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CACACA June 2023 Finance Report

May Balance £ 32,842.59
June Income £ 5,211.26
June Expenses £ 44.44
June Balance £ 38,009.41

Patient's Story Not a disaster

In recent years, | coughed in the winter & recovered after taking
cough syrups for month. In 2022, in HK, I coughed with white phlegm
& bloody nasal discharge. In March, before my retirement, my cough
worsened. My 4 pockets were full of tissues to catch the white
phlegm. Due to the pandemic, | found it very difficult to cough up the
phlegm on public transport without removing the mask. Most GPs
only tested for C-19, & | always tested -ve. Booking appointments at
government hospitals was hard & they only tested for C-19 &
prescribed cough syrups. That evening, | coughed badly so I searched
online for an available GP. | went immediately & was prescribed
antibiotics for bronchitis. | initially felt better but then my cough
worsened. | consulted a TCM & took 6 doses of Chinese medicine but
in vain. | turned to the same GP; a chest X-ray in April revealed
shadows in my Rt upper lobe. Following the advice, | directly
attended P Hospital A&E. The doctor commented shadows was quite
common for the elderly, but upon the GP’s request, I was referred to
the Chest Clinic. The waiting time was long, so | paid for a CT scan
on 21/4 which showed a tumour, leaving my whole family at a loss.
Another paid PET scan on 27/4 confirmed the lung cancer had spread
to both lungs, collarbones, mediastinal lymph nodes & the brain. Then
a brain MRI revealed 1 large & 4 small tumours. My wife registered
me online at W Hospital's Urgent Chest Clinic on 4/5. On 10/5, the
LNs near my Rt collarbone were biopsied, confirming “Stage IV non-
small cell lung adenocarcinoma.” Originally, a bronchoscopy was
offered for biopsy, but the tumour was located close to the trachea. |
also refused it due to my fear of needles.

A church member booked me an appointment at Q Hospital on 18/5.
The oncologist said, "Chemo for lung cancer can’t treat brain
tumours, so R/T is necessary.” Immunotherapy was a better option,
but it cost HK$80,000/month, which | couldn't afford. | started 12
fractions of whole brain R/T at the end of May. After 4 fractions, |
had severe vomiting, whole body pain, confusion, chest pain when
under a blanket, no appetite & inability to get out of bed. My wife
found a charitable oncology clinic online, which offered free testing
of 10 types of genes while Q Hospital could only test 6 types of genes
at an additional cost. The test confirmed my ALK gene mutation &
ACT monitoring revealed the P53 gene mutation. The private
oncologist prescribed a 2nd-generation target therapy, called L, which
also inhibits brain tumours. | paid for it & stopped the R/T. The day
after taking L, | felt better & could get out of bed. After 1 month, the
LN in my left neck & the shadows in my lungs had shrunk. However,
I couldn't afford the cost, so the doctor prescribed a less effective drug
called A. | hoped it could be covered by medication funds but | was
not eligible after assessment in August, so I paid for L once again.

I had worked as security in low-density residential estates for 19
years,12 hours a day & a 4-hour commute. The workload in daytime
was 10 times more than the night shift. In the final 4 years, |
exclusively worked the night shift, which meant | only saw my wife
on my days off. Apart from a runny nose, my health was good. In
2018, my younger son was suspected of having TB, so the entire
family underwent chest X-rays. My X-ray was NAD. At the end
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of 2019, my family planned to immigrate & lung cancer never
crossed our minds. My sons had a working holiday in Australia
for 3 years & received their UK visas in March 2022. Our plan
was to reunite in England 3 months later. My family was worried
about my BNO application being rejected due to my cancer. A
church sister encouraged us to apply & trust in Jesus' guidance. In
May, my younger son arrived in London to find accommodation
& my older son returned home to care for me. We underwent chest
X-rays & sputum tests, which were -ve for TB, & then we
submitted them online. To our surprise, we received an email after
10 days approving our BNO 5+1 visa. It was truly a testament to
Jesus guiding us. In Sept, a whole-body CT scan confirmed that
all my tumours had either shrunk or disappeared. At the end of
Oct, we arrived in London. In Dec, my GP referred me to the
Chest Clinic at S Hospital, & then | was referred to a tumour
specialist at R Hospital. | was worried that the drug L | bought
from HK would run out on Christmas Eve. An HK church worker
introduced a CACACA’s volunteer who called & emailed the
CNS at R Hospital. Finally, I received a phone call that my 1st
appointment was on 19 Dec. There was a train strike & the
volunteer was only halfway through her journey after half an
hour. She could only interpret over the phone & then we came to
understand the NHS principles: patients must undergo 1st-line
target therapy, proving its ineffectiveness before using the 2nd-
line free medicine L which has more side effects. In HK, | had
only taken drug A for 2 weeks whose effectiveness couldn't be
confirmed. Therefore, the oncologist couldn't prescribe L for free
& said, ‘Take the remaining 6 days of L every other day while
awaiting the NHS appeal.’

