understand
together, www.hse.ie/eng/services/list/4/olderpeople/dementia/about-dementia/
dementia-stats/.

Hsieh, H.F and Shannon, S.E. (2005) Three approaches to qualitative content analysis,
Qualitative Health Research, 15(9): 1277-88, www.ageaction.ie/how-we-can-help/
information/questions-about-nursing-homes/fair-deal-nursing-home-support-
scheme. doi: 10.1177/1049732305276687

Huber, M., Knottnerus,J.A., Green, L., van der Horst, H., Jadad, A.R., Kromhout, D.,
Leonard, B., Lorig, K., Loureiro, M. I., van der Meer, J.W., Schnabel, ., Smith, R.,
van Weel, C. and Smid, H. (2011) How should we define health?, BMJ (Clinical
research ed), 343, d4163. doi: 10.1136/bmj.d4163

Hudson, P. and Payne, S. (2009) Family Carers in Palliative Care: A Guide for Health and
Social Care Professionals, Oxford: Oxford University Press.

17


https://doi.org/10.1371/journal.pmed.1001331
https://doi.org/10.1371/journal.pone.0180935
https://doi.org/10.1016/j.pneurobio.2013.04.005
https://doi.org/10.1016/j.pneurobio.2013.04.005
https://doi.org/10.1111/j.1365-2648.2007.04569.x
https://doi.org/10.12968/bjcn.2013.18.12.598
https://doi.org/10.12968/bjcn.2013.18.12.598
https://doi.org/10.1002/(SICI)1099-1166(199909)14:9<784::AID-GPS16>3.0.CO;2-2
https://doi.org/10.1002/(SICI)1099-1166(199909)14:9<784::AID-GPS16>3.0.CO;2-2
https://doi.org/10.1080/13607860802534609
https://doi.org/10.1080/09638239718671
www.hse.ie/eng/services/list/4/olderpeople/dementia/about-dementia/dementia-stats/
www.hse.ie/eng/services/list/4/olderpeople/dementia/about-dementia/dementia-stats/
www.ageaction.ie/how-we-can-help/information/questions-about-nursing-homes/fair-deal-nursing-home-support-scheme
www.ageaction.ie/how-we-can-help/information/questions-about-nursing-homes/fair-deal-nursing-home-support-scheme
www.ageaction.ie/how-we-can-help/information/questions-about-nursing-homes/fair-deal-nursing-home-support-scheme
https://doi.org/10.1177/1049732305276687
https://doi.org/10.1136/bmj.d4163

Cathal Blake and Louise Hopper

Jorm, A.E (2001) History of depression as a risk factor for dementia: an updated
review, Australian & New Zealand Journal of Psychiatry, 35(6): 776-81.

Koopmans, R.T. and Thompson, D. (2013) Services for people with young onset
dementia, in H. de Waal, C. Lyketsos, D. Ames and J. O’Brien (eds) Designing and
Delivering Dementia Services, Chichester: John Wiley & Sons, Ltd, pp 33—45.

Liebson, E., Rauch, P, Graff, S. and Folstein, M. (2005) Early-onset dementia:
diagnostic considerations and implications for families, Harvard Review of Psychiatry,
13(2): 102-11. doi: 10.1080/10673220590956492

Millenaar, J.K., Bakker, C., van Vliet, D., Koopmans, R.T., Kurz, A.,Verhey, ER. and
de Vugt, M.E. (2016) Exploring perspectives of young onset dementia caregivers
with high versus low unmet needs, International Journal of Geriatric Psychiatry, 33(2):
340-7. doi: 10.1002/gps.4749

Morgan, D.G., Semchuk, K.M., Stewart, N.J. and D’Arcy, C. (2002) Rural families
caring for a relative with dementia: barriers to the use of formal services, Social
Science Medical, 55(7): 1129-42. doi: 10.1016/S0277-9536(01)00255-6

Morhardt, D. (2012) Accessing community-based and long-term care services:
challenges facing persons with frontotemporal dementia and their families, Journal
of Molecular Neuroscience, 45(3): 737—41. doi: 10.1007/512031-011-9612-5

Nichols, K.R., Fam, D., Cook, C., Pearce, M., Elliot, G., Baago, S., Rockwood, K. and
Chow, T.W. (2013) When dementia is in the house: needs assessment survey for
young caregivers, Canadian Journal of Neurological Sciences,40(1):21-8.doi: 10.1017/
S0317167100012907

O’Shea, E. (2007) Implementing Policy for Dementia Care in Ireland: the Time for
Action is Now, http://www.dementianetwork.ie/sites/default/files/publications/
implementing policy_for_dementia_care_in_ireland.pdf.

