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ABSTRACT

Purpose

Stroke survivors consistently report longer-term problems after stroke, suggesting their
needs are not being met. We developed a questionnaire to identify stroke survivor unmet
needs. Preliminary questionnaire testing showed that despite residual impairment, nearly
one third of respondents reported no/low unmet need. This qualitative study aims to gain

insight into why stroke survivors report low/no unmet needs.

Method
People who self-reported zero or one unmet need were purposively sampled, and semi-
structured interviews conducted with ten participants. Identification and management of

current problems wasdiscussed,and thematic analysis undertaken.

Results

Participants did not report having unmet need. Despite this, all participants identified current
issues or problems. Living with problems while reporting no/low unmet need is explained
through: acceptance of changed circumstances; making comparisons with other people and
circumstances; valuing pride, determination or independence; viewing issues in the context
of their expectations and experiences of services. Additionally, all participants were receiving

some support.

Conclusions
Self-identification of unmet needs is complex. Further investigation could explore the factors
which enable stroke survivors to appropriately identify and experience no unmet needs, and

whether these could be applied to reduce unmet needs of others.



IMPLICATIONS FOR REHABILITATION

o Despite self-reporting no/low unmet need, survivors of stroke may still be experiencing
difficulties in their daily lives.

e Stroke-survivor-identified low unmet need is influenced by complex factors including:
acceptance; expectations of services; and comparisons with other people, which health
and social care professionals have a role in understanding.

e Health professionals could assess unmet need by using tools as a guide, supported by
individual conversation.

e Factors which enable some stroke survivors to appropriately identify and experience
no/low unmet need could be further explored, and considered as strategies to reduce

unmet needs of others.



MAIN TEXT

Background

Stroke often has significant and long-term effect on stroke survivors and their families, and
can impair a person’s physical and/or mental health, cognition, and their ability to
communicate [1]. Consequences of stroke are frequently measured using objective tools
which focus on health and quality of life. More recently, tools have been developed to
measure patient need. Needs have been defined as “the ability to benefit from care” [2], and
unmet needs are “expressed needs that are not satisfied by current service provision” [3].
Consistent with a stroke survivor perspective, this study does not differentiate needs or
unmet needs by type (health, social, and so on), but takes an inclusive approach of the

range of issues relevant to stroke survivors.

A wide range of unmet needs are reported by stroke survivors in the longer term, including
those which persist from six months to fifteen years [4-7]. Mapping to frameworks such as
the Disability Creation Process [5], and the International Classification of Functioning,
Disability and Health [7] demonstrates that stroke survivor needs can relate to a range of
factors. Despite this, in the Stroke Association (UK) needs survey (n=799; between one-five

year post-stroke), 51% of respondents reported having no unmet needs [8].

We developed a questionnaire called the Longer-term Unmet Needs after Stroke tool
(LUNS) to identify unmet needs of stroke survivors living in the community. In the LUNS
evaluation study first phase (n=350), approximately one third of the sample indicated they
had no or a low level of unmet need (median three unmet needs out of a possible 22, 32%

reported zero or one unmet need) [9]. Despite this low unmet need, this group also indicated



current impairments. This may be contrary to expectation and warranted further
investigation; what enables stroke survivors to report having no or low unmet need,
particularly while they simultaneously indicate having impairments? This qualitative study

therefore aims to explore self-reported low levels of unmet need among stroke survivors.

The self-identification of need may be influenced by multiple factors, as it can be a “complex
and negotiated process” [10], involving personal and subjective judgements. Existing
literature provides insight into how people experiencing chronic conditions and ageing,
adjust and perceive changes in their life. Chronic or sudden onset illness may be seen as a
‘biographical disruption’ in life [11]. However, for some people, illness, especially when
combined with ageing or pre-existing comorbidities, may be seen as a ‘normal’ or
biographically anticipated part of life [12]. In addition, stroke survivors may play an active
role in responding to their situation [13]. Models describe the process of psychological
adjustment to changed circumstances; people may adjust to the effect of their stroke by
progressing through stages, gradually resulting in greater acceptance and emotional stability
[14,15]. Different coping strategies adopted by stroke survivors in the longer term have been
outlined, including cognitive approaches such as positive reinterpretation and adjustment
[16]. These processes of disruption, adjustment, or illness as normality, could influence the

way in which stroke survivors report their unmet needs.

