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	PERSONAL ACCEPTANCE AND INTEGRATION OF APHASIA
	This group of descriptive themes concerns the individual process of accepting and integrating aphasia and its impacts and is split into barriers to be overcome including disruption to identity, negative emotions, loss of professional identity and reduced participation, and enablers such as  renegotiation of identity, acceptance of disability, cultivating a positive outlook, self-growth and actively directing one's own recovery.

	1.3 Actively directing own recovery
	Contains references to persevering and directing one's own recovery, establishing routine, learning new skills and self-growth.

	Actively directing own recovery
	Contains references to a sense of responsibility for, and ownership of one's own recovery, re-learning (with or without formal input) via goal-oriented behaviour and actively incorporating practice into everyday routines.

	I want to keep my mind active
	Contains references to engaging activities to distract, stimulate and occupy the mind, re-establish routine and gain a sense of structure and purpose.

	Perseverance and determination
	Contains references to continual determination and perseverance in trying to improve one's own life, increase positivity, improve skills and abilities and to live successfully with aphasia.

	Self-growth and skills
	Contains references to self-growth through 'doing', via learning, re-learning or re-discovering skills and developing a sense of ability and usefulness.

	1.2 Cultivating positivity, feeling good
	Contains references to cultivating and striving for positivity, hope and optimism, and doing things that provide a sense of pleasure and fun.

	Appreciation and gratitude
	Contains references to feelings of appreciation and gratitude experienced by some people with aphasia, recognising value in what remains, not taking things for granted.

	It really makes me feel good
	Contains references to feelings of well-being, relaxation, satisfaction and pleasure through engagement in personally meaningfully activities including 'language-lite' activities.

	Optimism and hope
	Contains references to the dynamic and fluid process of developing and maintaining hope; past experiences may influence how one engages with hopes for the future. Hope & positivity are interlinked and co-exist - a lack of one impacts on the other. Having hope, expectation and belief that future recovery may be important for remaining positive.

	Striving for positivity
	Contains references to striving to develop and maintain a positive outlook for being able to move on with life and to live successfully with aphasia.

	You’ve got to laugh
	Contains references to laughter, having a sense of humour and fun and making an effort to enjoy oneself.

	1.1 Disruption to identity and emotional impact of aphasia
	Contains references to the impact of aphasia in terms of self-identity, professional identity, participation and emotional wellbeing and to the tensions or difficulties experienced by PWA in accepting the chronic nature of aphasia and stroke-related changes.

	Difficult to accept changes
	Contains references to difficulty or reluctance to accept the impact and chronicity of aphasia and stroke. Tension between hope and optimism for future recovery and accepting chronicity of disability.

	Disruption to identity
	Contains references to a sense of disruption to self-identity post-aphasia, for example questioning identity, existential crisis, sense of having lost oneself.

	I get very depressed, very emotional
	Contains references to feelings of depression or suicidal thoughts, hopelessness, despair, negative feelings about living with aphasia and the sentiment that it is simply not possible to live successfully with aphasia.

	Loss of professional identity
	Contains references to the impact of loss of professional identity and occupational activity (paid and voluntary).

	Reduced enjoyment and participation in usual activities
	Contains references to reduced ability to take part in, and to enjoy previous activities, including simple everyday tasks, reading, working and socialising, and the impact it has on well-being, hope and quality of life.

	1.4 Renegotiating identity and accepting changes
	Contains references to the process of coping, coming to terms with, and accepting aphasia and renegotiating identity such that aphasia no longer restricts participation.

	Accepting changed ability
	Contains references to acceptance of changed abilities.

	Individual journey that takes time
	Contains references to the individual, non-linear journey of learning to live with aphasia. For some, the lived experience of aphasia improves with time; for others, aphasia is diversely experienced and continually reveals itself and therefore must be continually managed, responded to.

	Integrated part of identity
	Contains references to having a good quality of life, not being restricted by aphasia and moving on with life such that aphasia is an accepted and integrated part of identity.

	Live as much as you can; do as much as you can
	Contains references to doing things, including reengaging in previous activities and trying new ones.

	Make comparisons with other people
	Contains references to making comparisons with others with stroke or aphasia in order to making sense of and come to terms with aphasia, as a source of inspiration and to gain perspective around the relative severity of one's condition.

	What’s helps…Knowing that you have aphasia
	Contains references to having information about aphasia and prognosis for recovery in order to make sense of and come to terms with aphasia.

