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This issue’s theme is The echoes 
of community and what a wonderful 
community we have in the cancer 
community. Our hope is that Oncology 
Buddies is seen as more of a friend 
that you can rely on than just 
an educational publication. 

We know many cancer patients 
find solace when dealing with the 
CANSA Help Desk so we Meet the faces 
behind the CANSA Help Desk and hear 
how this platform is making a positive 
impact in the cancer community. 

Never in our lives have we seen 
such exquisite red hair like Genevivé 
Roxmouth has. The added bonus 
is her amazing story and the 
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phenomenal human being she is. Read 
her story in Crown of glory.

Another story that deserves applause 
is that of Holding onto hope; thank you 
Halalisiwe Khumalo for your bravery in 
sharing such a personal walk with 
your oncofertility journey. 

Grief is a complicated topic to cover 
but is a reality; Dr Nelia Drenth tackles 
Anticipatory grief – to grieve before 
then end with great success.

We leave you with the quote from 
Brian Solis, “Community is about doing 
something together that makes belonging 
matter." 

Hope you enjoy this issue.
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TREATMENT OF 
OVARIAN CYSTS

Because most will disappear by 
themselves, often a wait-and-see 
approach is undertaken. A repeat 
ultrasound in two to three months 
is advised to ensure that the cyst 
has resolved.

In some instances, oral 
contraceptive pills are prescribed 
for short periods. Longer term 
usage may reduce the risk of 
new cysts forming.

Surgery for cysts may 
be necessary under special 
circumstances. This can be either 
a laparoscopy (key-hole surgery) 
or an exploratory laparatomy 
(opening up the abdomen). 

This is performed in the following 
situations:
1. Persistent cysts that are causing 

pain or symptoms.
2. Simple cysts larger than 6-10cm
3. Cysts in women who are 

perimenopausal or menopausal.
4. If a torsion or twisted cyst is 

suspected.
5. If there is any suspicion that the 

cyst could be cancerous (solid or 
irregular areas are seen within 
the cyst).

SPECIAL POINTS 
TO CONSIDER

When an ovarian cyst occurs with 
the following factors, it’s extremely 
important to exclude cancer, by 
discussing with your doctor and 
having the appropriate tests:

SYMPTOMS TO WATCH FOR:
• Pelvic pain especially if increasing
• Weight loss
• Lack of appetite
• Gastro-intestinal symptoms: 

nausea, constipation, indigestion, 
increased gas

• Bloating or swollen belly area

These symptoms are very 
vague and general but are more 
significant if the following factors 
co-exists:
• Older age, especially fifth or 
    sixth decade of life.
• Previous treatment for breast 

cancer.
• Family history of breast or 

ovarian cancer.
• Carriers of the BCRA1 or BCRA2 

gene defects.

Girl Talk with Dr Sumayya Ebrahim
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Dr Sumayya Ebrahim is a gynaecologist in private practice in 
Johannesburg, Gauteng. She is also a blogger. Check out her blog 
Vaginations by Dr E on www.vaginations.co.za

 MEET THE EXPERT

Ovarian 
cysts
Dr Sumayya Ebrahim explains 
why women get ovarian cysts, 
how are they treated and if 
they can become cancerous.

Almost all genetic females will 
have two ovaries that form part of 
the internal reproductive organs. 
Each is situated lower down in the 
pelvic region of the body. The function 
of the ovaries is to produce hormones 
like oestrogen, progesterone and 
testosterone. Ovaries are also 
responsible for storing all our eggs, 
from the time of birth until none are 
left at menopause. It’s within each 
ovary that the cyclical process of 
ovulation takes place.

An ovarian cyst is when a fluid-filled 
sac or collection is present in the ovary 
or on it’s surface.

TYPES OF 
OVARIAN CYSTS

FUNCTIONAL OR FOLLICLE CYSTS
These are the most common cysts 

that are found on ovaries. They aren’t 
cancerous. Most go away by themselves 
within 8-12 weeks. They occur when the 
growing and developing monthly follicle 
within the ovary fails to be released or 
ovulated. They mainly contain fluid but 
sometimes can contain blood. When 
this happens the cyst is called a corpus 
luteum cyst.

 
DERMOID CYSTS

These are bizarre tumours, usually 
benign, that contain hair, teeth, bone 
and thyroid tissue. This is because they 
develop from cells in the ovary that have 
the potential to develop into any type 
of cell. The average age that they occur 
is around 30 years. Up to 15% of the 
time, they occur in both ovaries. They 
can grow to be very big, up to 15cm 
across. Surgical removal is the 
treatment of choice.

ENDOMETRIOTIC CYSTS
These usually occur as part of the 

condition of endometriosis when the 
endometrial cells (normally only present 
within the uterus) form deposits around 
the ovary and pelvis. Sometimes this 
leads to a collection of blood in the 
ovary. This is also called a chocolate 
cyst. Typical symptoms are painful 
periods and infertility. Usually 
surgery is the treatment of choice.

CYSTADENOMAS
These are usually benign cysts that can 

contain either serous fluid (thin yellow), 
called serous cystadenomas, or mucinous 
fluid (thick clear), called mucinous 
cystadenomas. They originate from the 
surface cells of the ovary. A very small 
percentage of these cysts are cancerous. 

POLYCYSTIC OVARIAN SYNDROME
Multiple small cysts on the ovary 

occur here. This happens as a result 
of an associated hormonal imbalance. 
Other features that co-exist are: 
difficulty with weight loss, acne, 
excess body hair, infertility and 
period abnormalities. This condition 
is usually treated medically.

All the cysts described above 
are mostly benign. The chances 
of transformation into an ovarian 
cancer is extremely rare. 



25oncologybuddies.com | June-July 2022

Cancer Care with SASSCancer Care with SASS

The South African Society of Stomates
We learn more about The South African Society of Stomates (SASS) and how they 
are building the community of ostomates (people who've had an ostomy, a surgical 
operation to create an opening in the body for the discharge of body wastes).
WHO IS SASS? 

The South African Society of Stomates 
(SASS) is a non-profit organisation formed by 
ostomates across Southern Africa to facilitate 
a holistic approach to ostomy patient care by 
bridging the gap between the private and 
public sectors whilst advocating for the rights 
of fellow ostomates throughout the country. 

SASS aims to advocate and align the 
standard of stoma care and services 
across South Africa which will be applicable to 
both the private and public sectors. Thereby 
aligning to the global standards set out by 
The International Ostomy Association (IOA). 

DOWNLOAD THE SURVIVAL GUIDE BOOKLET
In this book, you will discover what a stoma is, the types of stomas as 

well as the journey leading up to and after surgery. We will also explore 
some practical tips that ostomates across the world have been using to 
become more accustomed to their new normal. We will also share with 
you your rights as an ostomate in the type of care and support you deserve.

The ostomate shall:
• Receive preoperative counselling to ensure that they are fully aware of the 

benefits of the operation and the essential facts about living with a stoma.
• Have a well-constructed stoma placed at an appropriate site, and with full 

and proper consideration to the comfort of the patient.
• Receive experienced and professional medical support and stoma nursing 

care in the preoperative and postoperative period both in hospital and in 
their community.

• Receive support and information for the benefit of the family, personal 
carers and friends to increase their understanding of the conditions and 
adjustments which are necessary for achieving a satisfactory standard of 
life with a stoma.

• Receive full and impartial information about all relevant supplies and 
products available in their country.

