Appendix A: Health state vignettes
Health state: Screened; cytology normal (S1)
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Health state: HPV vaccination (S2)
[image: ]


Health state: HPV positive, endoscopy normal (S3)
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Health state: Oral warts (S4)
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 Health state: High grade cytology with histologically-confirmed Grade II/III oral intraepithelial neoplasia (S5)
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[bookmark: _GoBack]	Health state: Early stage invasive throat cancer (S6)	
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treatment, Rachel still experiences pain and irritation from the
procedure. Rachel is worried that the warts may come back.

Rachel is very comfortable with her doctor, who works at
Rachel's ACCHO. However, she does not feel comfortable
communicating with her family about her HPV status and oral
warts. There are some important cultural ceremonies taking
place on Rachel’s country, and she feels that she shouldn't take
part in them. This makes her feel a lttle socially isolated. She is
reassured that the treatment prognosis is reasonably good, but
even if it wasn't, Rachel accepts that we all have to be unwell
'sometimes.

After a couple of weeks Rachel comes back for a follow-up visit.
The doctor tells her that all the warts have been removed
successfully. On occasions, Rachel worries about the warts
returning, but this does not influence her everyday life. She
becomes less worried about this as time passes.
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Max has a screening test for throat cancer. He feels a little
nervous. He also feels some discomfort having the procedure.
While waiting for his results over the next couple of weeks, Max
is a little anxious. However, he is able to carry out his usual
activities and has no difficulty sleeping.

After a couple of weeks, Max's doctor tells him that he has a
high grade abnormality and recommends an endoscopy and
biopsy. Max is more anxious than usual and has difficulty
sleeping. He is worried that he might have cancer. During the
procedure there is some stinging and bleeding which lasts for 3
to 4 days after.

After a week, Max’s doctor tells him that the changes in the
cells are not cancer but that he does need to have treatment to
reduce the chance of getting cancer. Even though Max knows
he does not have cancer, he still feels very anxious and worried.

Max’s treatment uses a local anaesthetic. The procedure
involves taking the abnormal cells out of the throat. It is quite
uncomfortable. He is restricted in his usual activities over the
next few weeks and may experience bleeding over that time.
Max will need to come back in 4-6 months later for a follow-up
endoscopy and test for throat cancer.

Max travelled with one family member to Adelaide. He
experienced racism in his interactions with Adelaide-based
hospital staff when undergoing his biopsy and endoscopy. This
made him feel disempowered and vulnerable. Because he was
not on his country, he felt that was not able to take control of
the situation. He had lost a cousin to cancer in recent months,
and had a fatalistic sense that he was going to die as well. He
did not want to go back to Adelaide for another check-up in 12
months.
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Mary is in her mid to late 40s. She is experiencing pain in her
mouth and throat that won't go away. She also has trouble
swallowing and trouble opening her mouth fully. After a while,
Mary decides to see her doctor.

Mary's doctor recommends that she has a screening test for
throat cancer. Mary feels a lttle nervous. She also feels some
discomfort having the procedure. While waiting for her results
over the next couple of weeks, Mary is a little anxious.
However, she is able to carry out her usual activities and has no
difficulty sleeping.

After a couple of weeks, Mary's doctor tells her that she has a
high grade abnormality and recommends an endoscopy and
biopsy. Mary is more anxious than usual and has difficulty
sleeping. She is worried that she might have cancer. During the
procedure there is some stinging and bleeding which lasts for 3
to 4 days after.

After a week, the doctor tells Mary that she has early stage
invasive throat cancer. Mary is told that she needs to have a
part of her mouth and throat removed to prevent the cancer
from spreading. This is a major operation and Mary will need to
stay in hospital for over a week. After hearing the news, Mary
becomes more anxious and worried. She continues to have
difficulty sleeping and starts to feel unhappy and thinks of
herself as being worthless.

After being discharged from hospital, Mary occassionally
experiences some pain and discomfort from the procedure. She
feels tired more quickly and is less able to carry out normal
physical activities for a month or so. She continues to worry
about whether the cancer will come back and feels unhappy on
days, although she feels this way less often as time passes.