	RESPONSIVE, RELEVANT AND COLLABORATIVE SUPPORT SERVICES
	This group of descriptive themes concerns the individual and service characteristics that impact positively and negatively on people with aphasia in terms of both the relevance and responsiveness of formal support services and people's ability to manage, direct or collaborate with service providers regarding decisions about their care.

	3.1 Disempowered position with lack of information and collaboration
	Contains references to PWA's disempowerment when accessing support services including experiences of adverse events or a perceived lack of care, a lack of information about aphasia and service provision or negative prognostic information, which may impact negatively on ability to self-manage and advocate for appropriate care, a lack of inclusion in clinical decision making and fear of wasting the therapist's time or jeopardising the therapeutic relationship through collaboration.

	Adverse events, lack of care
	References to people with aphasia experiencing adverse incidences whilst in hospital or rehabilitation, and increased vulnerability due to aphasia.

	Lack of information about aphasia
	References a lack of information about the condition aphasia and its prognosis, which may impact on people's ability to come to terms with aphasia, to set meaningful goals or to appraise the benefit / loss of continued therapy.

	Lack of information about service provision
	References to vagueness in the timeframe of therapy, discharge decisions and suitability for/ availability of / entitlement to formal support services in the long-term. Lack of information may impact on ability to self-advocate and organise further care.

	Negative prognoses
	References negative impact on positivity, hope and engagement with therapy as a result of receiving negative prognostic information about aphasia.

	Not included in conversations about treatment
	References to people not being included in discussions about their care, their condition, their management plan and discharge - for example, through a lack of dialogue with the HCP; dialogue solely with family member. May link with HCP lack of knowledge, skill regarding aphasia.

	Wasting therapist time
	Contains references to not wanting to jeopardise the therapeutic relationship or to waste the therapist's time, for example by requesting more therapy, questioning decisions or overly directing goal setting.

	3.2 Lack of life-relevant support services
	Contains references to a lack of life-relevant support services for PWA including language therapy perceived as theoretical or irrelevant sometimes resulting in patient-led discharge or disinterest, a lack of support for dealing with loss and emotional issues, a lack of support for younger PWA, and a lack of support for families and caregivers.

	Insufficient family support and inclusion
	Contains references to a lack of formal support for the families of people with aphasia and lack of inclusion of families particularly when necessary as communication and memory support.

	Lack of support for dealing with loss and depression
	References to a lack of formal support, either talk therapy or medication, for dealing with multiple losses and negative emotions.

	Lack of therapy
	References to people's experience of insufficient service provision in terms of amount, intensity, post-acute support, frequency of therapy, feeling abandoned on discharge and gaps in the continuity of service provision. Includes acute, post-acute and long-term stages in the journey.

	Language therapy not connected with broader life-context
	References to holistic, individualised service planning, taking into account a person's broader life context, other health & physical conditions, financial barriers, emotional issues, geographical access to rehabilitation and the relative priority people place on accessing therapy, e.g. some people would prefer simply to get back home. Includes preferences about frequency and intensity of support - some would prefer more flexibility depending on health & energy levels.

	Nothing around for my age
	References to a lack of appropriate formal support specifically for relatively younger people post-stroke.

	Self-discharge or indifference about formal support
	Contains references to self-discharge or indifference about receiving further formal services, due to negative experience of rehabilitation, poor therapeutic relationship or a sense that people themselves are better able to direct their own recovery.

	Therapy too theoretical, irrelevant, patronising
	References to the experience and content of language rehabilitation as being irrelevant, patronising, unhelpful, vague, frustrating or too difficult.

	3.4 Responsive, life-relevant support services
	Contains references to people accessing or valuing access to an individualised, responsive and flexible range of life-relevant services in the long-term including for example emotional support, beneficial language therapy and support in the community.

	Access to long-term, individualised and flexible support
	Contains references to people wanting access to formal support services in the longer term.

	Community support
	Contains references to support received from community services including librarians, home help, nursing and other.

	Emotional support
	Contains references to PWA receiving support (medical, counselling) for dealing with negative emotions and multiples losses post-stroke.

	Involving people in services
	Contains references to the perceived benefits of involving people with aphasia (and other disabilities) in the planning, running of organisations that support these groups.

	Language therapy goals and benefits
	Contains references to people's desire for improved communicative function, goals for language therapy and valued aspects of language therapy, beliefs about how it has helped people in their recovery.

