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Live Through This
“Supporting and advocating for LGBTIQ+ people affected by cancer.”
We are a London based charity that is committed to raising awareness about LGBTIQ+
specific issues in cancer. We offer peer support, oversight and share expert opinion across
the UK to improve policy, practice and inclusion. We are patient led with a trustee board of
experts in the fields of oncology and LGBTIQ+ issues in healthcare.

This survey was developed to gather the responses of LGBTIQ+ persons’ affected by cancer
and how the SARS-CoV-2 pandemic has affected them. Data is vital to identify impact and in
coordinating responses based on community need. By gathering these community
experiences we hope to understand the areas of work that will be required as the situation
develops.

Current healthcare systems do not reliably track sexual and gender minority status, so
without an independent survey of this population, their experiences will be lost in the larger
aggregate of public health data.

This survey report is public access to encourage visibility of our community needs and open
conversation on how to address these issues. If you want to continue this discussion, please
contact us directly at contact@livethroughthis.co.uk or see our website for more information
www.livethroughthis.co.uk

Please note:

Our charity uses LGBTIQ+ as standard. This refers to Lesbian, Gay, Bisexual, Transgender,
Intersex and Queer people. The plus includes other identities not represented in the initialism
such as Pansexual, Asexual, Non-binary, Agender and Genderfluid to name a few.

Throughout this report, variations of this initialism will be used. This is due to the scarcity of
LGBTIQ+ specific research that is broad ranging and inclusive. To avoid erroneous
assumptions relating to data and research findings this report will use LGBT, LGB and others
in order to accurately respond to the findings being discussed.

Registered Charity: 1190756
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EXECUTIVE SUMMARY
The coronavirus pandemic has had a profound impact on many lives across the globe.
Healthcare services have reacted and reorganised. Ethnic minority communities have been
disproportionately affected. Socioeconomic disparities have contributed to poorer
outcomes. Age, race and pre-existing health conditions have been identified as high risk
factors for COVID-19 complications.

Cancer has been one of the most affected healthcare services during the pandemic. Cancer
Research UK reports issues in screening, referrals and treatment, all resulting in a backlog of
patients experiencing disruption or delay to their life saving treatment. Macmillan’s service
users are experiencing high levels of stress, anxiety, fatigue, pain and poorer sleep.

Reports from The LGBT Foundation and Consortium have shown that LGBT people are a
highly affected yet underrepresented minority during the pandemic. Poor monitoring
standards in health and social services have resulted in an incomplete account of impact for
those in the queer community.

Insufficient monitoring not only affects how we understand the experiences of the LGBTIQ+
community as a whole during public health crises, but also inhibits us from exploring the
intersectional effects of sexuality or gender identity on other factors, such as having cancer.

In the interest of addressing this gap we launched our online survey. Data was collected
across a two month period from May to July and yielded over 70 responses from various
countries.

Our findings show that our community is experiencing high levels of concern around
loneliness, work, mental health and physical health. The pandemic, along with the
government shielding measures, has greatly impacted LGBTIQ+ cancer patients and these
effects are related to previously identified barriers to equitable care or treatment. These
effects are also considered in relation to previous research on pandemics and the effects of
prolonged isolation. Demand from patients for clear communication with healthcare staff
about their disease management and risk of COVID-19 complications was also a key finding
and is discussed in relation to patient support.

Limitations to respondent reach and issues related to additional lockdowns are explored.
Recommendations are made about potential actions for supporting this at risk community.
Further discussion about gender, race and ethnicity is attached as an appendix along with
additional respondent quotes not included in the main body of this report.

55% are worried about not seeing their friends or family
43% are concerned about social isolation

43% are worried about their own health
39% are worried about the health of their friends and/or family

22% are concerned about accessing healthcare
19% are concerned about medication

30% are concerned about their mental health
58% report negative impact on mental health

23% are worried about job loss or affected employment
18% are concerned about their finances

“Being single with no supportive family and shielding alone has been
incredibly stressful. A friend and fellow cancer patient died during this
period and not being able to mourn their death with others/ our
community has been really hard.”

“Was meant to have further investigation through scans that have
been cancelled. It has caused me a lot of anxiety due to not having
these scans and worried that they won't know if the cancer has
spread.”

“Many appointments have been switched to over the phone, which is
not ideal as it is sometimes difficult to communicate physical
symptoms in a way that will allow diagnosis and treatment. Several of
my side effects of chemotherapy were dismissed or left untreated
because I wasn't able to adequately explain the effects to my doctor
over the phone.”

“My mother is homophobic and transphobic and covid has made me
have to push back supports til it calms down. I want to be me.”

“How will I be able to work if classed as vulnerable?”
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LGBT Health + Cancer
LGBTIQ+ people have poorer patient experiences and outcomes in multiple areas including
mental health, sexual health, substance misuse, healthcare avoidance and cancer due to a
variety of clinical, social and behavioural factors.1

Data on LGBTIQ+ cancer risk and incidence is hindered by the absence of effective and
robust sexuality and transgender status monitoring in healthcare. This lack of data also
inhibits us from exploring the intersectional experiences of those who may be in multiple at
risk categories (e.g. race, age, gender etc.) for certain diseases.2

Published findings show there is an increased risk of breast cancer in lesbian women.3 Men
who have sex with men (MSM) have an increased risk of anal cancer due to HPV
transmission, with HIV being an additional risk factor.4 Potential for higher rates of other
cancers are considered in relation to high risk behaviours in the community such as an
increased rate of smoking and the risk it poses for developing lung cancer.5

Women who sleep with women (WSW) are often incorrectly told they do not require cervical
screening and in some instances are actively refused the service.6, 7 Trans men and non-
binary people assigned female at birth (AFAB) are also at risk of this problem.8 Other barriers
to cervical screening faced by gender minorities AFAB include transphobia, provider
discomfort and gender dysphoria.9, 10 Gender minority patients AFAB are also less likely to
attend cervical screening appointments compared to cisgender patients.10 Previous negative
experiences and fear of discrimination can lead to screening avoidance and also reduce the
rate of sexual orientation disclosure with health care providers.11, 12 All of these factors pose
a serious risk for later stage diagnoses.1, 13, 14, 15

If an AFAB gender minority patient is no longer registered at their GP as female, they will not
be automatically invited to anatomically relevant screenings.16, 17 This places the patient in a
position of weighing up the safety of disclosure against potential risks to health.18 Public
Health England have released a leaflet for trans people about which screenings they need to
attend and reports that this has improved community awareness.17 However, a recent
literature review found that a lack of awareness in both the service user and the provider
continues to be a barrier to screening access in trans people who are AFAB.10 The overt
gendering or “pinking” of breast and gynae cancers can also become a barrier for LGBT
people seeking information, screening or support.19, 20

Negative experiences are another key barrier to healthcare engagement and are widely
reported to affect preventive care, check-ups and presentation with minor incidents or
emergencies.18, 21, 22 One in seven LGBT people have avoided treatment for fear of
discrimination,21 which raises to 37% for trans people.18 Of those who did seek help, 38% had
a negative experience related to their trans status.23 Patients have also reported witnessing
homophobic language in clinical settings that made them feel unwelcome.24, 25 Interactions
with healthcare providers can often involve inappropriate curiosity,21, 23 awkward handling of
disclosure, heteronormative assumptions and an exclusion from standard psychosocial
cancer support.25, 26

Sexual and gender minority patients are directly affected by a healthcare providers’ skills,
knowledge, assumptions and subsequent treatment.27 62% of trans patients report having
experienced a lack of understanding of their needs.21 The healthcare provider’s lack of

knowledge may be due to the lack of curriculum about the LGBT community.15, 19, 28 This
results in patients being obliged to educate their healthcare provider 6, 26, 29, 30 despite LGBT+
people reporting a lack of knowledge around their own specific cancer risks31 and the
majority of their knowledge being acquired from unreliable sources such as the internet or
social media.25, 26

Cancer + COVID-19
Early findings published in March proposed that people with cancer who were
immunosuppressed as a result of receiving treatment were prone to worse outcomes
associated with COVID-19.32 However, the validity of these assertions has been called into
question owing to a small heterogeneous sample and multiple confounding variables such
as smoking and previous surgeries that may have impacted levels of immunosuppression.33

A review of data from Wuhan suggests that cancer patients presented poorer outcomes
when they had undergone anti-tumour treatment within 14 days of a COVID-19 diagnosis.34

Recommendations from this report suggest that cancer patients receiving similar treatments
should be rigorously tested for COVID-19 and consider dose reduction to avoid
immunosuppression.