As surveys of post-stroke unmet need may be used to inform service provision, it is
important to understand the responses of stroke survivors when they complete
questionnaires of unmet need. Existing literature has not directly explored self-reported low
unmet needof stroke survivors,therefore there islimited understanding of what shapes their
responses. The aim of this qualitative study was to gain greater insight,through semi-

structured face-to-face interviews,into stroke survivors reporting no or low unmet need.



Methods

Methods of the LUNS evaluation study

The LUNS tool consists of 22 statements relating to unmet need (for example “I regularly get
pain and nothing seems to ease it”) and two possible responses, ‘Yes’ (has need), or ‘No’
(no need or need is already met).Methods of the LUNS evaluation study have been
described in detail elsewhere [9]. Participants were aged 16 or over, diagnosed with new
stroke, likely to be discharged home, and were recruited at point of hospital discharge.
Recruitment was conducted in two phases, the first with a selected cohort of patients to
minimise interference from respondent cognitive or language factors (English speaking,
minimum length of stay 3 days, excluding people with cognitive impairment) (n=350), the
second to capture a broader post-stroke population (minimum length of stay 14 days,
including people with cognitive impairment n=500). As well as LUNS, participants also
completed four health related questionnaires, including the General Health Questionnaire-12
and the Frenchay Activities Index. Participants completed this questionnaire pack three or

six months after stroke, and again two weeks later.

Participants

This is a sub-study of the LUNS evaluation study. A purposive sample of participants who
indicated in phase 2 of the LUNS evaluation study that they had no or low level unmet need
were identified (a total number of one or zero unmet needs reported) (Please see
Supplementary Figure for more information). For practical reasons, participants
geographically nearest the study site (Yorkshire) were identified. Their survival status was
checked (NHS Spine Portal). They were telephoned to explain that, following their
completion of the LUNS questionnaire, they were invited to participate in an interview.
Information sheets were posted to them, then they were telephoned again after having time
to read the information sheet, and an interview date was confirmed or declined. Written

informed consent was obtained prior to interview. As interviews were conducted and similar



themes emerged, participant characteristics were considered in order to adapt the sampling
strategy. Lower socioeconomic factors are associated with a higher stroke rate [1], certain
combined social factors (including living alone) are associated with depression [17], and
poorer quality of life outcomes after stroke have been reported for women [18]. It would
therefore be reasonable that a sample of stroke survivors includes people from more
deprived socioeconomic groups, and that gender and living alone may be important factors
for outcomes after stroke. Secondary sampling ensured the inclusion of women, people who
live alone, and people whose postcodes lay at the lower end of the Indices of Multiple
Deprivation (2007 data) [19]. The Index of Multiple Deprivation (IMD) is commonly displayed
by ranking from the 1st decile (representing the 10% most deprived geographical areas) to
the 10th decile (least deprived). Recruitment stopped once sufficient data was gathered to

address the study aim.

Data collection

Semi-structured interviews were used to capture personal perspectives, and permit flexibility
(for example, participant opportunity to raise topics). Interviews were conducted between
December 2010 and May 2011 in participant homes; these were digitally recorded and

transcribed.

A topic guide,generated through discussion of research aims, was used to provide structure
and focus. Questions were asked to elicit understanding of how stroke survivors view
problems and things which had changed for them since their stroke. Questions were
primarily written for the stroke survivor, with flexibility allowing input from their partner. Thus
providing opportunity to explore differing perceptions and information, such as how needs

are managed within the context of the relationship.