We are indeed confused by the medical terms used in HK & the
UK, e.g. drug name, generations, & lines. Yet, we are willing to
learn & adapt. Following the volunteer’s reminder, we applied for
the medication exemption card through our GP & emailed the
CNS to confirm our appeal before Christmas. Later, my wife
discovered that | had cut the L in half & stored it in the
refrigerator. The volunteer confirmed online that drug L should
only be kept in a sealed container at room temperature, away from
heat, moisture & direct sunlight, & it should not be divided. | had
wasted several precious L tablets for no reason! In early Jan 2023,
I sincerely said "Amen" when my cousin brought me a one-month
supply of the L from HK. Later, the CNS called, "The medicine
company provides L for free. Come 1 week earlier to collect it."
Once again, my whole family thanked Jesus! | always requested
an interpreter, but none turned up, so my son assisted me. Finally,
the volunteer interpreted onsite for the oncologist to explain L &
its side effects before | signed the consent form. The pharmacist
further explained in detail for half an hour. | appreciated such
professional service. We are still waiting for the outcome of the
NHS appeal & grateful to receive the free monthly drug L. We
have joined a nearby Chinese church with helpful members.
Though our faith may be small, Jesus always guides us & sends
different angels to help us.



In the run-up to the NHS’ 75th milestone birthday on 5 July
2023, the major new GP access recovery plan:

+*» To end the 8 am rush hour of booking, pharmacies can
directly prescribe medicine for common conditions
including earache, sore throat & UTI.

«» Patients can self-refer to physiotherapy, hearing tests &
podiatry without seeing their GP first.

¢+ Sick leave notes will be sent via text/email, avoiding
patients’ return trips.

% 90% of people can access their GP records & test results &
message their doctor on the NHS App within the following
year.

https://www.england.nhs.uk/2023/05/patients-to-benefit-from-faster-
more-convenient-care-under-major-new-gp-access-recovery-plan/

10th Anniversary meal
9/6 40 people joined to count the blessing

MCSG Macmillan 20/7 (Thurs)11am-1pm Zoom
15/6 Zoom 3 people supported each other

10th Anniversary Laisar Poon

I have joined CACACA's activities for 10 years, as my family
battled cancer. Each MCSG Soho was well-organized with talks,
exercises & meals. Patients & families actively attend, & |1
benefited greatly. Since then, I've been a volunteer with over 10
friends & relatives having cancer. Per NHS stats, half the
population will be diagnosed with cancer in their lives.

During the lockdown, I supported my cancer friends via phone &
video, joining online MCSGs & training. Now, | attend MCSG
Maggie & invite friends too. Though health info is available, the
Chinese community is still hesitant to discuss cancer openly.
Treating cancer isn't easy & healing the soul takes time. My
contributions are limited, but | prepare healthy food with a

Monthly Cancer Support Group

MCSG is open to individuals touched by cancers,
patients, survivors, family, friends & carers.
We move forward together.

None of us is alone!

Big “thank you” to participations’ dedication
& wholesome food.

Let us stand together to fight cancer!

L]

MCSG Soho 8/7 (Sat) 11am-1pm
SOC, 166A Shaftsbury Ave, WC2H 8JB
24/6 10th Anniversary 36 people joined the celebration

MCSG Maggie 25/7 (Tue) 2pm-4pm

Maggie Centre, Charing Cross Hospital, Fulham Palace
Road, W6 8RF

27/6 16 people joined

mother's heart. Walking alongside my cancer friends for 2 hours,
listening to their struggles, joys & anger, & privately praying for
them is what | truly enjoy. Seeing them regain their health,
smiles & hopes is most meaningful to me.

"Cancer doesn't discriminate,” no one is exempt. May more
Chinese volunteers support cancer & raise awareness. Cancer
isn't contagious; avoiding the term or feeling ashamed for having
cancer is unnecessary. Acceptance & support from family &
friends are the first steps towards health. At nearly 70, living a
normal life is Jesus' gift to me. I can only do what | can. It is
more blessed to give than to receive.
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