Data from New York suggests that old age is a driving factor in cancer patients being more
frequently intubated than non-cancer patients, however there were no significant differences
relating to mortality.35 Although this data is drawn from a larger sample than that of the
Wuhan study, the issue of cancer heterogeneity remains and limits analysis.

More recent findings from the UK Coronavirus Cancer Monitoring Project (UKCCMP) have
shown that mortality from COVID-19 in cancer patients is driven by age, gender and certain
comorbidities, such as cardiovascular disease and hypertension.36 Findings also show no
evidence that patients taking cytotoxic chemotherapy or other anticancer treatments have an
increased risk of mortality compared to those not on active treatment when facing COVID-19.

Recommendations from the UKCCMP include shielding cancer patients from the virus
through self isolation, reducing hospital visits and protecting cancer work-streams from
cross-contamination with COVID work-streams in hospitals.36 The study notes that patients
regularly ask if they are at greater risk of dying from COVID-19. The authors responded with
“not necessarily no”. In cancer it appears that “COVID-19 mortality is principally driven by
advancing age and the presence of other non-cancer comorbidities.”36

The picture for haematological malignancies appears to be slightly more complicated,
leading some research projects to consider them separately from solid tumours.37 There is
concern of a higher mortality risk related to the immunosuppressive effects of their
treatments and how recently the patient was diagnosed,37, 38 the most critical window being
five years from diagnosis.37 This effect is most apparent when compared to the general
population, but research findings comparing haematological malignancies with solid
malignancies can be conflicting.38 Larger cohort studies are needed to draw clearer
conclusions. An increased risk of COVID-19 related mortality in these patients raises
concerns around exposure, particularly regarding hospital appointments, strict adherence to
shielding measures and whether quarantine extensions should be considered to mediate
their risk.38
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Pressure has been placed on healthcare to create COVID-free spaces so that there is enough
capacity to safely continue critical cancer care,39 however this is only a realistic goal for
cancer centres independent from general hospitals.40 Cancer Core Europe describes that to
facilitate these COVID-free spaces, many face-to-face appointments have been moved to
phone appointments and non-urgent visits delayed. In addition, visitors and partners have not
been allowed to accompany patients for infusions or radiotherapy.40

Similar precautions have been taken by cancelling non-emergency surgeries and considering
alternatives where possible such as radiotherapy.40, 41 These decisions are encouraged to be
taken on a patient by patient basis weighing the risk of their cancer against the risk of COVID-
19 infection and complications.39, 40

Looking ahead, Cancer Core Europe predicts two key complications from the current strain
on cancer services as described below: 40

• Patients whose cancer outcomes have been negatively impacted by the COVID-19
reorganisation demanding answers

• The growing queue of patients who continue to require cancer treatment who have been
delayed due to the prioritisation of care and services

Three key priorities of NHS cancer services at this time and moving forward are to provide: 42

• Sufficient capacity

• Equitable access to services based on clinical priority

• Patient confidence in the safety of treatments and services.

Screening + Referrals
There has been a significant drop in cancer referrals since the onset of the pandemic.
Although this is slowly beginning to return to normal,42 every week that had below average
service provision creates a backlog which places additional pressure on available services41

and increases risk to patient mortality.43, 44

As of June 2020, Cancer Research UK estimates that over two million people in the UK are
awaiting screening, tests or treatment since lockdown began.41 This figure is due to the
cumulative impact of paused screening. Every week 7,000 people are not referred for further
tests and 380 cancers are not diagnosed through screening programmes.

“Delays to diagnosis and treatment could mean that some cancers will
become inoperable. Patients shouldn’t need to wait for this to be over
before getting the treatment they need.”
Professor Charles Swanton, Cancer Research UK

Urgent referrals dropped to 25% of usual levels at the start of the pandemic. This means
290,000 fewer people were referred for further tests compared to the usual rate. This is
largely attributed to fewer people presenting to their GP with symptoms that may be
indicative of cancer.41

Data from May 2020 showed that only 47.9% of people began their first definitive treatment
for cancer within 62 days of referral from an NHS cancer screening service (all cancers). A
sharp drop from 81.2% in April 2020.45

As services begin to resume, there may be the additional challenge of fostering confidence in
the public that it is safe to attend screening and undergo diagnostic tests or attend
appointments.42 This has the potential to be a compound factor in LGBT populations owing
to the preexisting levels of healthcare avoidance.21

Macmillan reports that 1 in 3 (35%) people with cancer in London are feeling stressed,
anxious or depressed as a result of lockdown. 1 in 6 people report seeing their mental health
deteriorate whilst 8% of respondents said that they had experienced panic attacks as a result
of the pandemic and lockdown. Physical health markers such as sleep, fatigue and pain are
also all reported to have worsened.46 With the increased incidence of mental health
diagnoses in LGBT populations,21, 23 it is plausible to consider that these issues may be
experienced more often by LGBTIQ+ cancer patients.

COVID-19 + LGBT
LGBTFoundation reports a sharp increase in helpline calls related to discrimination since the
onset of the pandemic. Late March to early April saw 4.5 times as many calls about biphobia,
double the amount of calls about transphobia and a 52% increase related to homophobia. 8%
of respondents to their survey reported feeling unsafe with where they were currently staying,
but this figure rises to 15% for disabled people and 17% for trans and non-binary people.47

Domestic violence related support also saw an increase in demand with a 38% rise in calls
but more than 8 times as many domestic abuse webpage views. Violence outside the home
and fear of hate crime is also raised by the survey.47

Mental health support appears to be a common concern in our community during the
pandemic. 42% of LGBT people reported wanting mental health support, which raised to 66%
for Black and minority ethnic (BAME) LGBT people, 48% of disabled LGBT people, 57% of
trans people and 60% of non-binary people. Medical appointments have also been affected
for 34% of LGBT people, with the disabled and the elderly most affected.47

The amount of LGBT people living alone during the pandemic is particularly concerning,
especially in older people (40%), putting them at increased risk of social isolation. It is known
that LGBT people are less likely to have family or friends involved in their care27, 48, 49 and we
know that COVID-19 severity is related to the age of the patient.50 This presents a potentially
dangerous compound effect.

Employment rates are lower for trans and non-binary people,23 with BAME trans people being
most affected. 60% of trans people report they earn less than £20,000 per year.47 Since being
faced with the pandemic, 12% of LGBT people revealed they needed financial support but had
not been able to secure any and this figure rises to 21% for trans people.47

American data shows that LGBTQ people are more likely to become unemployed or have
their work hours cut as a result of the pandemic, creating greater financial instability.51 These
issues are felt harder by Black and minority ethnic members of the LGBTQ community.52, 53
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It is important to remember that being LGBTIQ+ places you at a greater chance of
intersectional oppression and this point is salient in a global health crisis that
disproportionately affects people of colour.52 In the United States black people and LGBTQ
people are more frequently in jobs that are likely to be affected by the pandemic.53 As a
result, transgender people in the United States are reporting high levels of job loss and
financial risk and these impacts are experienced at higher levels for trans people of colour.52

Poor monitoring and data collection continues to obstruct a clear picture of the economic
and health effects of the pandemic on the LGBTIQ+ community.53 Until we are able to provide
better sexuality and gender monitoring, as per the LGBT Action Plan,54 our ability to
understand the impact of the virus on our community will be unclear.