	3.3 Supporting people to have positive, collaborative experiences of support services
	Contains references to the benefit of positive therapeutic interactions with clinicians who are knowledgeable about aphasia and using communication strategies, having social support when in health settings, including help with communication and memory in medical consultations from family members and individual differences in the desired level of collaboration and participation in care decisions and goal setting.

	Desired level of participation
	Contains references to people's desired level of participation in goal-setting and clinical decision-making, including people who trust the clinician as expert to make decisions versus people who express dissatisfaction at not being more involved.

	Positive therapeutic interactions
	Contains references to positive interactions and relationships with health care professionals who are skilled and knowledgeable about aphasia in terms of well-being, hope and positivity and to facilitate confidence & trust in the clinician.

	Social support when in health settings
	Contains references to social support from family and friends for people with aphasia when in hospital or rehabilitation settings and of their inclusion in medical consultations to support communication where necessary.

	SOCIAL SUPPORT AND PARTICIPATION
	This group of descriptive themes concerns the individual, attitudinal, environmental and structural characteristics that impact positively and negatively on people with aphasia in terms of developing social and community participation.

	2.4 Attitudinal and structural barriers to participation
	Contains references to barriers to social and community participation including negative attitudes, ignorance about aphasia, converational barriers, negative experiences and effects of community participation and restricted access to the work environment and public & commercial (non-health) services.

	Conversational barriers
	Contains references to specific features of conversational interactions and the physical environment that reduce communication access for people with aphasia and the subsequent experience of exclusion.

	Negative aspects of community participation
	Contains references to negative or unsuccessful experiences of community participation, volunteering or returning to work.

	Negative attitudes in the community
	Contains references to discrimination and disabling attitudes of people in the community without good understanding of aphasia as experienced by people with aphasia.

	Restricted access to public & commercial services
	Contains references to specific ways that PWA are excluded or restricted from accessing non-health services and utilities, including legal, insurance, banking, commercial and public transport services.

	That big word aphasia, half don't know the meaning
	Contains references to public lack of knowledge about aphasia.

	Work environment barriers
	Contains references to barriers to supporting the involvement and inclusion of people with aphasia in organisational activities (paid and voluntary) and the feasibility of changing disabling aspects of contemporary lifestyle.

	2.6 Developing autonomy and contributing to the community
	Contains references to the positive impact of developing autonomy and reducing dependence on others (including ability to get around independently and living in one's own home) on social and community participation, and people's desire to be recognised as a useful, contributing member of the community, often recognising their own potential to help others going through similar experiences.

	Able to advise because of experience
	Contains references to people with aphasia feeling qualified to help others with stroke and aphasia.

	Getting around independently
	Contains references to being able to get to places independently (mobility, driving etc.) for participation and independence.

	Improved health and fitness
	Contains references to the positive impact of improved health status and fitness on participation.

	Independence and control through doing
	Contains references to developing a sense of independence and control through engaging in activities, doing things for oneself.

	Living in your own home
	Contains references to living independently in one's own home with support and assistance if requried.

	Useful, meaningful and part of the community
	Contains references to a desire to feel useful, meaningful & part of the community through actions such as returning to work, volunteering, helping others.

	2.3 Lack of social support, changed relationship roles
	Contains references to negative changes to relationships, relationship roles and social networks, a lack of tolerance and understanding from family and friends, and the negative impact of a lack of social support in terms of participation.

	Friends stayed away, isolation
	Contains references to lost friendships and social networks and reduced opportunity for social contact post-stroke, a sense of isolation and desire for increased social contact.

	Lack of social support
	Contains references to a lack of family support and negative consequences for living independently and active community participation.

	Lack of understanding from family & friends
	Contains references to a lack of understanding and tolerance from friends & family.

	Negative changes to relationships
	Contains references to negative changes to relationships friends and family through a lack of understanding, ridicule, overprotection from others.

	Negative impact parenting role
	Contains references to negative changes to parenting roles and relationships with children.

	2.5 Open to participation, doing things differently and gaining confidence
	Contains references to individual factors that enable participation, including openness to participation and doing things differently, using communication strategies,  ability to assert oneself with others and to raise awareness of aphasia and the bi-directional relationship between developing confidence and increasing participation.

	Bi-directionality of confidence and participation
	Contains references to the bi-directional relationship between confidence and participation: participation & developing skills (including communication skills) supports development of confidence/positive self-esteem and an expansion of independent engagement in higher levels of activity. Participation provides opportunity to learn new capacity and explore retained skills, which develops confidence.