• Have unrestricted access to a variety of affordable ostomy products.
• Be given information about their National Ostomy Association and the 

services and support which can be provided.
• Be protected against all forms of discrimination.
• Receive assurance that personal information regarding their ostomy 

surgery will be treated with discretion and confidentiality to maintain 
privacy; and that no information about their medical condition will be 
disclosed by anyone possessing this information, to an entity that engages 
in the manufacture, sales or distribution of ostomy or related products; 
nor shall it be disclosed to any person that will benefit, directly or 
indirectly, because of their relation to the commercial ostomy market 
without the expressed consent of the ostomate.

*Issued by the IOA Coordination Committee June 1993: Revised June 1997 
Revised by World Council 2004, 2007

WHAT ARE YOUR RIGHTS AS AN OSTOMATE?

WHAT WE SET OUT TO 
ACHIEVE WITH YOUR HELP 

GET EDUCATED 
Medically reviewed surgery-specific 

information. Making sure you have access 
to the best possible care. Ostomy pouch 
management tips, diet and nutrition, 
skin care, sexuality, travel tips and more.

FEEL SUPPORTED 
Support to you and your family whilst you 

transition into your new normal. You will have 
access to a local peer support group, where 
you can get answers to questions, or connect 
with our Facebook community and more.

BE AN ADVOCATE
We aim to advocate the standard of stoma 

care across private and public sectors, whilst 
aligning with the global standards set out by 
The International Ostomy Association (IOA).
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A Day In The Life with CANSA

Meet the faces behind 
the CANSA Help Desk
We learn more about how the CANSA Help Desk works 
and the people who run it. 

ABOUT THE CANSA HELP DESK
Approximately 12 000 queries per year are received across all CANSA platforms. The Help 

Desk function covers emails received, comments on the website, queries via national and 
regional Facebook pages and via their three Facebook Support Groups (for patients, caregivers 
and parents of children with cancer), Twitter and Instagram, and also via their English and 
Afrikaans WhatsApp line and their African languages WhatsApp line (isiXhosa, isiZulu, siSwati, 
Sesotho and Setswana). 

Another one of my duties is to develop new content for the website, based 
on trends shown in our monthly Help Desk reports and support groups in 
terms of what information the public is seeking. 

 
POINTING PEOPLE IN THE RIGHT DIRECTION

Receiving a cancer diagnosis is overwhelming, not just to the person 
diagnosed, but also to loved ones, who then often have to take on the role 
of caregiver without any training. Being able to be there for someone who 
has received a diagnosis or is battling with treatment side effects or helping 
a loved one cope, or possibly dealing with the impending death of a loved 
one or bereavement, is an opportunity to let that person know that they 
aren’t alone. It’s an opportunity to point them in the right direction so that 
they can receive the assistance and support they need to keep on moving 
forward. There is honestly nothing more rewarding than to be able to help 
and encourage someone, to be a ray of light and hope in their lives at a very 
uncertain time.

Many patients in the public healthcare system reach out when they don’t 
receive information about their diagnosis, or if there are delays in treatment 
or poor pain management, or lack of palliative care, so I believe we provide an 
important service to the public.

BELONGING GIVES HOPE 
The importance of belonging to a community that understands your journey 

and experiences is needed and is seen on our Facebook Support Groups. 
These members are so supportive, always sharing what has helped them 
cope with a particular side effect or situation. 

I let the patients or caregivers know how CANSA can help and make the 
appropriate referrals for support and provide relevant information, but it’s the 
member-to-member support that makes these groups feel like a special family. 

Regardless of background, income, race or gender, everyone is welcome, 
accepted, and encouraged. It’s so inspiring to manage these support groups 
for this reason, and the sense of belonging really gives group members the 
hope and courage to carry on fighting cancer and not give up.

CANSA Toll Free Line: 0800 22 66 22
Email:  info@cansa.org.za
WhatsApp:  072 197 9305 English and Afrikaans  
  071 867 3530 Xhosa, Zulu, Sotho and Siswati

RESPONSIBILITIES 
I write up CANSA’s national media 

releases and e-newsletters; publish 
information on the CANSA website 
and Shavathon and Cuppa For CANSA 
mini-sites and manage the Facebook 
Support Groups: CANSA Survivors – 
Champions of Hope (cancer patients 
and loved ones) and CANSA Caring for 
the Caregivers (caregivers of cancer 
patients), as well as respond to queries 
from the public through three regional 
Facebook pages and also via comments 
on the websites. 

CANSA HELP DESK MANAGER
Debbie van Wyk (50) lives in Somerset 
West, Western Cape and has been 
working at CANSA for 11 years.
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RESPONSIBILITIES
My responsibilities include assisting 

with enquiries received via the info@
cansa.org.za email address, CANSA toll 
free line, CANSA WhatsApp line (English 
and Afrikaans), the CANSA national 
Facebook page and three regional 
Facebook pages. 

Enquiries come from patients, loved 
ones as well as CANSA supporters who 
need information about care and support 
services, screening or other activities, or 
wish to know how they can get involved. 
For example, donating their hair. 

I offer information available on our 
CANSA website and refer to specialised 
staff members for further assistance 
where necessary (helping a patient with 
pain management). I also book CANSA 
Tele Counselling appointments for those 
in need and contact our CANSA Tele 
Counsellors to advise them of the 
appointments. 

In addition to this, I help write media 
releases, articles and social media posts, 
which has been incredibly helpful as I’m 
currently in my final year of studying 
towards a Diploma in Public Relations. 
I’m also involved with strategic planning 
around marketing, service related and 
fundraising projects. 

Furthermore, I compile a monthly 
statistics report to help indicate 
trends with regards to information 
and services that the public requires 
and to determine which of our Help 
Desk platforms is most widely used 
to ask for information.

 
REMOVES BARRIERS

For many patients and their loved 
ones, the CANSA Help Desk is the 
first line of support for them, and 
an information service for many 
who may not have access elsewhere. 

We play an important role in 
supporting our colleagues at CANSA, 
by making referrals run smoothly. The 
CANSA Help Desk removes barriers, 
such as physical and traditional 
borders, as we have a national 
footprint and can truly be there for 
all South Africans (our services are 
also multi-lingual and include many 
online support resources). 

The response is extremely positive. 
We compile monthly reports where 
we can see what is trending in terms 
of the enquiries received and each 
month this differs. Each month the 
highest contacted platform differs. 
It’s so interesting to look at our work 
in this way. It really shows us that 
there is a need for this service and 
to give this feedback to our colleagues 
so that we can improve our service 
offering.

 
SAFE SPACE

Sense of community is vital; the 
cancer journey isn’t an easy one. 
Having a safe space where you can 
be understood by others who are 
facing similar challenges and battles 
and being able to get the necessary 
support and care makes a huge 
difference to one’s state of mind.

RESPONSIBILITIES
I manage the telephonic CANSA Help 

Desk enquiries via the toll free line, 
manage and respond to CANSA WhatsApp 
enquires for African languages (isiXhosa, 
isiZulu, siSwati, Sesotho and Setswana) 
and respond to enquiries for two of our 
regional Facebook pages. 

I’m also a trained CANSA Tele Counsellor 
who has attended Lifeline training and 
responsible for counselling cancer patients, 
survivors, caregivers or family members 
who have a loved one with cancer. I also 
assist with translation of materials into 
African languages from time to time.

 
1000 QUERIES A MONTH

The CANSA Help Desk is very much 
needed because it’s the first point of 
contact for many cancer patients, and 
they get pointed in the right direction, 
so they can get the support they need.

 We receive and respond to around a 
1 000 queries via WhatsApp, email, the 
toll free line and social media platforms 
on a monthly basis. Sometimes even more. 
When there are health messages shared 
on local African community radio stations, 
the WhatsApp line is particularly busy and 
there is a huge interest shown by the public.