Support Services
Consortium supports LGBT+ groups and organisations in the UK and reports that the LGBT
third sector is experiencing severe disruption due to the pandemic.55, 56 A quarter of their
members are experiencing an immediate loss of income or funding and 61% of organisations
are cancelling fundraising and community events. As a result, both services and beneficiary
reach are compromised. Donations and volunteer retention has also shown immediate
reduction.56

Numerous support and service based organisations reported an increase in demand yet
others have seen or predicted a decrease.55 This variance may be attributed to issues with
taking work online and the ability to create safe digital spaces from which to provide services
during lockdown. Moving services online poses multiple challenges. Consortium reports that
safeguarding, service user resistance and practical implications of achieving work and
support have been felt by multiple service providers.55 Similarly, digitisation of face-to-face
support can be difficult to achieve in certain groups due to issues with novel technology and
digital poverty, particularly for older service users.57

A respondent to the LGBT Foundation survey writes:

”On-line services are OK when you have the opportunity to see friends,
but not for everybody. I have five friends in their 70s or 80s who are
LGBT who live by themselves and don’t have smart phones or
computers. Two of them also don’t have a TV. We have to rely on
landlines” 47

Being able to maintain LGBTIQ+ services during public health crises is paramount. 64% of
LGBT people told the LGBT Foundation that they would rather receive LGBT specific support
during this time. This desire is greater in BAME (71%), disabled (69%), trans (76%) and non-
binary people (74%).47

LGBT cancer patients emphasise the importance of support groups27, 58 especially those that
reflect their identity or show some community awareness.48, 59 Patients also report being
more satisfied with support when it is delivered by someone who is aware of their sexual
orientation.60, 61

Consortium reports that LGBT+ service providers’ primary concerns moving forward are the
wellbeing and safety of their beneficiaries, wellbeing of staff and volunteers, income and
service stability.56

These issues are wide reaching. In America, front line support for LGBT cancer patients has
been affected and the majority of services have been forced to move online, particularly
those for communities of colour.2 Although the LGBT sector has moved towards co-operative
work to support operations and have provided small self-generated relief grants for those
most at need, there is a distinct lack of funding or security for services and in turn a lack of
stable support for their beneficiaries.2

It is clear that LGBTIQ+ people face healthcare barriers and negative outcomes
specific to our community and that these issues place us at risk of clinical and
social impacts related to COVID-19.

Cancer patients are also being heavily impacted during this time with reductions
to services, changes to treatments and psychological distress.

It is our intention to take an intersectional approach in exploring the experiences
of LGBTIQ+ people affected by cancer during this global pandemic and identify
any compound difficulties they may be facing.
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Respondent Demographics
This survey reports on 74 respondents who identified themselves as:

Disclosure in Healthcare
Our survey shows that 51% of LGBTIQ+ respondents are out about their sexuality to everyone
in their healthcare teams but 9% are not out to anyone in these settings. In trans
respondents, 31% are out to all of their healthcare staff but equally 31% are not out to
anyone.

Only 16% of respondents felt that healthcare staff considered their sexuality and/or trans
status at all times whilst 24% felt this was never the case. The majority (91%) of respondents
reported no change in the levels of consideration for their identity during the pandemic.

Isolation + Loneliness
55% are worried about not seeing their friends or family

43% are concerned about social isolation

41% are living alone

“Being single with no supportive family and shielding alone has been
incredibly stressful. A friend and fellow cancer patient died during this
period and not being able to mourn their death with others/ our
community has been really hard.”
The standard rate of chronic loneliness in Great Britain is around 5% but 14.3% of the
population have reported that loneliness attributed to lockdown was affecting their
wellbeing.62 LGBT Foundation reports that 27% of LGBT people are concerned about isolation
at this time.47 Our data shows that isolation is a greater concern in LGBTIQ+ persons with
cancer compared to both the broader LGBT community and the general population. Data on
loneliness and isolation in the general cancer population as a result of the pandemic is not
yet publicly known, but a relationship is anticipated.63

Family and friends are key to both emotional and social support in cancer.61, 64 However, LGBT
cancer patients are more likely to report no family or friends are involved in their care27, 48, 49

This is particularly important during a public health crisis that mandates a lockdown.

“As disabilities get worse, I will need to go into a home of some sort as
have no one I can depend on to care about me, pandemic or not.”
In contrast, one respondent shared how their polyamorous family had allowed there to be
more support for them during the pandemic:

“Actually, given my bisexual and polyamorous family we are dealing
well with lockdown. We are 3 in the partnership and have found
throughout that there is more strength and support because of that.”
41% of respondents live alone and at the time of data collection three quarters of this group
were socially distancing and one quarter were isolating. 63% of all respondents felt
completely safe where they were staying but 4% of our respondents reported feeling unsafe.
The risk that people may be staying with LGBT-phobic family or households at this time is
still a key concern.47 This potential for a harmful environment in addition to the stress of
being affected by cancer during the pandemic may have a serious effect on mental health.
One non-binary respondent shared:

“My mother is homophobic and transphobic and covid has made me
have to push back supports til it calms down. I want to be me.”

Race or ethnicity
94.6% White
2.7% Mixed race or ethnicity
2.7% Asian

Gender
50% Male
41.9% Female
8.1% Non-binary

Disability
32.4% Disabled
67.6% Not disabled

Country of Residence
50% UK
35.1% Australia
9.5% America
4.1% Canada
1.4% Germany

Age
5.4% 18-25
4.1% 25-30
10.8% 30-40
16.2% 40-50
24.3% 50-60
37.8% 60+

Marital Status
33.8% Married/ Civil Partner
31.1% Single (never married)
12.2% Long term partner(s)
12.2% Domestic partnership
5.4% Widowed
4.1% Divorced
1.4% Separated

Sexual Orientation
64.9% Gay or Lesbian
12.2% Bisexual
9.5% Queer
8,1% Heterosexual
4.1% Pansexual
1.4% Asexual

Intersex
95.9% Not intersex
2.7% Don’t know
1.4% Intersex

Trans Status
87.5% Cisgender
12.5% Transgender
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Previous research into the effects of quarantine shows that people experience feelings of
separation, isolation, boredom and uncertainty and in some cases this can progress to a
suicide risk.65 Longer periods of quarantine were more associated with PTSD symptoms and
depression.66 In the case of cancer patients during the current coronavirus pandemic, this is
an important issue due to the length of shielding requested by the UK government which ran
from March 29th to July 31st, inclusive.67

“It has probably made me more reclusive than I have become over the
last few years.”
It’s important to note that a large proportion of survey respondents reside in Australia. The
Australian government did not mandate shielding or isolation measures for vulnerable people
beyond that of the general public. Instead, Australia’s government issued guidance on staying
safe68, 69 and asked people who may be at risk to create a COVID Action Plan with their local
doctor.70

53% of respondents had face-to-face contact daily and age did not affect this. 7% of people
responded that they never had face-to-face contact. Contact via the phone was high with
35% using calls every day and 39% doing so a few times a week. Respondents over 60 were
more likely to talk to somebody daily than other age groups. Messaging was popular with all
age groups showing that 55% used messages daily and 34% used them a few times a week.

Recent developments in communication technology and conferencing software have
provided many different options for people to stay connected during the pandemic.65

“Zoom calls & conferences are nice to be involved with.”
Although they still have limitations. One respondent mentioned they were experiencing
“Video conferencing fatigue” and that they missed ”face to face intervention”. Others shared:

“I’ve always enjoyed face to face meet ups just for an hour to talk
about things, now with lack of staff for Young’s patients within the
hospital in Exeter I find I don’t know who to go to and how to have
these moments and it’s hard.”

