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'...a person's past is protected 
from the ravages of illness ... 

a life story that ends well casts a positive light 
on all that has preceded'. 

Ira Byock 
The Nature of Suffering and the 

Nature of Opportunity 
at the End of Life 

1996 
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I N TRODU CTION  
As someone approaches the end of their life questions start to arise. Decisions are 
reviewed, life stories a re rehashed, old conflicts a re revisited, joyous memories a re 
explored. Perhaps the biggest question that hovers over all the rest is: Will I be 
remembered and how? 

It is into this space that the biography process moves. 

Because of you, clients will be able to reflect, talk and share in a safe, confidential space. 
Because of you, they will be able to document their lives and who they are for family, 
friends and the generations to come. 

Wh ose story will you hear next? 

 
About  this manual  
This manual is for beginners wanting to learn to write biographies for people in palliative 
care. It is assumed you will have resources and support from a palliative care organisation 
to help you and your clients. Operating without the systems of support f rom an 
organisation will make the process far more difficult and leave you, the biographer, without 
critical means of debriefing. 

This manual is a collaborative effort from many staff and volunteers at Eastern Palliative 
Care (EPC) in Melbourne, Australia. They have taught and worked with many hundreds 
of volunteer biographers and published thousands of client stories. Because of their 
experience, this manual exists and now provides you with a great opportunity to learn. 

Assum pt i on s   
As we wrote this manual, we made some assumptions about you and your needs : 

• You do not know, or you want to expand on your knowledge of the processes needed 
to create a biography for people in palliative care. 

• You and your clients are part of a palliative care organisation. 

• You want to master the relevant skills. 

• You want to make a real difference for your clients. 

If you tick these boxes, then this manual is for you. 

Learn i ng  style  
To help you be a great biographer we want you to learn in your own way and at your 
own pace. As you begin your journey, please be active in your learning. Write down 
your thoughts and talk about the ideas as you go. Reflection is an important part of your 
learning. 

Your trainers/coordinators are there to support you on your journey. As you work through 
the materials, it would be valuable to remember or to write down any issues you want to 
understand better or have questions about so you can discuss these when you meet with 
your trainers/coordinators. Your learning and support for you are the focus. 

It is intended that support from your organisation will continue when you are doing 
biographies. 
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H OW T H I S  MA N UAL IS O R G A N I S E D   
We have organised this manual  into nine chapters so you can easily work your way 
through.  

1 Backg ro und and theo r y   
Th is wil l  set the foundation for your work. We explain why assisting people who are  
dying, to record their stories is important and what it can achieve. 

2 The process  
In this chapter we wi l l  describe the journey you wi l l  be on - from the first visit through  
to the final delivery. We will  look at techniques to get the story flowing as well as 
potential difficult story content you need to be on the lookout for. 

 

3 M a n a g i  ng the re lati  o n s h i p s ,  b o u n d a r i e s  and self-  care 
Th is chapter aims to help you think about the important protective boundaries between 
yourself and your client, and to be aware of the organisational supports for you. It a lso  
focuses on the beginning,  the middle  and the end of your relationship with your 
client. 

 

g The b i o g r a p hy c l i e n t :  Role-p  lays 
Th is chapter provides you with some scenarios for you to practise your communication 
and related ski l ls.  
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Appendices   
A Policies/Process maps  

B Forms and brochures used in biography C 

Biography and proofreading guide  

D Working on the words - grammar guide  
 

Icons  used in th i s  manual  
The fol lowing icons appear throughout this manual : 

 

Th is will  draw attention to important information  
for your biography work. 

 
 
 
 

Next to this icon we wil l  explore some 
addit ional helpful suggestions.   

 
 
 
 
 

Th is icon highlights when it is time to 
practise your ski l ls .   
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Chapter 1 

BACKG ROU N D & TH EO RY 
Q Discover the  backgr o u n d to b i o g r a p h y  in pal l i a t i v e  ca r e  

Q L e ar n  a b out  the Langu a g e  a n d  theo ry  

Q E xplo re  t he  h e a l i n g  p r o c e s s   



W H E R E  D I D  IT ALL BE G I N ?   
 