SAVES TIMES 
AND TRANSPORT COSTS

Many cancer patients find our CANSA 
Tele Counselling very helpful as it saves 
time and transport costs as patients don't 
have to commute to appointments. It 
allows them to receive counselling in their 
home language, in the comfort of their own 
homes, or a place they feel comfortable. 
It provides patients with an added level of 
privacy and confidentiality, and if further 
services are needed I’m able to refer 
them for support.

CANSA HELP DESK OFFICER
Melissa Zaayman (36) lives in 
Lakeside, Cape Town and has been 
working at CANSA for four years.

CANSA HELP DESK ASSISTANT / 
CANSA TELE COUNSELLOR
Gloria Ntlabati (40) lives in Cape Town and 
has been working at CANSA for six years.

CANSA Survivors – Champions of 
Hope for cancer survivors (patients/
those in remission) and loved ones – 
receive encouragement from fellow 
members and share your story 
www.facebook.com/groups/
ChampionsofHope

CANSA Caring for the 
Caregivers of cancer survivors 
(patients) – receive encouragement 
from fellow members and share 
your story.
www.facebook.com/groups/
CANSACaregivers

CANSA TLC – Childhood Cancer 
Support for children, parents and 
guardians affected by cancer – receive 
encouragement from fellow members 
and share your story.
www.facebook.com/groups/
CANSATLC/
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My Story by Laurelle Williams

Genevivé Roxmouth (34) lives in 
Krugersdorp, Gauteng with her second 
husband, Harry, and her son, Hendrik 
(12). 

DIAGNOSED AT 24
In 2012, Genevivé started losing 

weight and had a cough. “Having a little 
child, you try and keep the medical aid 
for them. So, I medicated myself at 
home by taking cough syrup for about 
three months, but it didn’t help. I also 
started getting out of breath. Then one 
Saturday I coughed up blood. That is 
when I went to the hospital, however, 
the doctor didn’t even do a physical 
exam or any tests, he just prescribed 
medication. I then decided to go to 
my GP, who sent me for an X-ray of 
my chest as well as blood work. When 
he reviewed the X-ray, he was shocked 
as it looked like a chest of an 80-year-old 
woman with pneumonia. He referred 
me to a specialist and when I got to her 
rooms I was admitted into hospital 
straight away and they brought a 
wheelchair to fetch me. This was really 
hard for me as I was a young, healthy, 
active woman,” Genevivé says.

More tests and scans were done while 
Genevivé was in hospital; a mass was 
discovered on her right lung, but the 

doctors needed to figure out what it 
was, so a biopsy was done. “That was 
such a painful procedure, and by this 
time, I couldn’t even walk without 
oxygen.” 

The young mother was sent home 
with oxygen and while there she 
coughed up a huge blood clot. She 
phoned her doctor who said the results 
were ready, so she must come in with 
her husband and bring the clot with her. 
That July, it was confirmed that Genevivé 
had synovial sarcoma in her right lung 
and the tumour was pressing against 
her heart and ribs. “It wasn’t a shock as 
when I was younger I believe God told 
me I was going to get cancer and that 
there is a purpose for it. I remember 
getting into the golf cart and telling 
my ex-husband that we would get 
through this,” she explains. 

DONATION OF HAIR
Genevivé was referred to an oncologist 

and told to pack her bags as she would 
be admitted. She was immediately put 
on chemotherapy for eight days, 24/7 
with a two-week rest period. “The 
hospital was so accommodating and 
allowed us to celebrate my son’s 2nd 
birthday there which I’m so thankful 
for.” Thereafter she had two more 

chemotherapy sessions in hospital.
With the most beautiful red locks of 

hair, Genevivé’s oncologist told her 
that her hair was going to fall out. Her 
oncologist was more upset about the loss 
of Genevivé’s hair than she was herself. “I 
knew it would grow back.” So, the minute 
Genevivé started to see the first signs of 
hair loss, she phoned her hairdresser to 
cut it and donated it (longer than 20cm) 
to CANSA. “I was offered R7000 by 
another hairdresser, but I refused 
as I wanted to donate it.”

PNEUMONECTOMY
In October, Genevivé underwent surgery 

to remove the tumour. It was planned to 
remove only half the lung, however, once 
they opened her up, it was seen that the 
cancer had engulfed the whole lung, 
so the whole lung was removed in an 
eight-hour surgery. The then 24-year-old 
was informed before surgery that this 
could happen. “Tests were done before 
to see if I would need a lung transplant 
but because I was young and still in 
good health, my left lung would build-up 
capacity to compensate for the missing 
right lung.” 

BEST TREATMENT
Once Genevivé healed from surgery, she 

CROWN CROWN 
OF OF 

GLORYGLORY
With the most magnificent and longest red hair, Genevivé Roxmouth shares her story of 

finding her crown of glory once diagnosed with synovial sarcoma.

28 June-July 2022 | oncologybuddies.com
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underwent another three sessions of chemotherapy as before. “My 
oncologist wanted me to go on a specific chemotherapy, however, at the time 
it wasn’t available in SA, so she had to order it from Switzerland and do all the 
necessary paperwork to use it in SA. She fought for me and for that I’m so 
grateful. She also encouraged me during the last three sessions as I wanted 
to give up as my body was so restless but thankfully she spoke sense into 
me and gave me medication to sleep through treatment.”

Genevivé couldn’t go for radiation due to the affected area being too 
close to her heart. This is why her chemotherapy was so intense. 

BREAST PROSTHESES AS A LUNG FILLER
Due to Genevivé’s left lung having to compensate for the missing right lung, 

it was expanding too much and started pressing against her oesophagus. 
“I sounded like Darth Vader.” After much research by her medical team, an 
innovative technique was found of placing breast prostheses in the cavity 
where her right lung should be. The medical aid didn’t want to pay 
for it as they saw it as cosmetic but after motivation from her 
medical team, it was approved, and she had the operation 
in March 2014. The operation was a success and 
Genevivé could talk and breathe properly. 

CANCER RETURNS IN THE ARM
After being in remission for two years in 

2016, Genevivé was having difficulties in 
her marriage and then she had the added 
stress of a lump appearing on her arm. 
After it was surgically removed, it was diagnosed as 
the same primary cancer as in her lung. She couldn’t have 
chemotherapy as she already had five different ones in 2012. 
So, she underwent radiation every weekday from March to June. 

JUST BEING 
That November 2016, Genevivé divorced her 

husband. “It wasn’t easy. I didn’t want my son 
to grow up in a broken home, but I lost myself 

in that marriage and in a time when I needed 
a loving partner the most. Once I got divorced, 

 I really grew spiritually as I should have been doing 
before. Then I met Harry, and everything changed; he taught 
me how to embrace my red hair and love it. He also has red 
hair. We got married in October 2019 and he has been so 
supportive and is great with my son.”

The 34-year-old believes her cancer taught her how to forgive. 
“Forgiving isn’t agreeing with what was done to you but it’s 
moving on from it. There was much forgiveness needed in my life, not only 
with my ex-husband but also with my family. And I can proudly say, I got rid 
of all my unforgiveness."

PROSTHESES REMOVED
In February 2020, Genevivé started having a burning sensation in her right 

breast and then it started to harden. After investigation, it was decided to 
remove the breast prostheses in September and put two new ones in the 
right cavity of her lung, as it was thought that they had ruptured. However, 
once removed, it was found out that they hadn’t ruptured but she did have 
an infection which the doctor cleaned out and then put the new protheses in. 

Unfortunately, the drain pipe wound wasn’t healing properly and burst 
opened in November. It was decided then to remove the prostheses 
completely as her body was rejecting them. But a year later, in November 
2021, it was found that she had a hernia in her chest. “The fluids were leaking 
out of there and that is what was causing all the havoc. This was my ninth 
operation in total. But I’m healthy and in the five-year clear.