“I miss being face to face with my friends.”

Physical Health
43% are worried about their own health

39% are worried about the health of their friends and family

“I am despairing over the stupidity out there, no masks, little social
distancing, this thing is going to kill millions more. It's all very
distressing.”
Our findings show that LGBTIQ+ patients with cancer during the pandemic are highly
concerned with their own health and also that of their friends and family. This finding is
supported by data from other cancer patients who had high levels of concern for themselves,
family and progression of their disease due to treatment interruptions or delays as a result of
the pandemic.71, 72

“Was meant to have further investigation through scans that have been
cancelled. It has caused me a lot of anxiety due to not having these
scans and worried that they won't know if the cancer has spread.”
22% of our respondents are concerned about being able to access healthcare at this time.
19% are concerned about their medication and 16% are concerned about their ability to
contact their cancer team. 8% said they are somewhat unsure and 7% are completely unsure
about who to contact regarding their cancer. The majority of respondents do know who to
contact with 49% being very confident about this.

“Can't get hold of hospital so upset.”
30% of respondents felt that the potential impact of COVID-19 to their health had not been
explained to them at all. 39%-46% felt they were somewhat aware but only 11% were
completely satisfied with the level of explanation they had received.

Government advice was largely seen to be inline with the medical advice received by
patients, however, 14% felt that there was very little correlation between the two sets of
information or guidance. This was consistent across all countries.

Of those who have carer arrangements, 74% of these said there were no changes to their
support, with 11% reporting moderate to severe changes.

64% reported no delay in presenting to their GP. 21%-34% reported some delay in contacting
their GP and 2% have avoided the service completely.

Respondents have mixed views about their appointments being moved to phone or video
calls. Although necessary41 these changes inhibit the positive effect of rapport with the
cancer patient and make it harder to discuss or manage their concerns.72 In patients who are
able to attend appointments a smaller form of isolation is felt due to the inability to bring a
friend or family member who would usually provide emotional support and aid in information
retention and comprehension.72
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“Many appointments have been switched to over the phone, which is
not ideal as it is sometimes difficult to communicate physical
symptoms in a way that will allow diagnosis and treatment. Several of
my side effects of chemotherapy were dismissed or left untreated
because I wasn't able to adequately explain the effects to my doctor
over the phone.”
The lack of physical meetings and rapport may become a barrier to disclosure or
personalised care for some patients, as evidenced by one respondent who shared:

“No one is that interested in intersex people like me, so I rarely mention
it, big can of worms.”
Trans respondents also shared the impacts to their gender treatments as a result of the
pandemic which have caused them distress.

“I was referred for top surgery at the start of the pandemic, and that
has been put on hold which is a bit distressing.”

“T jabs are a nightmare to organise due to clinic restrictions.”
These experiences are reflected in preliminary findings from the TRANSCARECOVID-19 study
in Germany, Austria and Switzerland. The study reports that 15.4% of participants have had a
surgery cancelled due to the pandemic, 44.4% fear the pandemic will affect access to
hormones, 14% would avoid COVID-19 testing for fear of discrimination and 4.3% have
already done so.73

Smoking + Drinking + Drug Use
95% do not smoke

93% do not use recreational drugs

19% are drinking alcohol more often

Our survey shows very low rates of smoking and recreational drug use in LGBTIQ+ people
with cancer. One third of respondents do not drink alcohol. Of those who do drink, a third said
that the pandemic has had no effect on their rate of drinking however 19% reported an
increase in drinking related to the pandemic. 77% of respondents overall reported no concern
about their smoking, drinking or drug use and only 2% of respondents showed high levels of
concern about their intake.

It is encouraging to see low rates of smoking, drinking and recreational drug use in our data
as these behaviours are known to be higher in LGB people when compared to their
heterosexual peers.74, 75, 76, 77

In the UK, the rate of smoking in LGB people is 22.2% compared to 15.5% of heterosexuals.77

Around two thirds of cancer survivors who are smokers continue to smoke after their
diagnosis,78 although the cessation rate is more favourable for head and neck cancer
patients (50%).79 With these two factors in mind, 95% of respondents being non-smokers is
exceptionally low.

This may be in part mediated by age77 or positive health behaviours when facing cancer80 but
future surveys should explore this further by asking if people are ex-smokers and the date
and cause of cessation. Transgender smokers are also advised to quit at least three months
before starting hormones.81 Any information gathered on how or why smoking rates are so
low for LGBTIQ+ cancer patients may help inform positive health strategies to reduce
smoking in both the broader cancer and LGBTIQ+ communities.

Stress related to the COVID-19 pandemic has been linked to higher rates of alcohol use in the
general population, particularly for those between 21-40 years.82 In the LGBT community the
LGBT Foundation found that 18% are concerned about alcohol abuse or relapse at this time.47

Although 19% of our respondents reported an increase in drinking, only 3% of these said this
was “much more often” and only 2% reported a high level of concern about this.
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Mental Health
30% are concerned about their mental health

58% report a negative impact on mental health

The coronavirus pandemic is resulting in higher anxiety and depression and lower mental
wellbeing82, 83 that is increasing mental health helpline use in the general84 and LGBT
populations.47 Factors most highly associated with anxiety during lockdown include
loneliness, sex, disability and work being affected by the pandemic,85 all of which are relevant
to the respondents of our survey.

Although 58% of our respondents showed a reduction in mental health and wellbeing in
relation to the coronavirus only 16% reported the lowest possible rating. Responses showed
that trans and non-binary people averaged a lower mental health score than their cisgender
peers.

Periods of quarantine can create immediate and long-term mental health impacts. Particular
stressors include quarantine duration, infection fears, boredom, inadequate supplies,
inadequate information, financial loss and stigma.86 All of these stressors have been
identified in our survey and have the potential to create a “perfect storm” for mental health
issues.87 For those with pre-existing health conditions, including cancer, this effect is shown
to be more pronounced.88, 89

Extended quarantine can increase the likelihood of long-term psychological impact
manifesting as post traumatic stress, confusion, anger and a continuation in avoiding social
spaces or direct contact with others who show any sign of coughing or sneezing.86 It should
be noted that social distancing is in itself a small act of isolation72, 87 and consideration for
the complete amount of time a person has experienced shielding followed by strict social
distancing is important.

For patients with a history of mental illness, these symptoms associated with the pandemic
are likely to be more pronounced90 and result in longer term effects.65, 86 A long-term plan for
mental health recovery needs to be developed to support these patients as well as the
general population.87 As many as 70% of cancer patients in China reported needing mental
health support in relation to the pandemic.71 Likewise, when our respondents were asked
about what support they would need in the future, psychological and emotional support were
frequently mentioned:

“More specific cancer support. How to deal with not hearing from your
cancer team for long periods of time. Knowing when to report new
symptoms, etc.”

“Mental health support for increased anxiety about health during the
pandemic.”

“Thinking about cancer orientated longtime psychotherapeutic support
for a while, but there are no suitable offers.”

When asked if respondents would use LGBT specific support if it was available, 40% of
responses were favourable and a further 38% said that they “might use” such a service.

Any support that is developed should be as intersectional, inclusive and person centred as
possible. Our survey also revealed that many LGBTIQ+ people with cancer were also sources
of support for others during this time, which was placing additional strain on their mental
health.

“My separated parents each lean on me for support not eachother
because I am queer/single and don't have my own family and that has
been one of the hardest things to deal with is their increased needs.
Further being a single 50 year old queer has fewer positive role models
for living a fulfilling life, and limited social supports for people not
eligible for aged care or youth support.”
Interestingly, there were also a small cohort of respondents who discussed how autism had
affected their experiences of the pandemic and lockdown. Autism and being transgender or
non-binary are known to overlap91 and are related to anxiety and depression.92 Any future
developments of support should consider how to be inclusive of this group. Autistic
respondents were aware of the lack of support currently available to them and anticipated
this continuing to be an issue in adjusting to the end of lockdown. When asked an open
question about the support they might need as we come out of the pandemic, they
responded:

“Yes - in regards to my autism.”