Ivan Lichter:  Pioneer of b iography in  pall iat ive ca re 
Dr Ivan Lichter (19 1 8-2009) was the head of Te Omanga Hospice in New Zealand and 
began its client biography service in 1 990. He had noticed that many of his patients 
approaching the end of their lives felt hopeless, helpless and depressed. They suffered 
from low self-esteem and believed their lives had no meaning.   

Al l these feelings contributed to a difficult, sometimes l ingering, death. Wanting a more peaceful 
end for his patients, he came up with the idea of a biography service. Very quickly it 
became clear that this new service was affirming to patients that their lives did have 
meaning and that they were valued.  

As a result, most experienced a much greater quality of life and a more peaceful death . 

 
C e n t  ra l to his phil o s o p h y w a s  t h a t telling t h e  story 
w a s  se co n d a ry.   

W h a t happe n e d  to the p a t i e nts  t h r ough t h e  telling 
of  t h e  story w a s  first a n d foremost. 

 

The fol lowing story i l lustrates the power of the process: 
 
 

 
A R EAL L I F E  STO RY:  A BIOGRAPHY IN ONE WEEK  

On my first visit to Nal la  she asked me, 'Can we complete my biography today?' I 

understood she was saying that the end of her life was very near. She had  

prepared everything in advance, but she just needed to record her history and so m e 

special t ho ug hts for h er s o n a n d friends.  Over t h e next h o u r a n d a ha lf,  (which 

seemed like only 10 minutes) I was completely engrossed in her life story. 

'I am ready [to die]', she said. Her peace and serenity radiated and enveloped both 

of us, so that I felt l ike I had a gl impse into how I imagine heaven to be - it was a lovely 

experience sharing some of her precious time.  

It was also very pleas ing that EPC enabled her to receive her completed biography 

in time; her 'Biography in One Week'. 

Carmel - EPC Biographer 
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Ref lect on why you t h i n k  it is val u a b l e  for p e o p l e  who  are in  
p a l l i a t ive  care  to tel l  t h e i r  story.  

Sh a re your  t h o u g hts wi th s o m e o n e .   
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WH AT DO WE M EAN BY 'B IOG RAPHY'?   
A biography service provides an opportunity for clients to record their life's stories for 
themselves and their families - verbal histories, captured for future generations.  

The client's biography is published in written form which becomes a permanent record of 
refle ctions, events, memories, beliefs, values etc. 

In pall iat ive care, client biography combines some or al l  of the following elements: 

· Life story  

An account of the series of events making up a person's life which often has a physical 
outcome i.e. a book. 

· Remin is cen ces   

These can be vocal or silent recollections of life events delivered in a spontaneous 
manner. Reminiscences help restore a sense of identity even if a person does not have 
that active role any longer. For example: 'Once a nurse, always a nurse'. Reminiscing can 
also be a relaxing, pleasurable activity. 

· Life review 

This app roach follows a timeline,  not ng basic events but not necessarily fleshing out 
events or relationships. The process of life review both validates life for the client and can 
be an opportunity to visit un resolved conflicts. It can also provide an assurance of 
continuity (a legacy of values - of being loved, having loved and how to love), or an 
acceptance of loss.  

Life review has long played a therapeutic part in palliative care, and has been used by 
family support workers (psychologists, social workers, pastoral care workers) and by music 
and a rt therapists. 

 
Th e biography can   be anything the client wishes it to   be:   a story of their life, a specific 
time or event, a great hobby or interest, reflections, reminiscences, tributes, or a mixture of 
everything.   

With the help of a trained volunteer, the first-person narrative is record ed and transcribed. Th e 
cl ient is always in charge of its focus and direction - they may start their story one way and end 
up taking a completely different path. They are the d river! 

The biographer, together with the organisation, publ ishes the final approved d raft, often with 
addit ional  material such as photos, poems, artwork, song lyrics (whatever is s ignificant and 
meaningful for the client). 
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Take a m o m e n t  to watch  Pentaton i x  'The  Evolu t i o n  of  M u s i c '  

https ://www.yo utu be .  com/watch ?v= I ExW8 0sXs H s 

As you are watchi n g  it take note of the  followin g :   

 
W h e n  d i d  y o u  start to s t r o n g l y e n g a g e  w i t h  t h e  m u  s i c  ? 

 
 
 

W h a t  m e m o r i e s w er e  e l i c i t e d ?   
 
 
 
 
 
 

Ho w d i d  it a l l  make you  fe e l ?   
 