Informal observations, reflections and key points of the interview were noted after each
interview [20]. This data was used to inform subsequent interviews, and to provide

contextual information during analysis.

Data analysis

A thematic approach [21] was used, working through the data until a small number of
themes were identified which describe the data. Data was managed using Microsoft
OneNote and Word. The five main stages were familiarisation with the data; identifying initial
codes; coding the data; building the codes into themes and sketching their relationships; and
interpretation. The process was iterative as there was overlap between analysis stages, and
data collection was ongoing during analysis. Memos recorded questions and comments

about the findings, and contributed to the documentation of the analysis process.

Early familiarisation and understanding of the complete dataset was aided by reading
transcriptions while listening to interview recordings. A descriptive summary was written, a
method suggested by Strauss & Corbin [22], to stimulate thinking about the wider picture,
the main issues, and the story being told by the data. Each transcript was systematically
analysed by coding text. Emphasis was placed on deriving codes from the data collected,
however a priori codes that were developed from the literature and team discussion were
also incorporated. A process of building the codes into themes and sketching relationships
was used to expand, combine and name them. During this stage, the descriptive summary
was referred to, in order to remain aware of the research question and consider the codes
within the wider study. By the interpretation stage, themes were refined. Individual cases
were used to flesh out themes, considering those which especially did or did not
demonstrate a theme. Other contradictions and complexities were sought, to better
understand the themes. A chart was used to compare cases and find contradictory data.

Themes gradually became more stable, better defined, and encompassed more of the data.



Ethics
The study was given ethical approval from Bradford Research Ethics Committee in

September 2010. Pseudonyms have been used.

Findings

Twelve people were approached, two declined, and ten interviews were conducted.
Interviews were conducted on average eleven months after stroke, on average four months
after completing the second questionnaire, and lasted approximately 40 minutes (range 17
minutes to 1 hour). Table 1 describes participant characteristics. The median age of
participants was 78. This study sample showed a spread of deprivation (deciles ranged 3-9)

but was skewed toward people from the least deprived areas (median decile 7.5).

Table 1. Participant characteristics.

Pseudonym | Age at | Gender | Time Lives with / | Unmet need | IMD decile
interview since interviewed | (First (1=most
stroke with completion, deprived,
(months) second 10=least

completion) deprived)

George 79 M 8 Wife 0,0 9th
Stefan 81 M 8 Wife 0,0 5th
Charles 78 M 11 Wife 0,0 7th
David 78 M 11 Wife 1,0 8th
Bob 70 M 9 Wife 1,0 3rd
Pauline 70 F 11 Husband 0,0 7th




Joan 95 F 12 Lives alone | 0,0 8th
Brian 85 M 12 Wife 0,1 8th
James 76 M 11 Wife 1,1 9th
Peter 80 M 11 Wife 0,0 4th

Initial questioning about problems revealed that the meaning of a ‘problem’ varied between
individuals and issues, and some rejected the word ‘problem’, therefore, these have been
termed ’issues’. A broad range of issues were reported, and while some were described as
impairments (e.g. limb weakness, fatigue, difficulty remembering), others were depicted as
the impact of impairment (e.g. on social, domestic or leisure activities). These issues were
understood as being related to stroke, comorbidities or ageing, and impacted on their daily
lives causing some frustration due to limited or inability to carry out tasks or activities. One
participant identified a potential future need (moving home), and others indicated
changeable scenarios (partner becoming too unwell to continue providing support, icy

weather reducing mobility).

Other than contact with their Family Doctor, participants were not receiving formal health or
rehabilitation support at the time of interview. However, all participants received some form
of support from others, and often relied on this. Primarily this was from their partner if they
had one (nine participants), and/or help from others including family, friend or neighbour (six
participants), charity (three participants), or paid services (two participants). Support from
charities included providing information, emotional support, and services for small domestic
repairs. Paid services included use of a gardener and a cleaner. Support could be
informational (e.g. knowledge about stroke), emotional (e.g. offering conversation) and

practical (e.g. personal care, shopping, cleaning). In addition to talking about support, a



minority of participants also discussed a number of practical strategies they had developed
for managing regular difficulties, such as taking their time, keeping things close to hand or

using specific tools or everyday objects as an aid.