“Theres no support for adults on the ASD spectrum”

“Support around re-entering the social world and the anxiety that will
come with moving out of shielding and the continued fear of catching
COVID. I fear this will be very tricky with my ASD”
Approaching this issue from a different angle, one respondent described autism as
advantageous in dealing with the lockdown period:

“Actually I’ve enjoyed lockdown. My son is diagnosed on the autism
spectrum and I think I might be similar. Not having to go out and
socialise has been very relaxing for me.”
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Limitations
Race + Ethnicity
While race is a social construct of physical differences, ethnicity is a complex characteristic
comprising of genetics, social constructs, culture and behaviours.96

This survey fails to capture the experiences of LGBTIQ+ people of colour with cancer. The
intersectional experience of their ethnicity, being LGBTIQ+ and being affected by cancer
cannot be overlooked. Our failure to recruit BAME respondents may be in part due to our
methods of using our pre-existing network of stakeholder relationships with cancer charities
and oncological healthcare colleagues to advertise the survey. Another limitation was the
inability to advertise the survey in physical spaces such as cancer centres due to their
closing or reduced services during the pandemic and other restrictions on visitors in hospital
grounds. Although we did contact BAME LGBT groups, we were not successful in recruiting
respondents. These limitations were also noted by an LGBT COVID research project in mental
health which advertised through similar methods in America.87 Research suggests that Black
cancer patients tend to derive support from their religion and church communities,97, 98, 99

therefore this may be a potential recruitment route for future surveys.

See appendix for further discussion.

Effective monitoring
A lack of representative data is a serious concern when evaluating the impact of the
pandemic. Inconsistent monitoring of at-risk groups makes it difficult to assess their physical
and mental health, accessing to therapy and well-being outcomes.100

Data that is collected is often an incomplete representation for the whole LGBTIQ+
community, particularly for the trans community.101 Although this may be due to
methodological or funding limitations, it is important that these experiences are captured as
they are often those most negatively affected by social and health disparities. Data about the
older transgender population is particularly vital as they are more likely to be vulnerable and
more frequently isolated.51 Oncology also needs to improve its ability to collect the
experiences of BAME responders102, 103 and extend this reach to BAME responders who
identify as LGBTIQ+.

American data shows us that LGBT people are often in service industry, frontline and key
worker roles.51 This has important implications during the coronavirus pandemic and similar
data needs to be collected for the LGBTIQ+ community in the UK. Stonewall provides
guidance on the importance and execution of effective monitoring to both the collectors of
the data and the respondents.104, 105
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Work + Finances
23% are worried about job loss or affected employment

18% are concerned about their finances

“How will I be able to work if classed as vulnerable?”
In line with those concerned about job loss, a quarter of our respondents reported drastic
changes to their employment and 2.7% are at risk of homelessness.

Work can be a potentially hostile environment for LGBT people23, 93 with trans people less
likely to find secure paid work.93, 52 In addition, patients fighting cancer are often subject to
costs related to their health or other forms of negative financial impact related to their
disease or ability to work. This is known as financial toxicity. The issue of work is important
when considering the effect of prolonged shielding measures on cancer patients at this time.

“It has affected my uni teaching. They’ve announced that its opening in
September but I am unsure on whether I will be allowed to go back that
early on.”
Financial insecurity may create new barriers to healthcare such as not being able to afford
mental health support87 or the inability to afford adequate PPE to be able to safely and
securely leave the home. Likewise, poor finances may result in digital poverty that may
exclude a person from being able to access support services that have taken their work
online in response to the pandemic.2, 55

Economic disadvantage is strongly associated with risk factors for disease severity including
obesity, asthma, diabetes, hypertension and cardio-metabolic complications,94 all of which
are known risk factors for COVID-19 mortality.

There has been a sharp rise in people claiming out of work benefits due to the pandemic,95

therefore we must be mindful of the barriers to employment already faced by LGBTIQ+
people who are seriously and/or chronically ill with cancer as the post-COVID-19 job market
becomes more competitive.

“As an american here in the UK on a working visa with no work, I am
using retirement funds that I had not planned to use. These funds will
now not last as long. I will run out of money much sooner.”
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Anticipating Additional Lockdown(s)
It is important to reflect on the lessons learned from the first lockdown so we can identify
strategies to support LGBTIQ+ cancer patients through any additional periods of shielding.

Currently, there is an unclear picture around the length of time antibodies remain detectable
in the body.106 The issue of antibody strength and longevity primarily applies to exposure as a
form of immunity as any vaccine would be developed from patients with a strong antibody
response to the virus.107 Yet, without a vaccine there are serious long-term implications for
those who have been categorised as high risk during the pandemic. Asymptomatic cases
also present a high risk of a “silent spread” where potentially 40-45% of these cases are able
to transmit the virus to another person.108 Mass testing must be carried out to help control
this problem, but this is limited by the accuracy of tests, sample collection and capacity.108

Therefore, social distancing measures are pivotal in controlling the spread of the virus. The
National Police Chiefs’ Council (NPCC) reports a low rate social-distance violation, 3 fines
per 10,000 people in England and 6 per 10,000 in Wales, but this only accounts for instances
that resulted in penalty action.109 Many cases have not been issued with a fine as seen in the
overcrowding of England’s south coast beaches and the situation in Humberside where 900
reports to police were made a day.110 Police attribute high rates of community reporting to
the “wooly rules” set by the government,110 and public surveys seem to support this with only
14% of the population fully understanding current lockdown guidance.111 Although appeals to
altruism are considered beneficial in encouraging people to follow social distancing
guidance, they need to be accompanied by clear rationale and protocols.86

Strict compliance with social distancing guidelines has seen a reduction in the UK since the
onset of the pandemic. “Complete compliance” appears to be related to age as those under
30 are the least compliant (20-30%) and those over 60 are the most compliant (50-55%).
“Complete compliance” is also lower in high income households, in England, in urban areas
and in adults living with children.111 As this pandemic continues and government guidance
regularly changes to navigate “hotspots” of infection, it is important to monitor
noncompliance and appreciate the psychological impact this has on those most at risk.
Evidence of the public ignoring health guidance through social gatherings and “anti-mask
activism” will be psychologically distressing to LGBTIQ+ people affected by cancer and will
likely affect confidence in the safety of exiting shielding and lockdown.

High levels of anxiety related to social spaces and interactions are seen after extended
periods of quarantine or shielding.86 If these anxious avoidant behaviours continue they not
only create additional mental stress but also have a potential to extend the minor effects of
isolation.72 Mental health support is required to help manage these effects87 and
consideration should be given for the cumulative strain of shielding followed by social
distancing and any potential return to lockdown or shielding. This is especially important for
those LGBTIQ+ cancer respondents who are reporting unsafe home environments, financial
and employment impacts, mental health strain and and other reductions in quality of life
markers.

Support that is community aware should be developed for LGBTIQ+ cancer patients with
contingent strategies for any potential further lockdowns. Embracing modern technologies to
provide these services may be key in combating feelings of isolation.65 Providing sufficient
medical resources with up to date and accurate information can also be beneficial forms of
preparation for and during lockdown.88 Failure to prepare will leave LGBTIQ+ cancer patients
open to the same risk of psychological harm as the first lockdown with the potential for
poorer outcomes as previous symptoms remain unaddressed and the pandemic continues to
develop.