Laurelle Williams is the editor at Word for Word Media. She graduated 
from AFDA with a Bachelor of Arts Honours degree in Live Performance. 
She has a love for storytelling and sharing emotions through the power 
of words. Her aim is to educate, encourage and most of all show there 
is always hope. Write to the editor@wordforwordmedia.co.za
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Know Your Cancer with Dr Daleen Geldenhuys 
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Dr Daleen Geldenhuys is a specialist physician and medical oncologist who works at West Rand Oncology Centre 
at Flora Clinic. She treats patients with all types of cancer and enjoys clinical research, and is a member of 
SASMO, SASTECS, ESMO and ENETS.

 MEET THE EXPERT

Sarcoma 
cancer
Dr Daleen Geldenhuys 
describes where sarcoma 
cancer forms in the body, 
how it can be treated and 
the likelihood of progression.

Sarcomas are different to carcinomas. 
They arise from a different layer of 
tissue that can be best understood by 
knowing the embryological origin of 
tissues in the body.

The trilaminar or three-layered disc 
(embryo) develops three weeks after 
conception. It consists of the ectoderm, 
mesoderm and endoderm. These layers 
are arranged on top of each other. The 
mesoderm will become the cartilage, 
bone, fascia, smooth or skeletal muscle, 
blood vessels, lymph vessels and 
coverings of organs, such as 
mesothelium. Sarcomas are 
tumours that arise in these tissues. 
They are generally big and bad.

Bone and soft tissue sarcomas can 
be found in any part of the body. 

EPIDEMIOLOGY
Benign soft tissue tumours occur 

at least 10 times more frequently than 
malignant ones.

The incidence of soft tissue sarcomas 
ranges from 15 to 35 per 1 million 
population. The incidence increases 
steadily with age and is slightly higher 
in men than in women. Malignant soft 
tissue tumours occur twice as often as 
primary bone sarcomas.

Approximately 45% of sarcomas 
occur in the lower extremities, 15% 
in the upper extremities, 10% in the 
head and neck region, 15% in the 
retroperitoneum, and the remaining 
15% in the abdominal and chest wall. 

Certain types of soft tissue 
tumours occur in different age groups. 
Rhabdomyosarcoma is seen more 
frequently in children and young adults. 
Synovial sarcoma arises in young adults. 
Benign deep masses in adults usually 
are due to intramuscular lipoma.

In general, the prognosis in older 
patients with a diagnosis of high-grade 
sarcoma is poor.

As with tumours of other tissues, 
a direct relation exists between 
the size of soft tissue sarcomas 
and outcome. The larger tumours 
have a worse prognosis. 

Superficially tumours (skin 
and subcutaneous tissue) have 
a relatively better prognosis 
than deep-seated lesions (inter/
intramuscular, retroperitoneal) 
of similar histologic type. Probably 
because they are considerably 
smaller at the time of excision.

MULTI-DISCIPLINARY AND 
MULTI-MODALITY APPROACH

Soft tissue sarcomas are challenging 
lesions that demand a multi-disciplinary 
and multi-modality approach for proper 
clinical evaluation and treatment. 

In the past, high-grade extremity 
sarcomas were treated with amputation 
but now limb-sparing therapies for 
these tumours are well-established 
today. Successful management 
of such lesions requires a multi-
disciplinary team of surgeons, 
radiologists, pathologists, medical 
oncologists, radiation oncologists, 
oncology nurses, rehabilitation 
therapists, and social workers.

SOFT TISSUE SARCOMAS
Most soft tissue tumours of various 

tissue types are classified as either 
benign or malignant. Many are of an 
intermediate nature, which typically 
implies aggressive local behaviour with 
a low-to-moderate chance of distant 
spread.

When seen on imaging, such as MRI 
or CT scan, the tumour may appear to 
have a capsule. Soft tissue sarcomas 
have a propensity for local recurrence. 
Because recurrences are more difficult 
to treat than the primary lesion, 
complete resection and appropriate 
use of radiation are critical during the 
initial treatment. 

The pseudo capsule provides 
surgeons with a more or less obvious 
plane of dissection. However, such an 
excision can leave behind microscopic 
or occasionally gross tumour. This may 
lead to local recurrences in as many as 
80% of patients.  

Post-operative radiation decreases 
the risk of recurrence associated with 
close margins. Often pre-operative 
chemotherapy will be necessary to 
shrink the tumour for better resection.

Regional lymph node involvement 
is rare in soft tissue sarcomas; fewer 
than 4% of cases have nodal 
metastases at presentation. Lymph 
node involvement is more frequent 
in certain subtypes, such as epithelioid 
sarcoma, rhabdomyosarcoma, synovial 
sarcoma, and clear cell sarcoma. 
Some carcinomas and melanomas 
(skin cancer) should be included in 
the differential diagnosis for any 
mass presenting with lymph node 
metastases.

METASTATIC DISEASE
Many patients with high-grade 

soft tissue sarcomas, as well as a few 
with the low-grade type, progress to 
metastatic disease, even after adequate 
local control of the primary tumour 
has been achieved. The lung is the 
most common site of metastasis, 
which occurs in up to 50% of 
patients with high-grade lesions. 

Although most patients don’t have 
clinically evident metastases at the time 
of presentation, they may have occult 
micro metastases that eventually 
manifest clinically. 
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A rare cancer that grows in connective tissue and 
cells that connect or support other tissues in our 
bodies. The cancerous tumours are normally found 

in bones, muscles, tendons, cartilage, nerves, fat or blood 
vessels throughout the body. There are more than 80 types 
of sarcomas that are grouped into soft tissue and bone 
sarcomas.

WHAT IS SARCOMA CANCER? 

Living with Cancer, an NGO, launched the first patient led cancer registry in SA and offers support 
to anyone diagnosed with cancer. It was started by Belinda Wagner, an angiosarcoma survivor. She 

shares the most frequently asked questions when people are diagnosed with sarcoma cancer. 

HOW ARE SARCOMAS DIAGNOSED? 

Typically you need to go for a biopsy. The doctor will 
take out a small piece of the tumour. The tissue is 
viewed and the lab is able to provide details as to the 

type of sarcoma you may have. It often takes a little longer 
because sarcomas are rare and they need to be 100% sure 
what type as it impacts the treatment protocol. It’s always 
advisable to ask your oncologist to provide you with detail 
of the process and for them to explain your cancer 
diagnosis.

WHAT IS THE BEST FORM OF 
TREATMENT FOR SARCOMAS? 
IS IT BETTER TO HAVE THE 
SARCOMA REMOVED OR FIRST 
UNDERGO CHEMOTHERAPY? 

Your oncologist will provide you with the best treatment 
protocol for your type of sarcoma. However, it appears 
that most of the time they recommend surgery to remove 
the tumour, followed by a combination of chemotherapy 
and/or radiation. Each sarcoma is different and it really 
depends on the type and where it is in the body.

It appears that most people that we engage with 
look at cancer treatment from a holistic view. They 

consider diet, lifestyle and following doctor’s recommendation 
on the therapy. However, there are lots of patients that have 
used cannabis to help with symptoms, such as pain, nausea 

and insomnia. It is always best to discuss this with your 
treating doctor and be sure that it won’t interfere with any 
active treatment that you are undergoing. Honesty is the 
best type of communication between you and your doctor. 

A good exercise routine, even if it is just a walk in the garden, 
reflexology, yoga or simple stretching is important to help build 
the immune system. Healthy eating is also important as it aids 
the immune system with the use of appropriate vitamins that 
your doctor approves.

ARE ALTERNATIVE THERAPIES, 
OR PRODUCTS LIKE CANNABIS 
RECOMMENDED? 

