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Study Title: BARRIERS AND ENABLERS TO EMPLOYMENT:  BLACK DISABLED PEOPLES LIVING WITH SICKLE CELL DISORDERS (SCD)

About you

Age, gender, ethnicity, housing tenure, current household composition, kinship relations, list main jobs, periods of unemployment, periods of caring work.
When did you first found out you had SCD

What happened?.

Who told you?

How did it feel?

School
Did sickle cell affect their schooling? 

Primary School? Secondary School? College/University?
Part-time work (paid or unpaid) whilst at school?
Care or voluntary work whilst at school?
Careers

What did they see themselves doing when they left school?

Were they given any careers advice at school?

Post-School Employment/Work 
For EACH period of employment/formal work:
Nature of work


Brief description of work activities


Hours and flexibility


Interaction of work and SCD

Disclosure

Did employer ask (e.g. on application form or otherwise)

Did employer know?

Which employees (if any) knew

How were they told? By whom?

Which other co-workers knew?

How were they told? By whom?

What did you gain, what did you lose by disclosing sickle cell?

Any SCD-related incidents in this period of employment/work?
Tell the story of each incident of SCD, including:

1) Crises and pain
2) Days off work
3) Support arrangements
4) Reactions of employers
5) Reactions of co-workers
6) Drinks and toileting

7) Tiredness and perceptions of ‘laziness’

8) Opportunities for promotion
9) Major adverse SCD events (strokes, sudden changes in performance, eyes, hips)
10) Major work-related changes or organizational changes
Ask about typicality of responses to each incident

Examples of good support at work
Examples of poor support at work
Job-Seeking Experiences
For EACH application/interview/job-seeking activity:

What was the job/activity

Why in your view did it/did it not result in employment?

What in your view are main barriers to work with SCD?

What in your view are any factors enabling to work with SCD?

End of Work Experiences

Have you ever stopped a job for some reason (ill, HR issues, grievances, union reps, resigned, dismissed, employment tribunal)

Caring Work (Parenting, child-care, household work, care of others)
For EACH period of caring work:

Nature of work


Brief description of work activities


Hours per week 


Interaction of work and SCD
What this caring work enabled other person(s) to do
Unpaid or Voluntary Work

For EACH period of unpaid/informal/voluntary work:

Nature of work


Brief description of work activities


Hours per week 


Interaction of this activity and SCD
What this work enabled other person(s) to do

What you derived from this work
Beyond All Work

For EACH period of activity not described by participant as work:

Nature of activity


Brief description of activities


Hours per week 


Interaction of this activity and SCD
What this activity enabled other person(s) to do

What you derived from this activity
What is meaning of your life outside of work (broadly defined)
Any other comments you would like to make?

About sickle cell and work? About this interview or this research?

Thank you for your time.
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