Suggested Actions
In order to best support LGBTIQ+ people with cancer moving forwards, we recommend the
following actions to any existing or emerging services:

• Improved monitoring of service users or patients that is LGBTIQ+ inclusive

• Existing cancer services should expect and be prepared for LGBTIQ+ patients to access
their services

• The use of an intersectional model to best support those most at risk or with community
specific considerations

• Any LGBTIQ+ orientated work should be community led or co-designed

• Development of long term psychotherapeutic support options to help cancer patients
through and out of the pandemic

• Consideration for people with pre-existing mental health diagnoses through immediate
and clear signposting of where they can access appropriate mental health support

• Development of COVID-free social spaces or events in order to aid transition out of
shielding for those who are struggling to reintegrate into society

• Employment rights charities and organisations should be prepared to support LGBTIQ+
people with cancer returning to work and requesting reasonable adjustments or seeking
permission to continue working from home

• Guidance on how to prepare for additional lockdowns or shielding, including advice on
accessing or storing medication, food and where to fund reliable, up-to-date information

• Identify clear communication channels for patients to contact their cancer teams

• Confidence and relationship building in virtual appointments that allow patients to share
symptoms or personal issues and feel heard

• Any tumour specific guidance that deviates from government advice should be explained
clearly to help patients understand any discrepancy

• Maximise use of social media engagement to encourage connection and shared activities
between cancer patients who are isolated by shielding or social distancing
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Increased levels of racial abuse, hate crime and hate speech has been reported during the
coronavirus pandemic.119 This aligns with evidence of spikes of increased hate crime during
and after other key events including the EU referendum and the terrorist attacks in 2017.100

This has worrying implications for the increasing number of LGBT-phobic hate crimes seen
before the pandemic120 and the potential for them to increase in the current climate as
evidenced by LGBT Foundation survey respondents.47 It is important to be robustly
intersectional in our monitoring of hate crimes against queer people of colour.

Distrust and fear are another barrier to healthcare leading to untreated issues and poorly
managed chronic conditions.121 These negative outcomes will have a further impact on
COVID-19 mortality risk for BAME populations. Healthcare avoidance in LGBT populations is
a frequent finding21 so we must be vigilant for any compound effects of healthcare avoidance
from LGBTIQ+ people of colour, especially as delays to presentation of cancer can seriously
affect outcomes or mortality.41

A greater need for support for front line workers of colour is also a pressing topic, particularly
in the NHS.100 In the UK, we see 20.8% of the NHS workforce are from BAME backgrounds,
10% of which are Asian and 6.1% are Black. This is above the average amount of working age
BAME people in the country (14.4%).122 For those communities who are most at risk but also
on the frontline, this may lead to additional stress and trauma.123, 124 Workplace discrimination
based on race has been identified within the NHS and there are concerns that these may
preclude further maltreatment or lack of safe practice for BAME staff.123

In America this concern extends to BAME frontline staff who are also LGBT.2, 51 Unfortunately,
the UK Government does not publish sexual orientation demographics for the NHS workforce
making it difficult to appreciate who is at this particularly high-risk intersection of COVID-19
impact in the UK. However, a staff survey of 569,440 NHS staff (48% response rate of 1.1
million survey invites125) showed that 3.3% of the workforce reported being gay lesbian or
bisexual and 6.6% preferred not to say.101 This rate is higher than the UK population average
for LGB people (2.3%) and a marked increase over the prefer not say response rate (2.5%).117

45.5% of these LGBT NHS survey respondents said that they had experienced discrimination
related to their sexuality101 so attention should be given to the potential for COVID-19 to
exacerbate these issues as per those with race123 and the potential for compound
discrimination against the LGBT BAME workforce.

Racial inequality in the NHS workplace combined with the stress of the pandemic may have
the potential to result in under reporting of unsafe or unsatisfactory work conditions for fears
of job security or discrimination.123 Levels of financial instability at this time may become
barriers to accessing social and mental health support that is community specific.2, 52, 53 It
may also impact the ability to afford personal protective equipment (PPE) which is now
required in some public settings, although some Black men face the additional fear of
wearing a mask due to negative public perception of Black men covering their faces.126

It is important that all of these issues are explored and understood to protect those who sit
at the intersections of these disadvantages during the pandemic. We know that older Black
men are 2-3 times more likely to develop prostate cancer than White men127, 128, 129 and also be
at risk of hypertension or being obese.127 We also know that barriers to screening and other
inequalities in healthcare can lead to greater risk or mortality129, 130, 131, 132, 133 and there are
campaigns to address this.134
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Further Discussion
Race + Ethnicity
We know that racial differences in outcomes exist in almost all cancers103, 112 and that Black
people self-report poorer experiences in oncological care.102 The cancer patients experience
survey (CPES) highlights particular areas of concern including delays in diagnosis and
referrals, information provision, interactions with healthcare professionals and access to help
and support.102, 103 We must consider how Black and other minority ethnic cancer patients
may be impacted by COVID-19 to attempt to protect these factors from further decline.

International and UK data shows that BAME groups are at increased risk of infection and
death from COVID-19. In the UK, NHS data shows the highest risk for Black Caribbeans
followed by Bangladeshi, Pakistani and Indian communities,113 even when adjusted for by
location.114

Early reports showed that Black males in England and Wales were up to 4.2 times more likely
to die from COVID-19 than White males, however this disparity has reduced with more recent
data to a rate of 2.9 times as likely.94, 113 Bangladeshi communities are twice as likely to die
from COVID-19.50, 94, 113 White people have the lowest mortality risk across all ethnicities. This
has been partly attributed to pre-existing health conditions such as hypertension and
diabetes common in Black and South Asian communities.94, 115 The importance of culturally
appropriate positive health messages and preventive behaviour strategies is already
understood to be paramount as we move forward through the pandemic and beyond.94, 116

These approaches must consider the minority stress on these at risk communities and the
fundamental differences in resources that prohibit them from pursuing good health,
preventive medicine and disease management.

When controlling for age as a driving factor and focussing solely on data from 20 to 64 years
old, we still see concerning rates of mortality by ethnicity. The mortality risk in this age
bracket when compared to White people is 80% higher in Bangladeshi communities, 50%
higher in “Black Other” and Pakistani and 30% higher in Black Carribean.50 The reliability of
this racial disparity shows there may be additional socioeconomic or housing factors
affecting these communities, their health and potential exposure to the virus compared to
their White peers.50

Minority ethnic groups are more likely to live in London and other highly populated urban
areas.113 We know this is also true for LGBT people, with London being home to the largest
proportion of LGBT residents.117 Therefore, we must remember that LGBTIQ+ people of
colour will be living in these conditions and may also be subject to compound effects related
to housing and socioeconomic variables.

Around 2% of White British households experience overcrowding, compared to 30% of
Bangladeshi households. Even when controlled for socioeconomic status, age, most regions,
being a renter or homeowner and income bands, White British households were less likely to
be overcrowded than those from all other ethnic groups combined.118 This may pose an
immediate challenge for those with cancer needing to isolate or shield during the pandemic
and may cause additional stress for LGBTIQ+ cancer patients in unsupportive households.
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Smoking is more common in men than women in the UK (15.9% men, 12.5% women77) and
globally (34% men, 6% women142). Higher rates of smoking are also seen:

• in gay and lesbian smokers (22.2%) compared to heterosexual smokers (15.5%)77

• in trans smokers (35.5%) compared to cisgender smokers (20.7%)143

• in trans men compared to trans women144

• in socioeconomic variables such as housing: social (29.8%) and private (22.2%) renters
compared to homeowners (7.9%)77

• by ethnicity with the highest rate in mixed ethnicity groups, but large differences also in
Asian (13.9% in men and 2.9% in women), Chinese (12.6% in men and 4.0% in women)
and Black (12.9% in men and 6.9% in women) communities.77

The potential risk of masculine socialisation for smoking must be considered alongside
these other listed factors. Any cessation strategies should be transgender community
appropriate143, 144, 145 and backed by the government to assess efficacy and outcomes.146

Due to higher rates of smoking in men, passive smoking in male coded social spaces may
also pose a health risk. Secondary smoke may increase risk for COVID-19 severity,141

cancer147, 148 and heart disease,149, 150 a known high risk factor for COVID-19. This may also
apply to the overcrowding seen in minority and low socioeconomic status households118.
Likewise, this may also pose a risk in LGBTIQ+ social spaces due to the community’s higher
rate of smoking.

