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CACACA July 2023 Finance report

June Balance £ 38,009.41
July Income £2,872.20
July Expenses £1,063.00
July Balance £36,200.21

Monthly Cancer Support Group (MCSG Soho)

Second Saturday of each month - 11am - 1pm
Soho Outreach Centre (SOC), 166A Shaftsbury Avenue, London, WC2H 8JB

Patient’s story Monica

I moved to HK when | was 7. After marriage, | looked after my
3 children as my husband often worked overseas. Once my
children grew up, | joined church friends to volunteer at a
nursing home. Witnessing the loneliness & solitude, | worried
about my future. A priest recommended | join a charity aiding
poor children in rural areas with stationery & books. My
minimal efforts brought indescribable joy & fulfilment.

I'm short, with a 20-year old prolapsed disc, & have been
taking HT & cholesterol meds for a long time. In late 2018, |
had a knee replacement. For my back pain, | consulted an
orthopaedic doctor who advised a check-up ASAP.
Unexpectedly, | was diagnosed with terminal lymphoma. My
children helped choose my chemo meds. After 12 cycles, my
life resumed & we travelled to Japan. The New Year of 2019 in
Taiwan, we enjoyed the sky lanterns. On the flight back,
everyone else grabbed a mask but we were yet unaware of C-
19 spreading. In Feb 2021, the health check for my BNO
application found a lymphoma relapse with pleural effusion.
After 6 chemo, we flew from HK during Typhoon Signal 3 in
Oct. Upon arrival in London, NHS officer visited to confirm our
self-isolation. We & in-laws have planned a Europe trip but GP
found my lymphoma recurred. Fortunately, my daughter took
care of me throughout as a carer & translator. | could only
have non-live vaccines for flu or shingles, & irradiated blood if
necessary. Despite 6 chemos with no discomfort, | caught a
virus in March & my WBC dropped after 2 more chemos. In
May, | had bacterial infection & pleural effusion again. In June,
| was in ITU with a ventilator. My 3 children rushed to see me.
Surprisingly, | regained consciousness. Separated by glass, they
encouraged me & prayed over the phone. A blessing from the
Lord! Although | was 74, | was attended to well during my 6-
week stay. The discharge letter summarised my 8 major organ
problems & treatment. Transportation was provided for
discharge. Nurses home visited to deliver a commode chair,
walking aids, & bed rails to assist my daily living. A carer came
for 6 weeks help me shower & change. A physical therapist
taught me exercises. | am grateful for NHS’s meticulous care.
My children’s taxes are valuable & benefitted me.

My family worried if | could continue chemo, but | was scared
of the painful IV cannula insertion bruising my arm. Before my
3rd chemo, a nurse installed a PICC Line which lasted 6
months, | am grateful! | met a CACACA interpreter who
suggested a WhatsApp group for my support. She explained
my blood reports accordingly so | could cooperate with my
medical staff. Without her clarification, | wouldn't have known

that NHS emphasizes respecting patients' & families' wishes, as
opposed to the traditional Chinese belief that healthcare
professionals have all the authority. My family were
supportive: my daughter administered injections & contacted
the doctors while my husband learned healthy cooking from
videos. | avoided going out but needed A&E after each chemo.
After my 5th chemo, my blood index improved. | hoped to
finish the last cycle in Sept.

The end of Sept, my legs were swollen & toes felt electric
shocks which were chemo side effects. The volunteer
massaged my legs & put on compression socks which helped.
In Oct, the radiographer urged me to visit A&E after a CT scan. |
resisted IV insertion due to the past experiences. 2 days later,
after a PICC Line flushing, | visited A&E to ease family's worries.
The nurse struggled 3 times but finally inserted the cannula. |
was admitted but worried about infection in shared room with
coughing patients. The nurse clarified through the volunteer
that | was already C-19 +ve, which eased my worries. The night
before discharge, 4 medical staff approached. | did not know
my PO2 was low & needed 02. 3 days later when the volunteer
visited again, 3 doctors addressed my pleural effusion. My
platelet count at 50 was low, but still suitable for a chest drain
of 1L fluid from my Rt lung. My breathing improved. After
learning my viral meds were standard, not experimental, | was
relieved to stay. My PO2 improved while | completed the
courses of antibiotic & virus med. | was in-patient 2 weeks &
discharged with diuretics. The discharge letter declared that
my lymphoma spread causing ascites & leg oedema. 2 days
later at OPD, the doctor suggested a stronger chemo with 20-
30% success rate & more side effects, urging my daughter to
discuss it with us. Hearing her hoarse voice, | signed consent
for treatment to avoid further discussion. With my husband, |
requested DNR. My daughter took a week-long break to
accompany me to church, & joined my Oxford pilgrimage. After
much thought, | declined chemo due to side effects: vomiting,
diarrhoea, fever. | did not want to burden my family, especially
my daughter. The doctor already informed me | had a few
months left. The palliative nurse visited to ease my symptoms.
The volunteer conveyed my wishes: a peaceful passing at a
hospice, with no resuscitation. | was relieved.