Scanxiety is real and this is one of the most challenging 
emotions that anyone that has been diagnosed with 

cancer has to live with for the rest of their lives.  As a cancer 
patient, survivor, or, as we call it in our support group, warrior, 
whenever you go for a scan it’s traumatic and its reminds you 
of the day you were diagnosed.

We all experience and deal with it differently. Some people 
want support during this time and others prefer to keep it to 
themselves. Regardless of your preference you need to always 
do what works for you. Where possible allow people to support 
you as it does help with the process. A positive frame of mind is 
always imperative during any stage of your cancer journey.

WHENEVER I GO FOR A SCAN, 
I ALWAYS FEEL SO ANXIOUS. 
IS THIS NORMAL?

Advertorial sponsored by Accord Healthcare
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FIRST PATIENT LED CANCER REGISTRY
#COUNTMEIN
TOGETHER WE CAN MAKE A DIFFERENCE
Email: belinda@livingwithcancersa.co.za
Tel: 083 325 3100
www.livingwithcancersa.co.za

This article is sponsored by Accord 
Healthcare in the interest of education, 

awareness and support. The content 
and opinions expressed are entirely 

the support group's own work and not 
influenced by Accord in any way.

SARCOMA CANCER
Frequently Asked Questions
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ADVERTORIAL

Hospital at Home
We hear how Reona Naidoo (32) recovered in the comfort 
of her own home with Discovery Health Medical Scheme's 
(DHMS) new Hospital at Home programme.

Ever since Reona Naidoo had 
her spleen and a kidney removed 
in 2019, she's been prone to picking 
up infections and being hospitalised.

Luckily, with DHMS new Hospital 
at Home programme, Reona has this 
year been able to receive high-quality 
medical care in the comfort of her 
own home and avoid extended 
hospital stays. Hospital at Home offers 
24/7 treatment and monitoring (both 
in-person and virtual) by a dedicated 
care team.

In fact, Reona was one of the 
first patients to benefit from the new 
Hospital at Home programme, which 
was launched in January this year.

"The fact that I have been able 
to receive hospital-level care at 
home means I can be with my two 
daughters, aged two and 10, during 
my recovery," says Reona, a sales 
manager based in a KwaZulu-Natal.

HEALTH CHALLENGES
Reona's health challenges 

started in 2017, when she was 
treated in hospital for painful kidney 
stones. Soon after that, she landed 
up in hospital again with septicaemia 
and pneumonia, this time for a long 
36-day stay.

In 2018, pregnant with her second 
child, she experienced kidney pain 
again and was told that she needed 
to have one of her kidneys removed 
once she had her baby. Eventually, in 
November 2019, she had a kidney 
and her spleen removed.

FAMILY AND 
FAMILIARITY

Fast-forward to February 2022 
and Reona was hospitalised once 
again with pneumonia. When, after 
five days in hospital, her doctor asked 
if she would rather receive treatment 
at home, she jumped at the 
opportunity.

Reona's doctor motivated for 
her admission to Hospital at Home 
as Reona is at high risk of picking 
up other infections when she's 
in hospital. "So, I have to stay in 
an isolation room when I'm at 
hospital, which is tough. I don't 
enjoy it," she says.

"Hospital at Home was a completely 
new experience of care, and I hope 
I would be eligible for the programme 
if I were to become ill again in future 
and need hospital-level care. Being 
treated at home after an initial five 
days in hospital meant there was 
some sort of normality to my life. 
When you're sick, you want to be in 
your own bed, eat your own food, and 
you want to see your family because 
they cheer you up."
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All medical information in this article including content, graphics and images, is for educational and 
informational objectives only. Discovery Health publishes this content to help to empower cancer patients 
and their families by promoting a better understanding of a cancer diagnosis. The views expressed by all of 
the contributing healthcare providers are their independent, professional medical opinions, aimed at supporting 
patients. These views do not necessarily constitute the views of Discovery Health.

HOSPITAL AT HOME COULD BECOME 
SA'S LARGEST HOMECARE PROVIDER
• Patients admitted to the Hospital 
    at Home programme have access 
    to an app which is linked to the 

remote-monitoring Biofourmis 
device. Biofourmis is a global leader 
in digital monitoring solutions. This 
ground-breaking device is worn on 
the patient's arm and continuously 
monitors multiple physiological 
signals, sharing these in real-time 
not only with the patient, but also 
with the care team and the 24/7 
control centre.

• Artificial Intelligence (AI) algorithms 
applied to the readings provide 

    an additional predictive view of 
    a patient's disease trajectory, 
    which is key to detecting issues, 

intervening early, and preventing 
potential medical crises.

• Hospital at Home could become 
SA's largest homecare provider 
considering that the system 

    can currently "admit" up to 750 
    patients simultaneously. Patients 

who would otherwise require 
traditional in-hospital admission 

    for the duration of their treatment.

Adoption of hospital at homecare 
programmes accelerated by COVID

Globally, there was already 
movement towards home-based 
care systems before the COVID-19 
pandemic started. 

However, there wasn't much traction, 
says Dr Botho Mhozya, who heads 
Health Professional Risk at Discovery 
Health and the DHMS Hospital at 
Home programme. "The pandemic 
accelerated hospital at home-type 
care and the adoption of digital tools 
to support the provision of that care," 
she says.

During the most severe periods of 
the pandemic, health systems were 
overwhelmed, many patients had 
to fend for themselves when health 
facilities reached capacity, and most 
patients were isolated from their 
families. Hospitals became a scary 
place to be during the pandemic and 
patients started seeking new ways of 
getting care. The response to this was 
a global proliferation of hospital at 
home programmes and the adoption 
of digital tools and telemedicine," 
says Dr Mhozya.

While Dr Mhozya acknowledges 
that some doctors might be nervous 
to treat their patients out of hospital, 
she says that there's an abundance 
of literature that illustrates improved 
clinical outcomes as well as greater 
patient experience and satisfaction 
when they are treated at home rather 
than in a traditional hospital. "We 
encourage doctors to embrace the 
programme and the technology. Once 
they start using it, they will get an 

appreciation of Hospital at Home and 
feel comfortable in using the services."

Personalised care builds trust 
between doctors and patients

Dr Mhozya describes the DHMS 
Hospital at Home programme as 
patient centric. "You might say it's 
a hybrid between old-school medicine, 
where doctors used to come into the 
patient's home and your care was 
personalised. But on the other hand, 
you've got this digital, high-tech, 
sophisticated touch to compliment 
that. This feeds real-time, actionable 
insights to the care team early on to 
ensure the patient is safe and getting 
the appropriate care."

This model, she says, builds 
trust and enhances communication 
between doctors and their patients. 
Patients have more opportunity to 
engage with their doctors and nurses, 
and patients can follow their progress 
through the Hospital at Home App 
daily tasks, such as questionnaires 
and confirming that they've taken 
their medication. This makes them 
an empowered and important 
stakeholder in their own care.

"Models like these enable us 
to not only bring care to you in 
your home, but to personalise it 
to make it fit-for-purpose for you," 
says Dr Mhozya.

Reona's husband collected her 
from hospital once she'd been 
discharged, to take her home. 
That same evening, nurses arrived 
at her home to attach the Biofourmis 
device to her arm, set up her Hospital 
at Home Phone App, explain how 
everything worked, and make sure 
she was comfortable. "The nurses 
are so professional. They give you the 
utmost care and they're very specific 
in how they do things," she says.

For the five days that Reona was 
treated at home, nurses visited her 
two to three times a day. They set 
up a drip for her, administered her 
medication, and nebulised her. Reona 
was impressed when the care team at 
the control centre phoned immediately 
to check on her when the Biofourmis 

device became loose on her arm and 
stopped monitoring her vital signs.