	Communication strategies
	Contains references to the strategies people use to support their communication with others, including preparing words for use in specific interactions, use of communication books and AAC.

	Doing things differently
	Contains references to adapting activities to maintain and increase participation including taking extra time, managing fatigue and not doing more than is comfortable.

	Don't close in on yourself, socialise
	Contains references to being proactive about socialising, being open with others and not closing in on oneself.

	I say it, I've had a stroke
	Contains references to being open about one's difficulties, actively seeking help with communication, and being assertive when confronted with disabling attitudes from others.

	2.8 Opportunities, attitudes and structures that enable participation
	Contains references to social & community participation enablers including opportunities for social contact, increased public awareness of aphasia, facilitators in the work environment and when accessing public & commercial (non-health) services and accessible conversations.

	Accessing public & commercial services
	Contains references to procedures, training and formatting to increase the accessibility of non-health services and utilities, including legal, insurance, banking, commercial and public transport services, for people with aphasia.

	Conversational enablers
	Contains references to specific characteristics of skilled facilitative communication partners, including patience and familiarity with the person with aphasia and conversation ramps used.

	Opportunities for social contact
	Contains references to opportunities for social contact in the community, e.g. groups.

	Raising public awareness of aphasia
	Contains references to raising public awareness of aphasia.

	Work environment facilitators
	Contains references to strategies for supporting the involvement and inclusion of people with aphasia in organisational activities (paid and voluntary).

	2.2 Reduced autonomy and disability
	Contains references to the negative impact of a lack of autonomy including a lack of financial autonomy, dependence on others, tensions around receiving social support and co-existing disabilities or health concerns on social and community participation.

	Being away from home, desire to return home
	Contains references to the impact of being away from home, either in residential setting or staying with family members & desire to get back home and have your own space as a marker of independence - for some, the benefits of formal inpatient care may be secondary to getting home.

	Dependent on others for transportation
	Contains references to the impact of loss of mobility, independent transportation on community participation and opportunities for socialising.

	Is not just aphasia
	Contains references to the impact of other stroke-related problems and other health conditions on participation and well-being.

	Mixed feelings about social support
	Contains references to mixed, negative or ambivalent feelings about receiving social support - feeling dependent and a lack of privacy, feeling like a burden on others, not having tasks done the way you want them, tension between struggling to do things for yourself or to accept support / change & have more energy to direct to other things.

	Negative impact on finances
	Contains references to financial disadvantage experienced by people with aphasia due to loss of earning power and barriers to managing their finances.

	2.7 Social support, feeling connected
	Contains references to the importance of spending time with family and friends, connecting with other people with aphasia, maintaining relationship roles, feeling connected and obtaining practical and emotional support in terms of enabling participation.

	Acceptance and understanding
	Contains references to acceptance and understanding from family and friends, not being treated differently or with sympathy.

	Caring for others and maintaining relationship roles
	Contains references to maintaining relationship roles such as parenting and grandparenting.

	Changed attitudes, unmasking ability
	Contains references to the impact that successful volunteering and participation activities may have on family & friends attitudes towards the abilities, skills and capability of the person with aphasia.

	Emotional support & encouragement from family & friends
	Contains references to emotional support & encouragement received from friends and family members.

	Family practical support
	Contains references to practical support from friends and family members with everyday tasks, household activities, transport & facilitating people to live more independent, active lives - having support with ADLs, household chores may enable people to direct energies into more personally meaningful activities.

	People who’ve got the same thing
	Contains references to meeting and / or socialising with other people with stroke and aphasia in terms of mutual understanding, opportunity for new friendships, support and sense of belonging.

	Spending time together
	Contains references to feeling connected with friends and family, having meaningful relationships and spending time together.

	2.1 Withdrawing socially and lack of confidence
	Contains references to the negative impact of withdrawing socially, reduced ability to relate to others, lack of confidence and reluctance or inability to explain the nature of aphasia to others on social and community participation.

	Avoidance of talking
	Contains references to people giving up on their intended message or avoiding speaking.

	Difficult to explain aphasia to others
	Contains references to difficulty or reluctance on the part of people with aphasia to explain their condition to others.

	I have lost my ability to interact, relate
	Contains references to negative changes to self-expression and ability to relate to others.

	Putting oneself down, a lack of confidence
	Contains references to reduced confidence impacting negatively on participation or readiness for participation.

	Withdrawing socially
	Contains references to withdrawing from social situations, opting to be alone.