All participants interviewed reported living with current impairments or limitations; and were
thus not ‘problem free’. Despite this, participants did not report having unmet need. Four
main themes were identified, which help inform the self-reporting of low or no unmet needs
on the LUNS questionnaire: level of acceptance, relative situation, presentation of character,

and expectations and experiences of services.

Level of acceptance

Most participants described acceptance of the issues identified through a process of
adjustment, coming to terms with their health and life changes, or a focus on things they can
do (rather than those they cannot). They were also able to provide a positive interpretation of
the situation, such as talking about not having to worry, overall contentment, the ability to
maintain a good quality of life, noting improvements they had experienced since their stroke,
and referring to those they are hopeful for in the future. Participants could also actively
engage with their difficulties, for example, acknowledging and facing up to things which have

changed, or talking about doing what you can and accepting things you cannot do:

“I still want to do the things that | did previously, | don't find them as easy to do, but if | can
do it I will do it, even if it takes me longer, which it very often does [laughs]....I just have to
accept it, if | can’t do it, well I've just got to accept it...l think learning to accept what you

can’t do is the main thing.” (Joan).

Gradual changes prior to stroke (rather than sudden change) were sometimes noted, such

as retirement, transient ischaemic attacks, other health changes, or ageing. Because their



health and lives were already changing prior to their stroke, people had begun to adjust their
expectations, daily lives, and perception of what might be considered a problem or unmet

need:

“You've got to sort of face up to the fact that you're not going to just manage things as
easily....My life’'s changed obviously, | mean, life has changed totally but | think I'm

adjusting.” (Pauline)

Two participants did not demonstrate the high level of acceptance seen in the majority of the
sample. Both had experienced significant changes in roles, routines and activities important
to them, perceived these as a negative interruption, and were focussed on returning to pre-

stroke activities. When asked what effect the changes had on James' life, he replied:

“The way | feel, drastic. It really had, it’s, it’s just ruined my life not being able to get out and

do me gardens and that.”

Relative situation

Participants commonly viewed their lives and issues relative to other people and other
circumstances. Being fortunate was reported, that is, feeling contented about how things are
compared to how they could be. For example, good stroke recovery, being financially
comfortable, and having family nearby. Participants made comparisons to other people,
other times, and other outcomes, for example, in the case below, Joan compares her

situation to a poorer outcome:

“Everybody says I've done very well, and | really do feel | have, and I'm very pleased about
that, could have been a lot worse off...I've been very fortunate, it hasn't affected my speech

or it hasn'’t affected my memory or anything like that, so I've been very lucky really.”



Participants received information from peers and family and this appears to shape
expectations about their own lives. By talking with others, they ascertain what is likely to
happen to them, what difficulties are normal for someone at their age, or for someone who
has had a stroke. Participants gather and use information to reflect on their own situation.
Considering his own life in the context of others who have had strokes made George feel
better about his own situation, and influenced his response on the questionnaire identifying

unmet need:

“I've been to the Stroke Club, and you see people with arms that don’t work down there in
different forms and some can’t speak properly, so | was pleased with that, so that's why |

ticked things on the form.”

Presentation of character

Some participants presented their character in a positive or active light, as a way of
explaining how they manage their daily lives and difficulties. Determination, pride, and/or
independence were noted. Determination at achieving post-stroke recovery and being an
active ‘doer’ was reported, referred to by Charles’ wife as his “sheer guts and determination’

Pauline reported:
“I think you've got to have the willpower. It would be easy | think to sit back and say ‘Oh |
can'’t do this, | can’t do that, | can’t do the other’, you've got to be willing to meet it, if you

know what | mean, you've got to be willing to meet these things and do what you can.”