 
 
 
 

Th is exercise helps to demonstrate two things:   
• The power of music to release memories and put us back into a different part of our lives. 

• · The emotions we feel as we revisit different parts of our life . 

 

 
If  you r c l i e n t is  str  u g g l i n g to tell the i r story, 
suggest putting on s o m e  m u s i c from w h e n  t h e y  
were youn g e r a n d ta l k i n g a b o u t t ha t. 
F ro m  t h a t po i n t m e m o r i e s  w i l l f l o w .  
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Time yourself for 1 minute and  wr ite d own all the t h ing s you  
would want to pu t  in to your story.  

Th is exercise is to show you  h ow simple it is to find t he   
themes/s t or ies  that a  cl ien t wou ld  want  to inc l u de .   

 
 
 
 
 
 
 
 
 
 
 
THE IM PO RTANCE OF LIFE REVI EW IN PALLI ATIVE CARE  
Role theory 
Role theory tells us that life-roles fulfil a person's self-identity. In other words, many people 
see themselves in terms of what they do. Their roles determine the values/beliefs they hold 
and how they interact with the world. 

Immobility, pain and reduced independence all impact upon how palliative clients may see 
themselves. A once active person may have to deal with a sudden and severe loss of the 
roles that they have held in life. 

Moreover, the void created by significant role losses may be filled partly by new ones: 
patient, dependant spouse/parent, client, welfare recipient, etc. 

The process of life review through biography can divert clients from defining themselves in 
terms of roles by reconnecting them with the essence of who they are - characteristics that 
challenge and extend beyond role theory. People are ongoing. Despite their diminished 
roles, those inner qualities remain the same: spiritual, creative, practical, giving, serving, 
intuitive, affirming, insightful, fun-loving, positive, optimistic, resilient, determined etc. 

 
T he b i o g r a p hy pr o c e s s  a l lows t h e  p e r so n  to get  i n  
tou c h  w i t h  w h o  t h e y   real l y  a r e beyond  t h e  rol e s  
t h e  y ful f i l l ed. I t  dr aws  o u t  t h e  
c h a racter a n d  p e r s o n a lity o f a   p e r  s o n . 
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Take s o m e  time  to l i st a l l  th e  rol e  s y o u  h o l d  i n  l i fe . 
 
 
 
 
 
 
 
 
 

I m a g i n e  you have b e e n  g iven  a d i agn o s i s  that  c o n f i n e s you to the  h o m e  a n d  your  
o n l y out i n g s  ar e  to  m e d i c al  a p p o i n t m e n ts - up  to  four  a w e e k . Wha t  h a p p e n s  to 
t h e s e  l i s ted  rol es ?   

 
 
 
 

Ho  w wou ld y ou  fee l ?   
 
 
 
 
 
 
 
 

Ho  w wo u l  d the  p e o p l e  a r o u n d  you  fee l ?   
 
 
 
 
 
 
 
 

S h a  re your  refle c t i o n s  with  s o m e o n e. 
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TH E H EALI NG PR OC ESS IN PA LLI ATIVE CA RE  
People coming into palliative care have generally  been told that nothing more can be 
done to cu re their i l lness.  

When healing is defined in purely physical terms of cure and restoration, failure is 
certain.  No human being has ever been successfully healed and cured forever. At the 
end of life, heal ing must be redefined. Where there is no longer hope for a cure, 
healing stil l  transpires. It is healing of a different kind - the healing of the spirit, 
the healing of the self, and the healing of relationships. 

West Virginia Medical Journal May/June 2002 

First and foremost, client biography is a heal ing therapy. Biography can play a part in 
reviewing clients' lives in order to see the b igger  picture, reminding them that what they 
have done and who they are has made a difference, and that their lives have been 
meaningful .   

 
It  is w h a t  h a p p e n s to t h e  c l i e n t thro u g h t h e  
telling of  t h e  story t h a t makes  b i o g ra p h y  s u c h  a 
valuab l e  a n d  u n i q u e pro c e s s . 
The  story b e c omes   s e c  o n d a r y   a n d   t h e  p u b 
l i s h e d  b i o graphy is  a delightful e n d -  product of 
an important healing pro c e s s . 