Reona praises the Hospital at Home 
programme. "I want to say thank you to 
DHMS for being so broad-minded and 
coming up with this amazing idea for 
their medical scheme members, so we 
benefit from getting care at home the 
same way we would receive it in 
hospital," she says.

"I think the way it was executed was 
excellent. I didn't have any issues with 
treatment, with the nurses following 
up, or with the paperwork. I'm actually 
very impressed."

Reona has since recommended the 
Hospital at Home programme to two 
colleagues, who have, with the help of 
their doctors, also benefited from the 
service.

HOW IT WORKS
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CHEMOTHERAPY
She started chemotherapy in 

August 2019 and ended in April 
2020.

“Chemotherapy was scary, to see 
all those sick people sitting all in one 
space was overwhelming. I didn’t 
want to be one of them. I was still 
in such denial. However, once I sat 
down, they were all so welcoming 
and calmed me down and that is 
when I finally accepted that I had 
cancer,” Halalisiwe explains. “My 
husband drove me to every session 
and was my biggest support.”

TWO IN VITRO 
FERTILISATION ATTEMPTS 

Halalisiwe was told to wait six 
months after chemotherapy to 
undergo in vitro fertilisation. In 
February 2021, the couple decided 
to try and two embryos were 
transferred into Halalisiwe’s uterus. 

“After insemination, you have 
to wait around two weeks to 
have blood tests taken to see if it 
was successful. Unfortunately, it 
wasn’t which was another huge 
disappointment for my husband 
and I.”

The couple waited a few months 
and then in November 2021 tried 
again. Another two embryos were 
transferred. “This time the result 
wasn’t clear so we had some hope 
that there was a chance of it being 
successful. But after the second test, 
it was also unsuccessful. It crushed 
me. My husband and I didn’t take 
it well and this time it was me who 
had to encourage him.”

GIVING IT SOME TIME
“We have decided as a couple 

to give it a break for now and try to 
focus on other things. We went to 
Mauritius in January this year for a 
belated honeymoon. Plus, we can’t 
go through another disappointment 
like that again, we need to heal 
first,” Halalisiwe says honestly.

She adds that the cost of these 
procedures is also a financial strain 
on them as medical aid doesn’t 
cover it. 

Halalisiwe and her husband 
haven’t given up hope just yet. 
When they are ready they will try 
again with the last three embryos 
and trust they will have a child.

Oncofertility by Laurelle Williams

Laurelle Williams is the editor at Word for Word Media. She graduated from AFDA with a Bachelor of Arts Honours 
degree in Live Performance. She has a love for storytelling and sharing emotions through the power of words. 
Write to editor@wordforwordmedia.co.za

 MEET OUR EDITOR 

HOLDING ON TO 

Halalisiwe Khumalo 
shares her intimate 
journey of having two 
unsuccessful in vitro 
fertilisation attempts 
and how she still longs 
to be a mother.

Halalisiwe Khumalo (37) 
lives in Lephalale, Limpopo 
with her husband.

HODGKIN’S LYMPHOMA
In June 2019, Halalisiwe felt 

a lump in her neck. “It wasn’t 
painful but it also wasn’t going 
away so I went to the doctor. 
He was quick to refer me for 
a biopsy. The result came back 
as Hodgkin’s lymphoma. I was 
devasted, cancer was all foreign 
to me; there is no family history 
of it. I was in complete denial 
and wanted to go for a second 
and even a third opinion. 
However, I was told that the 
biopsy process is exactly the 
same as the first doctor I saw 
and the result will still be the 
same.”

Even though Halalisiwe was 
still struggling to come to terms 
with her diagnosis, the support 
from her husband, mother and 
sister pushed her to start the 
treatment process. “I was 
referred to a heamatologist 
who explained that I would 
undergo chemotherapy for 
eight months. She also asked 
if my husband and I still wanted 
children, which we did, we 
were currently trying to fall 
pregnant so she referred us 
to a reproductive medicine 
specialist before I started 
chemotherapy.”

The 37-year-old admits that 
the news that chemotherapy 
would affect her fertility was 
another huge blow to her and 
her husband. Since her husband 
was already keen on artificial 
insemination, he encouraged 
her that seeing a reproductive 
medicine specialist was a good 
thing. 

EMBRYO FREEZING
After hearing all the options 

to preserve Halalisiwe’s fertility, 
the couple decided to opt for 
embryo freezing. Twenty two 
eggs were harvested and seven 
eggs were deemed viable. Those 
seven eggs were then fertilised 
with Halalisiwe’s husband’s 
sperm and then frozen for when 
they would want to use them. 
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Your dreams of becoming a 
mother shouldn’t stop because 
of a cancer diagnosis.

This public awareness initiative is brought to you by:

Ferring (Pty.) Ltd. Route 21 Corporate Park, 6 Regency Drive, Irene Ext 30, Pretoria, South Africa. Tel: +27 12 345 6358. Fax: +27 12 345 1156. 
www.ferring.co.za. FERRING, and the FERRING logo are registered trademarks of Ferring B.V. https://bit.ly/3hUP4km. 2021/022 Date of preparation: May 2021.

Fertility preservation before cancer treatment can improve your 
chances of starting or expanding your family post cancer treatment.1

Don’t delay... Speak to your doctor about the 
fertility preservation options available to you.

Reference: 1. Martinez M, et al. Obstetric outcome after oocyte vitrifi cation and warming for fertility preservation in women with cancer. Reproductive BioMedicine Online (2014) 29,722-728
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Be Informed with Dr Ronwyn van Eeden 
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Dr Ronwyn van Eeden is a medical oncologist in private practice in Rosebank, Gauteng. She is also an honorary consultant 
in oncology at the Chris Hani Baragwanath Academic Hospital.

 MEET THE EXPERT

IMMUNOTHERAPY 
pseudo progression
Can your tumour get bigger before 
it gets smaller during treatment

Immunotherapy has revolutionised 
cancer treatment over the past few 
years by leading to significant overall 
survival benefits in patients with 
advanced cancer. Immunotherapy 
works by activating the body’s own 
immune system to fight cancer.

 Unlike conventional therapies, 
such as chemotherapy, that cause 
shrinkage of tumours or cancer cells, 
because of the unique way in which 
immunotherapy works it can cause a 
different or atypical kind of response 
in cancer cells. 

Pseudo progression is one of 
these atypical responses. The exact 
mechanism by which it occurs is still 
unclear. It’s potentially from an influx 
of immune cells that accumulate 
around the tumour which can cause 
inflammation or oedema (swelling) 
around the cancer. It’s a phenomenon 
which can possibly cause an initial 
increase in the size of the tumour 
before it shrinks. Occasionally, it 
can also cause new tumours areas 
to appear and then disappear. 

CHALLENGES
The problem with not being aware of 

this phenomenon, is that it can lead to 
premature stopping or discontinuation 
of immunotherapy treatment under the 
pretence that things are getting worse 
and not better. 

According to the data available, 
which is retrospective, the incidence 
of pseudo progression is 2-10% which 
isn’t that common. Some studies 
show an incidence of up to 20%. 
The incidence may vary depending 
on the cancer type and biological 
characteristics of the tumour or even 
the type of immunotherapy used. The 
decision when to stop immunotherapy 
treatment is of course at the discretion 
of the treating oncologist but can often 
be very challenging. 

The clinical picture of the patient 
is an important consideration when 
making this decision. If the radiological 
investigation, such as a CT scan, shows 
an increase in size of the tumour in 
the case of pseudo progression, the 
patient is usually simultaneously 
very well, without any new 
symptoms, and their clinical 
condition will be improving as well. 

