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Methodology

In response to the call for evidence from the Department of Health and Social Care (DHSC), Chronic
Illness Inclusion (CII) conducted a survey between 1-29th April 2021 that was open to cis and trans
women in England living with chronic illness.

This research informing this submission was led and produced by disabled people living with ELCI. Our
survey was broadly based on the DHSC’s consultation questions. Additional questions were added to
reflect researchers’ experiential knowledge of issues facing our community, including the diagnostic
journey, the response to diagnostic uncertainty, and the experiences of women who are housebound.

The survey was available to complete online and was disseminated to people subscribed to CII’s email
database, on Twitter and Facebook, as well as by Disability Rights UK and Shaping Our Lives. This
evidence brief is based on 798 responses from England. The qualitative data was analysed by a team of
researchers, and the key themes identified.

There was a wide geographical spread across regions in England. There was also a wide age range
represented among the respondents, including working age adults and older people. The vast majority of
respondents were white (91.48%), which is a definite limitation in terms of accurately representing the
diverse needs and experiences of the wider, ethnically diverse population living with ELCI.

CII recognises the limitations of the data and the continued need to strive for more representative data in
future surveys. While beyond the scope of this survey, CII would welcome more research into women of
colour living with ELCI and others who are seldom heard from to portray a more complete picture of
women’s experiences and needs across the UK. In a sphere as idiosyncratic as this, policymaking should
accurately reflect all demographics to produce better outcomes for women across the board.



Table 1: Respondents’ characteristics: age, location, ethnicity, sexual and gender
orientation



Table 2: Respondents’ characteristics: health condition, disability and impairment



* Severe disability is defined by “a lot” of activity restriction in day to day life. Less severe disability is defined by “a
little” activity restriction in day to day life.
** Impairment categories were derived from the Office for National Statistics harmonised standard, except that
“energy impairment” replaced “impairment of stamina/breathing/fatigue”.