 
Biography can be used in a variety of ways as a tool in the healing 
process. These inc lude:   

• A reminder of what has been achieved 
• A way of bringing finality ( I 'm really going to die.)   
• A chance for identifying areas that need further work and heal ing:  self and relationships 

• A chance to be able to look at this stage of life in the context of the whole 

• A way of leaving messages/tributes 

• A way to pass on ideas, values, philosophies and information  

• A recording of something to be passed on through generations of family - a verbal/ 
cultural history 

• A chance to feel purposeful and productive right to the end  

• An alternative, one-step-rem oved means of personal refl ection  

• An opportunity to focus away from i l lness, doctors, nurses and medication  

• A chance to indulge in having a captive, interested audience to hear one's story 

• A chance to off-load  (sometimes with the recorder off) 

• An opportunity to express feelings about mortality and spirituality 

• The comfort of knowing people won't forget them  

• An opportunity to set the record straight 
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Ref lect on w h y  y o u  fee l that b i o g r a p h y for p e o p l e  w h o  
a r e i n   palliat i v e  care is  parti  c u l a rly p o w e rful for h e a l i ng.  

W h a t  do you thin k it m e a n s  t o b e healing w h e n  doing a    biography? 

S h a re you r reflectio n s  w i t h  s o m e o n e .   
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Chapter 6 
MANAGI NG TH E 
RELATI ONSH I P, 

BOU N DARI ES & SELF- CARE  
O Manage your client-  b iographer re lations h i p   

O Ho w to set and maintain boundar ies   

0 Learn a b ou t _ s e lf- c a re 



Although most volunteers possess special characteristics that allow them to be  

with the dying and grieving people, in all likelihood they will be personally affected 

by what they do, both emotionally and spiritually. Palliative ca re volunteers enter 

situations that many people try to avoid at all costs. They b ring themselves to loss 

through their willingness to accompany another person on their final journey. 

Stephen Claxton-Oldfield, American Journal of Hospice & Palliative Medicine 

Vol. 23, No. 6 
 
 
The above quote directly relates to palliative ca re volunteers, but the potential emotional 
cost to any biographer would be the same. The intimate nature of the biography 
experience can surprise and challenge. 

In order to care for themselves and be present to the needs of the clients, effective 
biographers recognise the importance of the protective boundaries inherent in 
organisational policies and procedures, accessing supervision and attending to their own 
inner needs/concerns. 

 
RE L AT I ONS H  I P S 
Many of the relationships we all have in our lives have a tendency to be endless or they can 
often ebb into nothingness or naturally run their course. We don't always choose to end a 
relationship; for example, they can be ended by an unexpected death, or by a colleague 
changing employment. 

As humans we don't plan for the end of a    
relat ionship, but in b iography work it is a 
necessary and important pa rt of the process.  

 
There are three main phases to biography volunteer/client relationships: the beginning, the 
journey, and the end. 

To fully grasp the developing relationship, it is important to discover just what it is that the 
biographer wishes to achieve from the relationship. We are going to start by exploring the 
end of the relationship first. 
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The end  
Relationships with the client are often not exclusive of other relationships that may develop 
with the caregiver and/or family members. Th is adds complexity to the end of relationships.  

Links with biography clients can cease for a number of reasons, some of which are listed 
below:  

• End of biography work - client and caregiver stil l  alive 

• Death of the client - caregiver still alive 

• Discharge - client and caregiver still  alive 

• At client request - no longer wants a biographer - client and caregiver stil l  alive 

• Biography support no longer viable - client and caregiver still a l ive 

• Biographer can no longer support the cl ient - client and caregiver still al ive 

• Biography program coordinator ceases the l ink  - client and caregiver still al ive 

It is vita l that biographers be aware of the policies in place around what happens when the 
volunteer role is finished. 

 
E P C  ' s p o l i cy is  t h a t  relat io n s h i p s  w i t h  clients  or t h e i r  
c a r ers/ fami ly  is  n o t p e r mitted b e y o nd t h e  c e s s a t i o n  of 
t he  l i n k . Th is  i s to prote ct  t h e  c l i e n t/ c a r e r  a n d   t h e  
volunte e r . T he  client/c  a r e r  have engag e d  w i t h  t h e  b i o g 
r a p h e r as  a b i o g ra p h e r, a n d t h e  relati o n s hip must  be  
kept  in t h a t  professional z o n e .   