My children's achievements are my own. They fulfil my needs,
took me to see TCM for symptom relief. Since my cancer
diagnosis in 2018, | had no pain with eating & sleeping. Having
Jesus in my heart, | am truly content. | feel blessed | will meet
my family in heaven someday. | am grateful to medical staff for
their patient care. | hope my cancer story aids others: face
treatment positively & cherish time with family.



PALS provides help in many ways. For example:

e help you with health-related questions Patient Advice

e help resolve concerns or problems S
when you're using the NHS PAL

wey

e tell you how to get more involved in
your own healthcare

PALS can give you information about:
e the NHS services
e the NHS complaints procedure, including how to get
independent help if you want to make a complaint
e support groups outside the NHS

PALS also helps to improve the NHS by listening to your concerns
and suggestions.
https://www.nhs.uk/nhs-services/hospitals/what-is-pals-patient-
advice-and-liaison-service/

Monthly Cancer Support Group

MCSG is open to individuals touched by cancers,
patients, survivors, family, friends and carers.
We move forward together.
None of us is alone!
Big “thank you” to participations’ dedication &
wholesome food.

Cancer snatches at my social life
but cannot snatch at my friendship.

7
=

Win-Win Naomi C

On the evening of April 2023, | arrived in Leeds to attend the
free course "Power of Storytelling" at the "Leadership
Academy" the next day at 10 am. The 2 female instructors
were experienced speakers & actors in various fields. They
instructed 10 carers or patients, 6 males & 4 females,
including retired officials, nurses, university staff, &
interpreters etc. | was the only Chinese among 5 BAMEs.

During the practical session, | chose 4 pictures to present the
story told by R's family. To conclude, | asked, "The NHS always
emphasizes that early diagnosis & timely treatment leads to
better prognosis. Why was this promise not fulfilled for my
cancer friend R?" In the lecture, the instructor said, "Powerful
elements of storytelling include tone, pauses, dynamics... to
evoke emotion, spark interest & inspire action or change." As
a nurse & a long-term patient, | know patient complaints
always make healthcare professionals feel guilty, creating a
confrontational relationship. In fact, medical staff can also be
patients. If we prepare patients' stories as the instructor
suggested, we do not need to make listeners feel bad but can
move them to improve & take action, which is what the
patient expects, leading to a win-win effect.

In the afternoon, we practiced again. 3 depression survivors
shared their long journey, gaining audience encouragement. A
retired man used a slideshow to speak silently, revealing the
cause of his loved one's death in the final slide. 11 minor
errors which could happen in any ward took away a valuable
life, which | strongly empathized with. Listening to the male
nurse's collapse & recovery at work, | raised my hand, hugged
him, shared similar experiences. The well-prepared &
improved storytelling truly touched the audience. "We've held
this course often, empowering patients to share stories for
better NHS services. NHS offers lodging, transport, &
welcomes more carers & patients to join. Register at
https://www.leadershipacademy.nhs.uk/patient-carer-communities/ " said
the organizer. At 4 pm, | returned to London by train, hoping
such tragedies would cease. Moreover, online courses equip
patients as leaders to improve medical services. NHS's
openness & willingness to improve are commendable.

MSCG Soho 12/8 (Sat) 11am-1pm
SOC, 166A Shaftsbury Ave, WC2H 8JB & Zoom
8/7 16 attended Dr Chan’s talk ‘Knowing cancer’

MCSG Macmillan 17/8 (Thurs) 11am — 1pm Zoom
20/7 Zoom 5 people supported each other

MCSG Maggie 22/8 (Tue) 2pm -4pm

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

25/7 13 people
supported each other

Visiting the British Museum
28/7 8 people visited the ‘China’s hidden century’
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