Data also shows that men are less likely to wear masks or other PPE to protect themselves
and others from COVID-19 and are more likely to falsely believe that they are at a lesser risk
of contracting the virus than women.151 Reasons given for mask avoidance include the
beliefs that they are “shameful, not cool, a sign of weakness, and a stigma”.151 Young men
have also been shown to ignore lockdown rules at a greater rate with 50% of 19-24 breaking
social distancing guidance compared to 25% of young women.152 Men under 45 made up
75% of the fixed penalty notices issued by police relating to the coronavirus for breaching
public health regulations of which 57% were issued to 18-34 year olds.

These effects of gender may apply to both cisgender men and transmasculine people
therefore it is important that trans and non-binary representation is included in any health
messages or preventive health guidance aimed at men related to the coronavirus. Guidance
should also be clear about the foundation and science behind its content and its use of sex
and gender. This is so that trans people can accurately understand their relation to the
message and mediate their risk with appropriate preventive behaviour. This is relevant to
those with cancer and those without.

Although prostate cancer is not more prevalent in men who sleep with men,135 we do know
that it has additional impacts post treatment sexually,135, 136 mentally137, 138 and in support.135

As the pandemic places strain on the cancer system, it is imperative we do not lose sight of
those affected at multiple levels and find a way to support them with an intersectional
approach to their care.

Gender
“Although sex and gender are often used interchangeably, they have separate meanings. Sex
refers to the underlying biological profile of a person. It influences a range of bodily
responses that are important in tackling infection or disease. Gender refers to the roles,
behaviours, activities and attributes that any given society considers appropriate for men,
women, and people with non-binary identities. Gender determines what is expected, valued or
allowed in the behaviour of men and women.”139

Men have been identified as being at particular risk for COVID-19.113 A similar gender
weighting of severe infection has been seen in other zoonotic coronaviruses such as SARS
and MERS.139 This factor has been consistent in each race group.50 It is important to
understand the cause of this difference so that any guidance produced can be clear and
accessible for trans and non-binary people.

Should the effect be due to genetics and chromosomal differences116 whereby cisgender
women receive greater immunity due to their XX chromosomes,140 then we should consider
how this would be expressed in any gendered public health messages or national reporting
of sex or gender differences in COVID-19 risk or mortality. It is important that any discussion
of sex differences are evidenced, clear and inclusive of trans and non-binary people or those
with differences in sex development (DSD).

Socially based determinants of the COVID-19 gender difference have been attributed to
observed behavioural differences between men and women. Poor hand washing and hygiene
in men may be a factor,116 but a more evidenced approach is the disparity in smoking
between genders and how this could affect COVID-19 outcomes.141 Although our data
showed that LGBTIQ+ people with an experience of cancer had low smoking rates, best
practice and preventive strategies should be sought for those in our community at
particularly high risk of smoking and developing cancer.
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Additional Quotes
Isolation + Loneliness
“The lockdown has closed down great places to meet, and killed the income of many in the
arts.”

“Not me but the sauna has been closed.”

“Feeling lonely sometimes.”

“I am missing my partner.”

“Having a smaller support system and a lack of familial support has been difficult to manage
in coronavirus and I'm reliant on friends who are just trying to cope with it all too.”

“Going thru a recent breakup and suffering with depression thats worsened since pandemic,
difficult not to stay isolated which likely is making my depression worse.”

“I've been fairly asexual since having hormone therapy, and since my partner passed, there's
no use for me to try to be 'intimate' or 'try for a more intimate relationship' (albeit, via social
distancing - obviously), as being mainly asexual means that there is less of a chance to have
an intimate (albeit, socially distanced) relationship; thus, I'm more lonely at that level; there's
no used to wishing, as most people don't understand asexuality). I'm still attracted to men
(mainly bears), but as any form of sex is no longer an option, that adds to the loneliness, as
well as a sense of "why bother any more".”

“Only missing my family and craving contact and normality.”

“Terminally lonely. No cure for that. I don't relate to ppl much. Keep to myself. I'm pretty down
& no support from so-called partner who is a male.”

“Isolation, in that I have not had the ability to have other guys over at my home due to 6 foot
spacing.”

“Being with partner who lives interstate, international and interstate travel cancellations for
bucketlist”

“Support for widows and widowers who've lost their soul-mate.”

Physical health
“Mammogram was cancelled, so I'm a little worried in case there is something wrong.”

“Small anxiety - it would be good to have clarity and confirmation that I am still clear.”

“Some anxiety that PSA may continue to increase.”

“Harder to secure healthy fresh food at the start of the lockdown, was concerned about
having enough medication when we had to isolate for 14 days due to symptoms”

“As a vulnerable (on the UK list) i was hoping to get food delivery help, but the question "do
you have food for 2 days" was always yes so i did not get help.”

“Tele consultation much easier to get to than in-person - but a little less satisfying.”

“Not being able to have my bloodwork taken due to phone appointments means I don't really
know how my disease is progressing. My specialist told me that he thought my cancer type
did not put me at higher risk with COVID, but my treatment might. Then the government
letters told me I was in the highest risk category. I’ve ended up shielding to be safe, but not
sure if I’m suffering through isolation for no reason.”

“Feel uncomfortable about lack of personal visits to health professionals - telephone
consultation not a good substitute.”

“Uncertainty - via phonecall the oncologist told me it was not necessary for me to shield, but
official letters say otherwise. Concerning and upsetting to have to explain this regularly, and
the move to phone appointment with oncologist meant that I haven't been able to be
examined for a physical symptom.”

“Consultations took place over the phone. CT scan delayed.”

“Having to use public transportation to get from home to treatment is my worst issue.”

“Radiotherapy was cancelled in favour of more invasive surgery (bilateral mastectomy) to
avoid risk of repeated hospital visits. This change has been very emotional and difficult to
accept. Many appointments have been switched to over the phone, which is not ideal as it is
sometimes difficult to communicate physical symptoms in a way that will allow diagnosis
and treatment. Several of my side effects of chemotherapy were dismissed or left untreated
because I wasn't able to adequately explain the effects to my doctor over the phone.”

“Left in limbo mostly, little is followed up”

“My hip replacement operation was cancelled.”

“Anxiety about extent to which a formerly compromised immune system due to chemo might
increase risk of C-19.”

“Lack of treatment.. Lack of communication.. Lack of care.”

“Surgery appointment with local doctors, no information on how you can contact them, so for
me I’ve been sending pictures then waiting for results.”
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Mental Health
“Depression, mental-limbo, reduced mobility.”

“There is limited support available to LGBT+ people during this time, which has only
worsened during the pandemic. I can only imagine how challenging this time must be for
trans people in our community.”

“A lot, i have difficulty with change in plans and just change in general and specifically with
cancer treatment etc.”

““Lots, fear of things, ability to cope, lack of connection, uncertainty and misinformation
about cancer treatment, lots of other things.”

“Regular/constant low grade anxiety and uncertainty.”

“The hardest challenge for me was the impact of supporting others, my parents, and work
colleagues while being completely isolated, living alone with no partner, family or even
flatmates. Being exhausted from providing support to others and having no emotional energy
left to reach out for my own social support needs with friends. As someone who works for a
major LGBTI support service, I can't use that service because I work there. Who helps the
helper with LGBTI peer support?”

“Having to support my wife who is struggling with covid restrictions while still trying to heal
my mind.”

Work + Finances
“I was due to go back to work after surgery but covid has delayed this.”

“I have lost my job.”