Mary experienced racism from some of the nurses and some of
the doctors during her hospital stay. She felt angry that she
didn't have the words to fight back and demand her rights.
Although some of Mary’s family were able to be with her, there
were some important community events in her home town, so
they couldn’t stay with her full visit. She missed her country.
The previous week two of her nieces had been removed by
Families SA and placed in state care; this caused a lot of sadness
and grief to Mary. Mary did not want to experience the hospital
environment again, did not want to leave her family and did not
want to leave her country. She made the decision that she
would not have further treatment. She knew that she would
probably die, but she felt comfortable with that.
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Roger has a screening test for throat cancer. He feels a little
nervous. He also feels some discomfort having the procedure.
While waiting for his results over the next couple of weeks,
Roger s a little anxious. He feels comfortable going to his local
Aboriginal Community-Controlled Health Organisation and he is
happy that he doesn'’t have to leave behind his family or his
country. He has recently lost a brother and feels worried of the
impact his screening will have on other family members.
However, he has a strong spiritual belief that what will be, will
be and this gives him some comfort. He is able to carry out his
usual activities and has no difficulty sleeping.

After a couple of weeks, Roger's doctor tells him that his test
results have come back normal. His doctor recommends that he
‘comes back for a routine test in a few years’ time.
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Emily has a needle injection in her arm with a vaccine to protect
her against HPV infection. The HPV vaccine will not fully protect
Emily if she is already infected with one or more of the HPV.
strains included in the vaccine.

Emily will need to have three injections to be fully protected
against future infections. The injections will take place over 6
months.

Each time Emily has an injection there is a short sharp pain
followed by a small amount of swelling and a dull ache in her
arm. It hurts a little to move the arm after the injection.

Emily also feels slightly anxious and a lttle nervous before each
injection. After the injection she does not engage in phsyical
activity for a few days to avoid aggravating the pain i her arm.
She has been able to receive the vaccine at her Aboriginal
Community-Controlled Health Organisation and feels good that
she doesn't need to travel away from her family or her country.
She knows that HPV is linked with cancer and feels anxious
because there has been a lot of death in her community in the
last few months. She accepts that being unwell happens in life
sometimes, but it doesn't stop her feeling worried.
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Sam has a screening test for throat cancer. He feels a little
nervous. He also feels some discomfort having the procedure.
While waiting for his results over the next couple of weeks, Sam
is a little anxious. However, he is able to carry out his usual
activities and has no difficulty sleeping.

Sam's results come back positive for HPV infection, but there
are no abnormal cells. Sam'’s doctor reccomends that he have
an endoscopy. He is a bit shocked and embarrassed about his
HPV positive test result. His relationship with his partner is a
little more difficult over the course of the next couple of
months.

Sam had to travel to Adelaide for the endoscopy and felt
confused and ridiculed in his exchanges with the hospital staff.
He was not able to travel with another family member,
although he did receive a travel allowance which meant he was
not finacially out of pocket. He did not like being away from his
country, but was grateful that he was only gone for one night.
He does not feel he can share his experiences with family, but
finds someone at his local ACCHO he can talk with. Although he
is a little worried that he needs to return in 12 months, he feels
comfortable that it is not in his power to change.

After the endoscopy, Sam’s doctor tells him that everything
looks normal. Sam will need to come back in 12 months for
another test for throat cancer.
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Rachel has noticed some lumps growing around her mouth.
They look a bit like small cauliflowers. These lumps are firm and
do not feel itchy or painful. She is very concerned and is
embarrassed to tell anyone. She decides to see her doctor.

Rachel's doctor performs a physical examination around the
affected area. The examination involves looking around the
mouth, tongue, roof of the mouth and back of the throat. The
examination takes about 10 minutes. She feels nervous and
uncomfortable during the examination.

After the examination, Rachel's doctor tells her that she has
oral warts caused by HPV. The doctor tells her that this is a very
common disease and that it usually causes no harm.

Her doctor gives her the choice of either treatment or no
treatment. If left untreated, the warts resolve spontaneously
over a period of time. The HPV may also clear over a period of
‘weeks to years. Treatment involves removal of the warts but
does not eliminate the virus. The warts may also come back.
This will mean that Rachel will need to re-treat the area.

After hearing the doctor, Rachel is relieved a little, but decides
to get the warts removed with cryotherapy. She feels nervous
and experiences some pain during the procedure. After
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