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
© 2021 Eastern Palliative Care 85  



To as s i s t  t he  b i o g r a p h e r  w i t h  navi g a t ing t h i s  i s s u e ,  it is  
impor tan t  t ha t  t he  b i o g r a p h e r  ref lects on t h e se  q u e s t i o n s  wi th 
e ac h  b i o g raphy. 

Take s o m e  t im e  n ow to ans wer  t h e s e  q u e sto n s :   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

·W· · · ·h· · ·a· ·t· · ·d· · · o· · · ·y· · ·o· · ·u· · · ·w· · · ·a· ·n· · ·t· · ·t· ·h· · e· · · · ·i ·m··· ·p· · ·a· · c· · ·t· · ·o· · ·f· · ·y· ·o· · ·u· · ·r· · ·s· ·u· · ·p· · ·p· · ·o· · ·r·t· · ·t· ·o· · · · ·b· · e· · ·?· · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · · ·  

 
 
 
 
 
 
W ho e lse in  t he  tea m wi l l  be caring for t h i s  c l i e n t?  
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The beg inning  
One of the best ways of clarifying everyone's expectation of the new relationship is to start 
discussing the end, right from beginning. We encourage our  biographers to actively raise this 
concept with their client using phrases such as: 

'When I move on to the next client' 
'Before we finish up together' 

This reminds the biographer and the client that this relationship is only for a time and is for 
a very specific purpose. The volunteer coordinator wil l  have discussed the role of the 
volunteer with the client/carer prior to the initial contact. 

At the beginning of al l  new relationships, both sides are likely to be cautious and nervo us. 
It is the biographer's job to put the client at ease. Experience has shown us that within  
15 minutes of meet ng the biographer, the client tends to relax and start to engage 
positively with the project. Refer to notes on page 29 on 'How to run the first session '. 

 
The journey 
Now that the biographer is aware of how they would like the end of the process to look 
like, it is important to look at how this can be achieved. V✓e provide structures that 
biographers may follow to support the 'end' from the beginning  and throughout the 
journey, such as: 

Mindfulness of the journey 
Set periodic times to review the relationship knowing that it wi l l  end at the completion of 
the proj ect. The fo l lowing questions need to be refl ected on:   

• A re boundaries being blurred by either party? 
• What is the biographer's  emotional connection to the client/carer - does it stil l sit 

in an appropriate place? 
• What is the client/carer's emotional connection to the biographer - does it sti ll  sit 

in an appropriate place? 
• How did the biographer plan to end this relationship with the client/carer once the 

biography work has been completed?  
 

ADVICE FOR BIOGRAPHERS 
- Set st rong and clear boundar ies  f rom the start . 

This wil l make the ending easier. 
- Debrief with Coordinator of Volunteers.  
- Emai l  a repo rt to your  coord inator  after each visit. 

This wil l  assist you with accountabi l ity. Engage with other 
b iographers for peer support. 

- Periodical ly ask the quest ions l isted above in relat ion to the 
b iograph er/ cl ient/ ca re r re lat ionship. 

- Ut i l ise profess ional supp o rt debrief opportunit ies. 

It is the responsibi l ity of the volunteer biographer to d rive and manage the relationship,  
and provide the space and means to safeguard the integrity of the relationship that is  being 
built. 
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BOU N DARI ES 
The Oxford Dictionary defines a boundary as:  

'a l ine  which marks the l imits of an area; a div iding l ine: (often a boundary) is a l imit of 
something abstract, especially a subje ct or sphere of activity' 

Below we discuss the different boundaries that biographers have experienced when 
supporting clients, their carers and families. We suggest ways of managing those 
boundaries  to maintain and continue both physical and emotional well being.   

 
Organisationa l  boundar ies   
Du ring tra ining biographers have already spent t ime understanding that Eastern Palliative 
Care has a series of polic ies and process maps that are designed to create boundaries  or rules 
around what they can and can't do when working within the EPC governance.  

For further clarification see Appendix A which contains relevant EPC policies and process 
maps (current as at October 201 9). 

 
 

L i s t  w h y  p o l i c i e s  and  proc e s s e s  are  
enforced by an organi s a t i on :  

 
 
 
 
 
 
 
 
 
 

Below are some examples using EPC boundary l ines:   

Mo n ey 
• No hand l ing of client money 
• No accepting money as a gift 

This avoids any confusion as to who owes whom money. It protects the client from being 
taken advantage of, protects the volunteer from false or mis leading accusations, and  
protects the organisation from a disparaging outcome.  