“As I manage support services and have responsibility for some income generation, I am
more busy with less staff”

“Caring responsibilities and the need to WFH around them has extended my working hours.”

“I had been applying for university jobs with a UK Tier 1 Exceptional Talent job and now there
are no jobs so I am using retirement funds to live.”

“I am working temp as reception, unable to find work in professional role.”

“I've been less productive in my opinion.”

“Job has not been in touch or offered support.”

“Restricted my ability to work as a patient advocate and other charity/community work.”

“It has affected my uni teaching. They’ve announced that its opening in September but I am
unsure on whether I will be allowed to go back that early on.”

“No jobs to apply for.”
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Support Needs
Work + Finances

“Would benefit from more support at work (I work in healthcare).”

“Legal support or job advocacy.”

Physical Health

“More awareness of trans people’s rights in health teams.”

“Public health policies created to protect everyone.”

“Clear details on who to contact, and expectations of how and when they will get back to
me.”

“Better information liasing between healthcare and community and more peer support
options.”

“More Information to be passed down the line.”

“Face to face appointments to replace those that have been moved to phone appointments -
so that I can by physically examined by oncologist.”

“Ability to exercise and remain as fit as I was, weight gain.”

“More talk , updates , and actually be told what the plans are and who I can contact”

Mental Health

“Not now but could do if next appointment is not positive.”

“Safe talking space.”

“Somewhere to be me.”

“Much more counselling like weekly or more and more contact with queer community and
peers and more support from current health care team.”

“Mental health support for increased anxiety about health during the pandemic.”

“Emotional Depression for both prostate cancer and testing positive for the coronavirus”

“Mental health and re-socialising.”

“Yes more extensive support, can't cope on my own.”

“Psychological support including for my partner who has had kidney failure during COVID
19.”

“Support for compassion fatigue.”

“Support around re-entering the social world and the anxiety that will come with moving out
of shielding and the continued fear of catching COVID. I fear this will be very tricky with my
ASD.”

“Group therapy.”

“Mental health and re-socialising.”
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Ace
An umbrella term to include variations in an absence of sexual or romantic interest, including
the experiences of asexual, aromantic, demi-sexual, demiromantics and grey-As.

Agender
A lived experience that does not relate to gender.

Assigned Female at Birth (AFAB)
Any person who’s sex assignment at birth resulted in a declaration of "female”.

Assigned Male at Birth (AMAB)
Any person who’s sex assignment at birth resulted in a declaration of "male”.

Asexual
An absence of sexual attractions, feelings or desires.

Autistic Spectrum Disorder (ASD)
A term used to describe a number of symptoms and behaviours which affect the way in
which a person understands and reacts to the world around them. It is an umbrella term
which includes autism, Asperger syndrome and pervasive developmental disorders.

BAME
Initialisation referring to Black, Asian and Minority Ethnic communities. Also used as an
acronym.

Biphobia
Prejudice, discrimination, fear or dislike towards someone that is bisexual based on their
identity

Cancer Patient Experience Survey (CPES)
A national survey commissioned and managed by NHS England and overseen by a national
Cancer Patient Experience Advisory Group.

Cisgender
A person whose gender identity matches the sex they were assigned at birth.

COVID-19
The disease caused by this new strain of coronavirus. 'CO' stands for corona, 'VI' for virus,
and 'D' for disease. Formerly, this disease was referred to as '2019 novel coronavirus' or
'2019-nCoV.'

Differences in Sex Development (DSD)
A group of rare conditions involving genes, hormones and reproductive organs that result in a
sex development that is different to most other people's. Often used as the clinical term for
intersex.

Digital poverty
The lack of sufficient information or communication technologies.

Ethnicity
A complex characteristic comprising of genetics, social constructs, culture and behaviours.

Financial toxicity
The problems a cancer patient has related to the cost of treatment. Can also refer to
additional impacts of cancer on financial stability such as the ability to work.

Gay / Homosexual
A general label for same sex attraction. Most commonly used with men who are exclusively
or preferentially attracted to other men in an emotional, sexual and/or physical manner.

Genderfluid
A person who does not have a fixed sense of gender.

Heterosexual
A person who is romantically or sexually attracted to someone of a different gender.

Homophobia
Prejudice, discrimination, fear or dislike towards someone that is homosexual based on their
identity

Gender
The roles, behaviours, activities and attributes that any given society considers appropriate
for men, women, and people with non-binary identities.

Gender Dysphoria
The discomfort felt between one’s gender and sex assigned at birth.

HCP
Healthcare provider

Intersectionality
Theory introduced by Prof. Kimberlé Crenshaw to describe how multiple facets of a person’s
identity can combine to make unique forms of oppression and discrimination.

Intersex
Intersex is a general term used for a variety of instances in which a person is born with
reproductive or sexual characteristics that do not fit the typical definitions of female or male.

Lesbian
A woman who is exclusively or preferentially attracted to other women in an emotional,
sexual and/or physical manner.

LGB
Initialisation of Lesbian, Gay and Bisexual.

LGBTIQ+
Initialisation of Lesbian, Gay, Bisexual, Transgender, Intersex, Queer and others.

LGBT
Initialisation of Lesbian, Gay, Bisexual and Trans
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LGBT-phobia
Prejudice, discrimination, fear or dislike towards someone that is LGBT based on their
identity

LGBT Action Plan
A document of over 75 commitments from the UK Government published in 2018 that sets
out to improve the lives of LGBT people.

Men who have Sex with Men (MSM)
A term for any man who has sex with men to include homosexual, bisexual, pansexual and
those who do not identify as being LGBTIQ+

MERS
Middle East Respiratory Syndrome. A viral respiratory illness that was first reported in Saudi
Arabia in 2012.

Non-Binary
A term for people who do not identify with the discrete categories of male and female.

Pansexual
A person whose attraction to others is not constrained by sex or gender.

PPE
Personal protective equipment. It can include items such as safety helmets, gloves, eye
protection, high-visibility clothing, safety footwear and safety harnesses. It also includes
respiratory protective equipment (RPE).

PSA
Prostate-specific antigen. A protein made by the prostate gland and found in the blood. PSA
blood levels may be higher than normal in men who have prostate cancer.

Queer
An umbrella term for people in the LGBTIQ+ spectrum. It also refers to a mode of critical
theory and political discourse and is a reclamation of a previous slur.

Race
A social construct that groups people based on physical features or differences.

SARS
A severe respiratory illness that is caused by a coronavirus. It is an infectious disease with
symptoms including fever and cough and in some cases progressing to pneumonia and
respiratory failure.

SARS-CoV-2
Severe acute respiratory syndrome coronavirus 2 is the strain of coronavirus that causes
COVID-19.

Sex
The underlying biological profile of a person. It influences a range of bodily responses that
are important in tackling infection or disease.

Sexual Orientation
A person’s sexual feelings towards certain genders. Activity does not equate orientation as
some people will have same-gender sexual activity for various reasons and not classify
themselves as LGB+.

Sexuality
A term referring to someone’s sexual attractions, behaviours, kinks and desires. Sexuality is a
term broader than sexual orientation to encompass a sense of what a person enjoys and
whom with.

Trans Man
A man who was assigned female at birth.

Trans Woman
A woman who was assigned male at birth.

Transfeminine
A person who was assigned male at birth but whose gender identity is more female than
male.

Transmasculine
A person who was assigned female at birth but whose gender identity is more male than
female.

Transgender
An umbrella term for a person who’s gender identity differs from the one they were assigned
at birth.

Transphobia
Prejudice, discrimination, fear or dislike towards someone that is transgender based on their
identity

UKCCMP
UK Cancer Coronavirus Monitoring Project

Women who have sex with Women (WSW)
A term for any woman who has sex with women to include homosexual, bisexual, pansexual
and those who do not identify as being LGBTIQ+

Zoonotic
A type of disease that passes from an animal or insect to a human.
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