If the patient, in the presence of 
growth of the cancer or presence of 
new tumours, looks very ill or their 
clinical condition is deteriorating, then 
it could be true or actual progression 
of cancer. The oncologist can decide 
to change treatment at this point. 
Sometimes if the oncologist is 
unsure, a biopsy of the new or 
enlarging tumour can be requested. 

Research is ongoing to find other 
ways to distinguish the difference 
between true progression and pseudo 
progression, such as different kinds 
of imaging techniques or blood tests, 
to check circulating tumour DNA or 
inflammatory marker levels in the 
blood. These aren’t established yet. 
Some research suggests that if patients 
have pseudo progression it could 
translate into a better survival as well.

PSEUDO PROGRESSION
When patients are on 

immunotherapy and pseudo 
progression is suspected, 
immunotherapy treatment should 
be continued, and a repeat scan 
should be done in about four to eight 
weeks. If the repeat scan shows the 
tumours are still increasing in size, 
it can safely be said then only that 
the treatment isn’t working. 

The radiologists that are reporting the 
scans for patients on immunotherapy 
also have to be trained on how to do 
this kind of reporting correctly. A new 
criteria has been developed for the use 

of these scan reports; called immune-
related response criteria (irRC, iRECIST) 
and immune-modified response 
evaluation criteria in solid tumours 
(imRECIST). The radiologist takes into 
consideration the fact the patient is on 
immunotherapy if something has grown 
or something new appears and will use 
the term: unconfirmed progressive 
disease (iUPD) and suggest a repeat 
scan. If there is still progression, after 
four to eight weeks, the radiologist will 
report confirmed progressive disease 
(iCPD).

HYPER PROGRESSION
Another type of atypical response 

to immunotherapy is called hyper 
progression. This refers to accelerated 
tumour progression and rapid 
deterioration in the patient’s cancer 
while on immunotherapy. This is very 
rare but can have negative implications 
for patients and usually indicates a 
poorer prognosis. This can occur in up 
to 13% of patients on immunotherapy. 
There seems to be certain risk factors 
associated with this, such as older age, 
being female and harbouring certain 
types of mutations.

Occasionally, there can be mixed 
responses as well, where some 
tumours are getting smaller while 
others are increasing in size. Mostly, 
immunotherapy will cause the reduction 
of growth or shrinkage of cancers but 
patterns of response to immunotherapy 
can be quite complicated. The awareness 
of these atypical responses is important 
so that the correct treatment decisions 
are made, and treatment isn’t stopped 
too quickly or continued unnecessarily. 

There is still a lot of research that 
needs to be conducted to perfect the 
correct clinical applications for patients 
on immunotherapy and to correctly 
identify what type of response a patient 
is having. 

Dr Ronwyn van Eeden explains the pseudo 
progression phenomenon. 

To view references, visit oncologybuddies.com
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CLOTHING AND LINEN 
If you soil your clothing or linen 

with stool, urine or vomit, wash them 
immediately. Don't mix it with other 
washing. Wash it on a high temperature 
with your normal detergent. If you can’t 
wash it immediately, then put it in a bag 
and seal it off until such time that you 
can.

IF YOU VOMIT
Reserve a plastic bucket or bowl for 

vomiting purposes if you’re not close 
to the toilet. Once you’re done, flush it 
down the toilet immediately. Remember 
to close the lid and flush the toilet twice 
to ensure that all the bodily fluids have 
been removed.

IF YOU DON'T HAVE CONTROL 
OVER YOUR BLADDER OR BOWELS 

Use disposable pads or diapers to 
absorb the urine or stool. Once they 
are soiled, change them immediately. 
Dispose of in a separate packet before 
throwing into the general waste. You can 
also place a disposable linen saver under 
your sheet so that your mattress doesn't 
become soiled. 

SEXUAL ACTIVITY
It’s best to avoid sexual activity for 

seven days after having chemotherapy. 
If you do engage in it, then a barrier 
method of contraception must be used, 
for example, condoms. This is to avoid 
transmission of chemotherapy via 
seminal or vaginal fluids.

IF YOU HAVE AN OSTOMY BAG
Wear gloves when changing the 

ostomy bag or any components and 
wash hands with soap thereafter. Once 
done, dispose of in a separate packet 
before throwing into the general waste.

If you have any concerns or questions, 
contact your doctor or oncology practice.

Be Aware with Lailaa Cajee 

Lailaa Cajee is an experienced oncology pharmacist with a demonstrated history of working in the medical 
industry, skilled in antineoplastic drugs and aseptic technique processes. She is passionate about education 
and training and is the co-developer of the first oncology course in SA through the University of Witwatersrand. 
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Management of 
bodily fluids during 
chemotherapy
Lailaa Cajee offers simple safety measures to be incorporated 
into your daily life to safeguard those around you when 
managing bodily fluids during chemotherapy.

Chemotherapy is a drug that destroys 
cancer cells but if it comes into contact 
with someone who doesn’t have cancer, 
it can be harmful to their healthy cells. 

Chemotherapy leaves the body through 
fluids, such as urine, stool, vomit, sweat, 
saliva, semen and vaginal fluids. It’s still 
present in your system for up to seven days 
after IV treatment, and if you’re taking oral 
chemotherapy tablets then its present for 
the entire duration of that treatment. This 
means that anything leaving your body can 
potentially contaminate your surroundings 
or other individuals.

IN GENERAL
Try and handle your own bodily fluids 

wherever possible. If a caregiver/family 
member needs to assist, then ensure that 
they are wearing gloves and that they wash 
their hands with soap immediately after. 

Cleaning should always be done 
using gloves. A bleach-based product 
is recommended with disposable cloths 
or items. 

Always double bag soiled items 
or disposables before emptying into 
the normal waste system.

If bodily fluids come in contact with the 
skin and it becomes red or irritated, lasting 
longer than an hour, contact your doctor. 
If bodily fluids splash into the eye, remove 
contact lenses if you’re wearing any. Rinse 
the eyes with water for at least 15 minutes. 

IN THE BATHROOM
If you can, use your own bathroom, 

but if you can't ensure that you wipe the 
toilet seat, handle and lid with a sanitising 
wipe after each use. After using the toilet, 
close the lid and flush the toilet twice. 
This ensures that any bodily waste isn’t 
left behind. 

Males should ideally sit when urinating 
to prevent any splashes. Wash your hands 
well with soap and water after using the 
bathroom.
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Dr Nelia Drenth is a palliative care social worker in private practice in Pretoria, Gauteng. She presents 
workshops on psychosocial palliative care and bereavement counselling and has a passion for social work 
in healthcare.
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Real Talk with Dr Nelia Drenth

ANTICIPATORY GRIEF 
– to grieve before the end

Dr Nelia Drenth helps us navigate 
the hard path of anticipatory grief.

The diagnosis of a life-limiting 
illness is enough to make most of 
us shiver with fear and anxiety due 
to the unknown that is awaiting us. 
As the illness progresses, we may 
experience times of hopefulness 
and hopelessness. 

Anticipatory grief can be 
experienced by both the person 
at the end of life and his or her 
loved ones. I believe that the grief 
we experience in the terminal phase 
of life, also known as anticipatory 
grief, helps us to prepare for the end 
of life psychologically, emotionally, 
and spiritually. 

DEFINING ANTICIPATORY GRIEF
Anticipatory grief is grieving 

before the loss has occurred. It’s 
grieving in anticipation of the sword 
hanging above your head. While 
grief is a reaction to separation, 
anticipatory grief is a reaction to 
the threat of death rather than 
death itself. It’s a matter of holding 
on and letting go. It’s an attempt 
to be with the dying person in the 
present, grieving the person as they 
were, and planning for a life beyond 
the loss of the loved one.

