Appendix 4
[bookmark: _GoBack]Data Collection Items – Qualitative studies
1. Title 
2. Author(s)
3. Year
4. Broad Themes	
5. Lack of carer/patient understanding 
a. Lack of knowledge - LTC options	
b. Ageing= time of isolation & withdrawal, cognitive decline hidden	
6. Lack of knowledge, familiarity, and awareness of services and how to navigate the system 
a. Lack of understanding of services 
b. Lack of knowledge/familiarity with services 
c. Lack of info on legalities and function of carer role 	
d. Difficult to find out how care system works and how to find services 
e. Difficulty manoeuvring complex bureaucracies 
f. Community/welfare services don’t exist or very different in country of or
g. Language barriers to accessing/receiving care
h. Language barriers to info/awareness of services
7. Limitations of available services and lack of cultural awareness
a. Failure to refer 	
b. Attitudes of health professionals & inability to pick up need for LTC	
c. GPs lack linguistic & cultural ability to provide appropriate service  	
d. Historical pervasive racism leading to miscommunication 
e. Small number of potential service users & geographical dispersal = access issues
f. Shortage of services/waiting lists 
g. Lack of choice/limitations in services 
h. Structure of services=unhelpful/unusable 	
i. Lack of understanding of diversity within cultures 
j. Low levels of literacy= isolation
k. Lack of understanding of cultural needs 	
l. Lack of cultural awareness/needs 	
m. Marginalisation of ethno-specific services within system
n. Not seen as needing medical care 
o. Not clear why going to Dr would be helpful 
8. Anxiety/trust issues about ‘outside’ support and its cultural appropriateness 	
a. Anxiety about others providing care 
b. Mistrust & social mores about accepting white carers 
c. Difficulties having outsiders come in to home 	
d. Moral obligation to family/familial responsibility 	
e. Belief that family care is better 	
f. Gender issues- personal care by opposite sex, sitting in room or sleeping in same room= incompatible with faith 	
g. Personal care even by same sex can be unacceptable
9. Issues around trust and racism, both historic and current
a. Mistrust of services/covert racism 
b. Institutionalised racism 
c. Perception of negative care provider attitudes 
d. Concerns over immigration status 	
e. Fear of retaliation if speak up to authorities
10. Societal stigma of mental illness and denial or concealment as a defence against the reactions of others
a. Pervasive stigma around mental illness/dementia 
b. Fear of upsetting/betraying pt by seeking help 	
c. Hiding diagnosis from community/reluctance to seek help
d. Confidentiality (fear ppl will find out)
e. Patients are isolated from family and community life 	
11. Cultural issues impacting on perceptions of Western medicine and the acceptability of services
a. Folk beliefs
b. Extreme respect for authority prevents asking questions
c. Perceived conflict between Asian & western medicine 
d. Preference for folk/home remedies 
e. Residential care= ideologically unacceptable & culturally inappropriate 
f. Culturally appropriate food 
g. Perception ppl should overcome own problems
h. Struggling to reconcile multiple values & commitments
i. Assumption that Asian families ‘look after their own’
12. The impact of cultural/familial expectations and community perceptions on care decisions
a. Help seeking= failure to fulfil role/responsibilities 
b. Guilt about using services 	
c. View of support services as welfare/handout (poverty)	
d. Seeking help seen as complaining about familial duty 
e. Nursing home= breach of familial duty 	
f. Balance between shame & inner pride 	
g. Reactions of others in community informs decisions about care 
h. Guilt/pressure to provide care at home	
i. Expectation to cope in stress & adversity 
j. Decision making/gender issues/family conflict
13. Negative emotions associated with response from own community
a. Health care professionals not listening/ dismissive/ trivialising carer concerns 
b. Excluding carers from appointments/correspondence  Likened to battle in which constantly fighting for info/advice/support  
c. Disillusionment with GPs & exclusion from services  
d. Impression GP could not/would not help  
e. Guilt 
f. Fear 
g. Denial 
h. Embarrassment  
i. Shame