Roach, P, Keady, J., Bee, P. and Hope, K. (2008) Subjective experiences of
younger people with dementia and their families: implications for UK research,
policy and practice, Review of Clinical Gerontology, 18(2): 165-74. doi: 10.1017/
S0959259809002779

Roach, P, Drummond, N.and Keady,]. (2016) Nobody would say that it is Alzheimer’s
or dementia at this age: family adjustment following a diagnosis of early-onset
dementia, Journal of Aging Studies, 36: 26-32. doi: 10.1016/j.jaging.2015.12.001

Scambler, G. (2009) Health-related stigma, Sociology of Health & Illness, 31(3): 441-55.
doi: 10.1111/§.1467-9566.2009.01161.x

Sperlinger, D. and Furst, M. (1994) The service experiences of people with presenile
dementia: a study of carers in one London borough, International Journal of Geriatric
Psychiatry, 9(1): 47-50. doi: 10.1002/gps.930090110

Svanberg, E., Stott, ]. and Spector, A. (2010) ‘Just helping’: children living with a parent
with young onset dementia, Ageing & Mental Health, 14(6): 741-50.

Teng, E., Tassniyom, K. and Lu, PH. (2012) Reduced quality-of-life ratings in mild
cognitive impairment: analyses of subject and informant responses, The American
Journal of Geriatric Psychiatry, 20(12):1016-25.doi: 10.1097/JGP.0b013e31826ce640

Van Vliet, D., de Vugt, M.E., Bakker, C., Koopmans, R.T. and Verhey, ER. (2010)
Impact of early onset dementia on carers: a review, International Journal of Geriatric

Psychiatry, 25(11): 1091-100. doi: 10.1002/gps.2439

18


https://doi.org/10.1080/10673220590956492
https://doi.org/10.1002/gps.4749
https://doi.org/10.1016/S0277-9536(01)00255-6
https://doi.org/10.1007/s12031-011-9612-5
https://doi.org/10.1017/S0317167100012907
https://doi.org/10.1017/S0317167100012907
http://www.dementianetwork.ie/sites/default/files/publications/implementing_policy_for_dementia_care
http://www.dementianetwork.ie/sites/default/files/publications/implementing_policy_for_dementia_care
https://doi.org/10.1017/S0959259809002779
https://doi.org/10.1017/S0959259809002779
https://doi.org/10.1016/j.jaging.2015.12.001
https://doi.org/10.1111/j.1467-9566.2009.01161.x
https://doi.org/10.1002/gps.930090110
https://doi.org/10.1097/JGP.0b013e31826ce640
https://doi.org/10.1002/gps.2439

A qualitative investigation into family carers’ experiences of living with/caring

VanVliet, D., de Vugt, M..E., Bakker, C., Koopmans, R.T., Pijnenburg,Y.A.,Vernooij-
Dassen, M.J.andVerhey, ER. (2011) Carers’ perspectives on the pre-diagnostic period
in early onset dementia: a long and winding road, International Psychogeriatrics,23(9):
1393—404. doi: 10.1017/51041610211001013

Verhey, ER J.,DeVugt, M.E., Aalten, P, Vernooij-Dassen, M.J., Byrne, E.J. and Robert,
P. (2007) Caregiver outcomes in disease modifying trials, Journal of Nutrition Health
and Aging, 11(4): 342—4.

Weder, N.D.,Aziz, R.,Wilkins, K. and Tampi, R.R.. (2007) Frontotemporal dementias:
a review, Annals of General Psychiatry, 6(1): 1-10. doi: 10.1186/1744-859X-6-1
Werner, P, Stein-Shvachman, 1. and Korczyn, A.D. (2009) Early onset dementia:
clinical and social aspects, International Psychogeriatrics, 21(4): 631-6. doi: 10.1017/

$1041610209009223

Williams, T., Dearden, A.M. and Cameron, [.H. (2001) From pillar to post: a study of
younger people with dementia, Psychiatric Bulletin, 25(10): 384—-387.

19


https://doi.org/10.1017/S1041610211001013
https://doi.org/10.1186/1744-859X-6-1
https://doi.org/10.1017/S1041610209009223
https://doi.org/10.1017/S1041610209009223

	﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿﻿A qualitative investigation into family carers﻿’﻿ experiences of living with/caring for a person with young-onset dementia
	﻿﻿﻿﻿Introduction
	﻿﻿﻿Materials and methods
	﻿﻿﻿Design
	﻿﻿﻿Participants
	﻿﻿﻿Materials and setting
	﻿﻿﻿Procedure
	﻿﻿﻿Ethical considerations
	﻿﻿﻿Data analysis

	﻿﻿﻿Results
	﻿﻿﻿Theme 1: sense of loss
	﻿﻿﻿Theme 2: diagnostic process
	﻿﻿﻿Difficulty gaining a timely diagnosis and lack of awareness among GPs﻿﻿﻿﻿
	﻿﻿﻿Shock associated with the diagnosis
	﻿﻿﻿Sense of relief
	﻿﻿﻿Adjusting to the diagnosis/coping strategies
	﻿﻿﻿Enhanced communication with healthcare providers

	﻿﻿﻿Theme 3: stigma
	﻿﻿﻿Theme 4: lack of services
	﻿﻿﻿Theme 5: strain of care

	﻿﻿﻿Discussion
	﻿﻿﻿Strengths and limitations

	﻿﻿﻿Conclusion
	﻿﻿﻿Funding
	﻿﻿﻿Acknowledgements
	﻿﻿﻿Conflict of interest
	﻿﻿﻿References