Family members supporting and watching their  loved ones die are often processing a range 
of emotions. Seeing their loved one so vulnerable often leads to behaviours we may not 
usua l ly  see. There are emotions such as fear, frustration and grief that can al l  present as 
anger. There is the potential for carers to focus on an aspect where they feel their  
loved one has been taken advantage of, e.g. fi nancial  issues. Finances are often 
stretched throughout this phase of people's lives. Our policies aim to protect al l  parties from a 
ny concerns that may arise.  
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Shopping   
• N o s h o p p i n g i s to  be  done  o n  a  c l ie nt's  beha lf,  i nc l u d i ng  pick i n g  u p  m i l k  a nd  b read  o r 

the paper on the way to the client's home.  

This  refers back to no hand l ing of client money. Organisations such as EPC have other 
means to assist clients in this area, such as local council  workers going shopping for clients 
etc. 

 
Medica t ions   
• No dispensing of client medications is to be done by a volunteer, inc luding  altering of 

c lient medications.  

Biographers are not in the client's home as a trained professional and therefore they are 
not able to handle  medication. This inc ludes adjusting oxygen cylinders. They are able to 
pass pre-prepared medication to the client, as per EPC's Handl in g  of Medi cation Policy. 

 
Transport 
• No transporting of a client in an acute medical  situation is allowed. 

Call an ambulance and EPC.  

• No transporting of a client in the client's vehicle is al lowed.  

Cl ient vehicles are not covered by EPC pol icy. 
 

Personal  property  
Volunteers are not permitted to safeguard a client's property (with the exception of biographers 
taking home photos/certificates etc. to scan - we suggest they do that in a secure 
receptacle and return it to the client as soon as possible)  

This blurs the boundaries s im i lar  to that of handl ing  and safeguarding of money. 
 

Personal  phone  numbers/ e mai l  addresses  
We strongly suggest that volunteers do not hand out personal numbers or emai l  addresses. 

Biographers do not know how the client may use these contact details, and we have faced 
times where clients have rung the volunteers in an emergency rather than EPC. Th is is not 
a responsibility we wish volunteers to have. Be aware that if you cal l  a cl ient from a mobi le  or 
non-private number, they may have access to it in future.  

If you need to use an emai l  address it is suggested that the biographer creates a generic 
emai l  address which includes the organisation’s name, e.g.DaffyE PC@gmail.com  

High fire r isk  days  
Volunteers are not allowed to travel to fi re prone areas on days of Severe, Extreme, and 
Code Red Days or on days of Tota l Fire Ban.   

Other issues 
Organisational  boundaries are also pl aced on the clients, their carers and families.  
Clients and family members are not to smoke in the presence of an EPC staff member or 
volunteer. 

No threatening or abusive behaviour is tolerated by EPC towards any EPC staff member or 
volunteer. 
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Personal  boundar ies   
Personal boundaries include the physical ( e.g. personal space) and emotional (e.g. 
personal disclosure). 

PER SON AL S PAC E 

Take some t i me  to ref lect on the fol l owing :   

I m a g i n e  you  a r e in a bubb l e , and  t he  s ize of  tha t b u b b l e   
d en o tes how c lose s om e on e  can  stand next to y ou ,  if they  
can  t ou ch  you or if the  y can lea  n in to wh i sper  to you.  
Every ne 's bubb l e  is different. Ho w b ig  is yours?  

 
 
 
 
 
When  you fal l  and  hu rt your  knee,  do es the bub b l e  sh i ft a nd  for what    
reason?  

 
 
 
 
 
What i f  you are s i c k?  Doe s t h e  b u b b l e  c h a n g e ? Wou ld  you  let s o m on e   
ins i d e  the b u b b l e  to hug you ,  ho ld  your hand  and  rub your  back? Who  
wou ld  th i s person be?  Wou l d  it be a loved one? A fri e n d ?  A stranger? 
Would tha t s t r an g e r  have to be someon e  that can d ispense compassi on  and  
empa thy  p r o f es s i ona l ly, for example,  a nurse, a doctor, a m in ister or a    fr i e n d l y  
volunt eer  ? 
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Personal space is an instinct, often not thought about, unless it is invaded. Consider your own 
personal space requirements a nd how it affects your body language, and  the m an ner  in which 
you present yourself. It is about being self-aware.  