Pride was identified when talking about good post-stroke recovery:



"I've always been able, since I've come back from hospital, to walk upright and keep my own
balance....Dave next door is a professor, and he says from time to time ‘He is a miracle.”

(Charles).

Independence, (being independent from the help of others) was reported by some who did

not want to seek or receive help:

“I'm not bothered about anybody helping me. | want to do it on my own.” (James).

The desire to present themselves as having pride, independence or determination helps to
explain how participants manage their identified issues, and why no or low unmet need is

therefore reported.

Expectations and experiences of services

Expectations and experiences of services appear important to participants in explaining
whether they perceive their issues as unmet needs. Three elements of this were;
untreatability, rationing, and current contact with services. Untreatability describes participant
perception that their issue is unlikely to be helped by contacting services, and an inability to
envisage what help could be offered. For example, David received Speech and Language
Therapy but still has communication and memory impairment, he therefore tends to think
that further help may not be effective, and this influences his responses when asked whether

he would like help:

“The speech lady came, didn’t she?...She had a nice sense of humour and all this. And |
liked her but she didn’t help. | was sorry when she stopped coming but... she didn’t help, and

I thought all these, ‘would you like help with this and that and the other’...I couldn’t do it, she



couldn’t help, though she wanted to very much and | wanted to be helped but | could tell it

wasn'’t going to do it for me.”

Participants also described an awareness of limited resources or rationing, frequently
perceiving that people other than themselves will be more in need. When reaching the end
of community physiotherapy and making the decision whether or not to continue, two
participants questioned what more the therapists could do to help, considered that the issue

might be untreatable, and knew that other people may benefit more:

“Much as | would have liked for them to carry on, | had to accept that they had other patients

that were more of a priority than me, so we accepted that they weren’t coming.”(Charles)

Perceptions of untreatability or rationing illustrate that participants are unsure whether
pursuing treatment is worthwhile or justified, perhaps making them less likely to report unmet
needs. Many participants were currently in touch with services and were content with this
method of managing their issues, resulting in some needs being met. Family Doctors
appeared to be the first point of contact, with participants recently having visited, or intending

to visit, their Family Doctor about an identified issue:

“The thing is that this has only just started has this pain since the Physios stopped coming,

and I've arranged to go and see my doctor on Thursday to talk about it.” (Brian)

In contrast, one participant was concerned that he had received no follow up from a stroke
specialist since discharge from hospital, and felt his Family Doctor did not understand his
stroke related impairments. Despite this, he intended to continue visiting his Family Doctor,

perhaps because this is the only option he has.



Discussion

This study aimed to gain greater insight into stroke survivors, who have some residual
impairment, reporting no or low unmet need. From interviewing 10 participants, 11 months
post-stroke, it was found that people self-reporting no or low unmet need do not necessarily
have no issues (or problems). Participants did not report having unmet need, despite all
identifying residual physical or cognitive impairments and experienced problems engaging in
routine and leisure activities. This study suggests people negotiate their identification of
unmet need through perceptions and experiences. Including: acceptance of the situation,
making comparisons with other people and circumstances, valuing characteristics such as
independence, and holding assumptions about help and services. These findings also
suggest reasons why people may not identify their issues as needs, for example if they feel
able to manage the issue (through level of acceptance), or are unclear what help is available
(expectations and experiences of services). Participants suggested that their needs were
likely to shift over time. This adds to the complexity, as circumstances can change gradually,
unmet needs are not simply present or absent, but may slowly increase or decrease over

time, affected by shifting circumstances, strategies, resources.

Participants tended to display acceptance, viewing their issues as just one part of who they
are now, and they chose to focus on the things they can do. Acceptance may be a reflection
of ideas previously reported regarding adaptation to disruption caused by chronic illness
[12,16]. Participants in this study judged their issues in the context of recovery from stroke
and the experience of ageing. As stroke and its consequences can be experienced as a
normal part of ageing [12], people may accept difficulties as the result of stroke, particularly
as society promotes low expectations for older adults [10]. Living to the age of 70 could
provide people with the skills and experiences to manage and adapt to life changes such as

chronic illness [12]. In contrast, low acceptance was also observed for two participants.