Anticipatory grief doesn’t only 
include the loss through death but 
can include other losses, such as 
the loss of a companion and financial 
security, and the changing of roles 
in your system. 

Grief before death understandably 
sometimes presents with unexpected 
emotions. It can be compared to an 
isolated world accompanied by the 
sadness of saying goodbye, the 
uncertainty of how and when 
all will end, the fear of pain and 
discomfort, unfinished business 
and the things that haven’t been said. 
But the time before the death can 
also lead to personal growth.

TUESDAYS WITH MORRIE
The memoir Tuesdays with Morrie tells 

the story of Morrie, a college professor, 
who was diagnosed with amyotrophic 
lateral sclerosis. His question after he 
heard the news from the neurologist 
was: “Shouldn’t the world stop? Don’t 
they know what has happened to me?” 

This is where Morrie’s anticipatory grief 
started. The journey of saying goodbye to 
everybody and everything in his life. It’s 
also the journey of his family and friends. 
The difference is that Morrie is saying 
goodbye to everyone and everything that 
he holds dear. The family and friends are 
saying goodbye to one person and the 
role he had played in their lives. 

Morrie asked himself another question: 
“Do I wither up and disappear, or do 
I make the most of my time left?” He 
decided to make the most of his time left.

IT’S OK TO DIE
So, how do you make the most of 

the time left when such devastating 
news has been shared? Monica Murphy-
Williams pleads in her book, It’s OK to 
die, for us to prepare ourselves for when 
the time comes. She advocates “to fight 
for a good death…in the arms of the ones 
who love you, with your pain controlled, 
with your fears addressed, with your 
goodbyes all said.”

The time before death and amidst 
anticipatory grief is hard and messy. 
It’s riddled with sadness, fear, shame, 
and guilt. Difficult as it is, it’s necessary 
that we talk about what matters most 
to alleviate the anxiety and to sort out 
unfinished business. 

It’s the time to share our wishes of 
where we want to die. It’s the time to 
speak about who we want at our bedside 
and what music should be played. 

If we haven’t done so yet, it’s also the 
time to share healthcare decisions, such 
as who will be your proxy if you’re unable 
to communicate? Do you want to be 

resuscitated? Do you want artificial 
feeding and be placed on a ventilator?

To help us with these discussions 
Monica Murphy-Williams borrowed from 
the work of Dr Ira Byock, The four things 
that matter most, and added two more 
things:
• “I’m sorry” or “Please forgive me” 

(Byock)
• “I forgive you” (Byock)
• “Thank you” (Byock)
• “I love you” (Byock)
• “It’s OK to die” (Murphy-Williams)
• “Goodbye” (Murphy-Williams)

True expression of these six sentiments 
allows us to release emotional energies 
that encourage us to face the challenges 
of the pending death.

WHAT IS THE LEGACY THAT 
YOU’RE LEAVING BEHIND? 

This is the time to reminisce about the 
good times. What would you want people 
to remember about you? What are the 
stories that people would tell about you? 
What are the lessons that you’d wish they 
would take from your life? In other words, 
what is the legacy that you’re leaving 
behind? 

LIVING WITH DEATH’S SHADOW
Anticipatory grief is normal, and we can 

learn from Professor Morrie’s philosophies 
about living with death’s shadow:
• Accept what you can do and what you 

aren’t able to do.
• Accept the past as past, without denying 

it or discarding it.
• Learn to forgive yourself and to forgive 

others.
• Don’t assume that it’s too late to get 

involved.
In the end, anticipatory grief prepares us 

to let go with dignity that is vested in our 
attitudes, behaviour, compassion, and 
dialogue.

If you're struggling with grief, please visit qualilifecare.org
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Emotional Care with Ilana Kilian

Preparing children and teenagers 
for the death of a parent
Ilana Kilian, a social worker, explains that preparing 
children and teenagers for a death of a parent is a 
process of honesty where everyone is actively involved.

Though we know it's an inevitable part 
of life, talking about death is something 
most of us aren't really good at because 
the subject is so painful. It’s even harder for 
us to discuss and deal with this topic when 
there are children or teenagers involved. 

Part of the journey is finding ways 
to express what's happening to make 
sense of what's happened, and finally, 
to accept what has happened. Children 
and teenagers need to be fully part of 
this journey.

IMPORTANCE OF 
COMMUNICATION

The one element included in 
most research is the importance 
of communication. Get an idea what 
your child thinks is happening and 
what changes they might have noticed. 
This is usually a good introduction to 
further conversations. When you discuss 
how they perceive the situation, it’s 
important to raise the death/dying topic. 

USEFUL TIPS TO KEEP IN MIND
• Always remember that we can’t        

shield children from grief and dying. 
There is no way to hide the dying 
process, the person will be gone and  
they need to be informed about this. 

• Don’t wait for the “right time”                  
to discuss death with children. 
Communicate openly and honestly.

• Be the first to give children and   
teenagers the news. They shouldn’t 
overhear this from someone else.

• Actively listen to questions and   
concerns that indicate a child’s            
level of understanding. Be attentive                    
to their reactions and questions and 
respond accordingly. 

• Avoid using euphemisms, such as          
not getting better or passing on.             
It’s important to be clear and direct    
from day one. Otherwise, you tend         
to give hope that can be shattered.

• Provide emotional support. This is 
difficult because you also are in need     
of support. Be wise to ask for help if     
you find it difficult to deal with death   
and the days to follow. 

To view references, visit oncologybuddies.com

Ilana Kilian is a social worker in private practice in Stellenbosch, Western Cape. She works closely with Dr Margie Venter, 
Palliative Care Oncologist and The Stellenbosch Hospice in a team approach to care. She has a passion for older people 
as well as supporting families on a journey where they find meaning and coping with unexpected illness.
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• Involve the child in age-appropriate 
caregiving responsibilities. You’re 
still the parent and if you’re single 
or alone, get help in. They should 
still be the child in the house and 
continue in this role. 

CREATING MEMORIES
When information has been given 

and the process started of dealing 
with death on the doorstep, we can 
help children cope with this and also 
equip them with preparing for the 
period when their parent is no longer 
there. Nothing will ever replace the 
parent, but we can help children 
create spaces to keep the memory 
and the parent present in a good way. 

Children and teenagers spend a 
lifetime revisiting the loss of their 
parent and as they pass through 
their life stages, they identify in 
some ways with the parent. 

A good way to keep the parent 
'active' and 'involved' is to write 
letters that the child or teen can 
open at certain crucial stages in 
their life. Or just to communicate 
what a parent felt and questions 
that needs answering.

Another useful tool is to create 
a memory box. This can be simple 
things like a scarf, sentiments from 
their youth or a watch. They can 
always link this to the memory of 
their parent. 

Allow your child to participate 
in rituals. Let children pick clothing 
for your loved one, photos for the 
memorial, a song or spiritual reading. 
This will help them gain a sense 
of control of the traumatic loss. 

Encourage your child to keep 
a journal. This will give them 
an opportunity to splash all their 
emotions without feeling vulnerable 
and embarrassed. This is for their 
eyes only, and they learn to explore 
feelings, have emotions and you might 
even be surprised at how this method 
will eventually encourage them to also 
talk about their feelings and emotions.

The death 
of any loved 
parent is an 

incalculable 
blow. Because 

no one ever 
loves you 
again like 

that.”

Preparing for death, death itself and 
life after death is difficult for adults, 
let alone children and teenagers. But 
it’s the same loss, we all lose the same 
person, no matter who we are. 

Loss in a family is like disability, 
your family becomes disabled for life. 
You now have to find ways of coping 
with this disability within your family 
system. This should be a process 
where everyone is honest and actively 
involved, at all given times, in this 
inevitable process.
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