 Now t h a t you have t h o u gh t a b o u t your own personal spa c e ,  
con s i d e r  t h a t of your  c l i e n t.  T h e y  are in the final  pha s e  of t h e i r  
l ife,  d e a l i n g  w i t h  a n i l l n e ss/di s a bility, t r e a t m e n ts or m e d i c  at 
i o n s  a n d m a y   not  be t h e   p e o p l e  t h e y  o n c e w e r e .  W h a t  
would their persona l s p a c e requirements be ?   

 
 
 
 
 
 
 
 
 

There is  no correct answer to these questions.  It is posed to you  fo r the  consideration  of 
the client and their carers or family who you will  be meeting. It is important to be mindful   
of all  of their personal space requirements. 

 
P E R SO NAL  D I S C  LO S U R E  

Take s o m e  t i m e  to reflect on t h e  following :  

How  mu c h  of your  own  p e r son a l   i n for m a t i on  are  you 
comfortable  d i v u l g i n g to a c l i ent a n d / o r  the i r carers?  T h i s  is 
a q u e st i o n  t h a t  ca n not be answered by a n yo n e  
but  you.   I t is  i m p o rt a n t to remember  t h at t h e  c I i e n t  isnt   your   
fr ie n d .  T h e y  are   a   c l i e n t of  E P C   w h o   y o u  are engag e d  to 
work w i t h  on a b i o g r a p h y p roject.  Kee  p i n g t h i s  i n  m i n d,  
would you dis c u s s  a s o p e n l y  your  feelin gs    a n d  emo t i o n s  as  you 
wo u l d w i t h  a frien d you m a d e t h r o u g h a  b o o k  c l  u b ,  fo r  
exam p l e ?   
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Personal disc losure in any relationship is an art form. It happens quite naturally when 
developing   relationships with   friends, col leagues   or   companies   that   require   your 
information, doctors and other al l ied health staff. It is about giving information to others in the 
appropriate manner, appropriate time, and with the appropriate communication forms. 

The relationships that are developed in a pal l iative care setting are vastly different from those 
that the biographer may be used to. It is an offer of support to a person in their final phase of 
life - not a friendship. A type of friendship often occurs through this  relationship, and 
some emotional involvement is necessary, however, it is important to be mindful of the 
manner and reason the biographer has entered the cl ient's life. 

 
 

W h a t  are t h e  b e n ef i ts  a n d  pi tfa l l s that y o u  c a n  i d e nt i fy    
reg a r d i n g person a l  di s c l o s u re?  

 
 

B e n e  f i t s   
 
 
 
 

Pi  tfa l l s 
 
 
 
 
 

Below are some questions for the biographer to ponder that m ay create an avenue for  
further self-awareness regardi ng personal disclosure:  

• Is d isc los ing this information in my client's best interest? 

• Whose needs are being served here? 

• How would disclosing this be viewed by the client's family or significant other? 

• Does this c lient mean something special to me?  

• Does this action benefit me more than the cl ient? 

• Am I comfortable documenting this decision/behaviour in a client fi le?  

• Will I have any regrets about disclosing this information knowing that once that has 
happened I can't pu l l  it back? 
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BEING PRESENT 
Being present is exactly that - being present in the here and now. Not thinking about what 
to have for dinner, not wondering if your kids are making the right choices, not wondering 
how you can improve your tennis game. 

It is about sharing time with someone who is vulnerable, being affected by illness/ 
treatments/medication. They may not look like they did a year ago. They may not be able 
to access the community anymore; their friends may not be able to overcome their own 
challenges with the illness and may have stopped visiting. Loss of independence, loss of 
identity and loss of the life they once knew, a re all a part of the journey they are now on. 

EPC clients are dying. The majority of them know that. The emotional rollercoaster that 
they have been on takes its toll. Many feel like a burden; many suffer bouts of depression. 
Many struggle with the pressure their illness places on their loved ones. With all of the 
complexities they are facing in their life, they at least deserve the respect of the volunteer 
who is present with them. 