Disruption caused by sudden disability and loss of activities has been described elsewhere,
especially for those with a desire to return to their pre-stroke life [23, 24]. For those with low
acceptance, their reporting of low unmet need may be explained by other factors they
identified: existing support from partners, a perception of untreatability, and current contact

with services.

A systematic review found a number of studies describing ‘relative situation’ in which
participants favourablycompare themselves to other strokesurvivors and to worse outcomes
[23]. Similarly, ‘relative situation’ in this study shows that interactions with and knowledge
about other people allows stroke survivors to assess their circumstances in relation to
others. After appraising their situation in the context of others, stroke survivors may be less
likely to perceive the problems they experience as unmet needs. For example, unmet needs

could be left unreported if they are judged as less important than other people’s.

Participants in this study and elsewhere have described their post-stroke experience through
valued characteristics including pride, independence, and/or determination [23]. Placing

importance on such values could make people reluctant seek help [25].

People identifying their unmet needs consider whether services are appropriate and what it
is acceptable to ask for [10]. Expectations about what services have the capacity to provide
can contribute to a personal perception of need [25]. Perceptions of rationing and
inadequate continuity of services into the community [26] influenced participants in this
study.These, and othernegative experiences of services may lead to reluctance to receive
help in the future [25]. Some people lack knowledge about what treatments are available or
how to seek these [5, 26]. Stroke survivors may benefit from clarity of knowing what services

are available in the longer term.



While the sample is limited by size and geography, it nonetheless allowed exploratory
insight, using participants from a region with a diverse population. Purposive sampling was
used as a method to select cases rich in relevant information [27]. Participants in this study
were not receiving formal health services, but were all receiving informal support, mainly
from partners, potentially reducing their unmet needs. While findings may not generalise to
all stroke-survivors, they help inform our understanding of the identification of unmet needs
of older stroke survivors one year post-stroke. Although interviewee accounts can be seen
as a hybrid of facts and fictions [28,29], where the illness experience can be constructed in
different ways depending on the context [30, 31] interviewing participants in their own home

was a way of capturing relevant accounts, as well as increasing participant comfort.

Structured tools and systems are being developed in response to UK recommendations to
review stroke survivors in the longer term and respond to identified needs [1]. The LUNS tool
was carefully designed with significant stroke survivor input, items were clarified from
discussions with stroke survivors, and developed to understand and appropriately capture
unmet need. However, it remains that when people are completing such tools, this is a
complex process shaped by a range of factors, and for example is not necessarily a straight
forward reflection of their day-to-day impairments and experiences. Within the current policy
emphasis on patient centred measures, it is important that health and social care
professionals have understanding of the complexities underpinning patient identification of

unmet need.

Themes highlighted in this paper require greater exploration, for example, to tease out
barriers of identifying unmet need (not identifying need when there is a need that could be
met to benefit the patient) and facilitators of identifying unmet need (appropriately identifying
and experiencing no unmet needs). Further investigation could explore whether these
facilitators could be applied to help reduce the unmet needs of others (for example,

psychological features of acceptance). Given the influence of ageing on the perception of



need, future research could ask whether identification of unmet need differs among age

groups.

Conclusion

Interviews with stroke survivors supported their self-reported questionnaire data that they
have no or low unmet need. Despite this, they still identify living with residual physical or
cognitive impairments and experienced problems engaging in routine and leisure activities.

The identification of low unmet need is influenced by perceptions relating to acceptance;
comparisons to other people or circumstances; characteristics such as pride, independence,
and determination; and experiences of services. These findings add understanding of how a

post-stroke population identify unmet needs, and the subtlety and complexity of doing so.
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