To be truly present to another we must learn the art of effective communication. 
There a re many forms of communication that come into play in relationship building. 
To be 'fully present' the forms of communication we shall concentrate on a re:  
• listening 
• hearing 
• judging/evaluating 

What does listening mean? The Oxford Dictionary defines listening as giving your 
complete attention to a sound. There are many forms of listening. For the purpose of this 
training we will concentrate on three types of listening: active, silent and emotional. 

Active l i s t en i ng  1 

Active listening requires a conscious effort to hear not only the words that a re being said, 
but the message behind the words. The key to doing this is to try and eradicate all of the 
other distractions from your mind, not allow yourself to lose focus on the conversation, 
become bored or let your mind wander. The hardest distractions to manage a re the 
conversations you have with yourself in your own head. 

Please be aware that we often filter what we hear through our own values which can 
change the meaning behind what a person is saying. 

Listening actively aims to reduce the filter so we can listen without judgements. 

Silent l i s t en in g  2 

The letters of listen, when rearranged, spell silent. One could suggest that to remain silent 
could speak volumes in its own right. Remaining silent, and being comfortable in silence, 
is not how most of us are conditioned. And yet, to sit with someone in comfortable silence 
can sometimes have the most profound impact on a person. 

Many of our clients are tired. They cannot bridge the gap where they might try to entertain 
you and be a suitable host. Many are just too unwell. To sit with them and be a welcoming and 
comforting presence is sometimes all that is required. Allowing space and silence will also 
encourage the client to reminisce and potentially unlock some more aspects of their story. 

University of Colorado USA Conflict Research Consortium  
2 University of Minnesota Duluth; Counselling applications in Com munication Disorders 
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Em ot io n a l  l i s t e n i ng  3 

Emotional listening is hearing beyond the words and tuning in to the emotion that is 
attached to it. 

Similar to active listening where you are listening for the message in its entirety; emotional 
listening is listening to the pitch, tone, inflections in someone's voice to pick up a deeper 
meaning in the message being delivered. 

EPC clients just want you to be with them wherever they are on their journey - to be 
p resent to where they are - to listen, to chat, to be silent. Not to judge, not to take for 
g ranted. Each of these forms of listening is done naturally by all of us, to a certain extent. 

We recommend that you practise your listening skills to further develop them and to 
become comfo rtable with utilising them. 

 
VALUES  
Values are the unique factors that make us who we are. They are our moral compasses that 
direct all the choices that we make - that intrinsic knowing that, to you, it is right. How do 
we recognise what our values are? 

It is very important for biographers to understand this as they will be asked to work with 
people who have very diffe rent values to their own. 

In order to do this with authenticity and a posture of being non-judgemental, we take our 
biographers through the following exercises : 

 
A R E AL L I F  E STO RY: DISCOVERI NG SHA RED VA LU ES 

I have just completed my first biography and it has been quite a journey. 

My client's passion for cars is something I had no interest in whatsoever, so talking 

to him over the last few months has forced me to think about a topic I have given 

scant attention to in the past. 

For that I am grateful. I believe he has found the process beneficial and I have 

noticed he has opened up more as we have gone along, so I think we have learnt to 

understand each other. 

When I first met him I didn't think we had that much in common, but as you drill 

down you find shared values which help to establish a productive relationship. 

Brian - EPC Biographer 
 
 
 
 
3 Skills you need.com/ips/li steni ng-skills.htm 
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VALUES AWAREN ESS  
T h i s  e x e r c i s e  a i ms to s u p p  o rt t h e  b i ogr a p h e r  to  
d e t e r m i n e  w h a t  t h e i r  h i g h e st val u e s  a re.  It is a s e r i es of 
q u e sti o n s  t h a t  m a k e  you l o o k  ar o u n d  to see w h a t it is  y o u  
h o l d  most d e a r. 4 

W h at fi l l s t h e  s p a c es in  you r  h o m e ?  M e n tal l y walk ar o u n d  e a c h  roo m in   
you r  h o m e  to see w h a t  i t  is  t h a t  you h ave ad o r n e d  t h e  w a l l s  w i t h ,  fil l ed t h e  
s h e l v e s  an d  c u p b oards w i t h ,  etc.  L ist  t h e s e :   

 
 
 
 
 
 

Ho w do you s p e n d  you r t i m e ?  Is  it cen t ere d  ar o u n d  s p o rt, vol u ntee r i ng  or 
fam i l y? L ist  as m a n  y as you can :  

 
 
 
 
 
 

W h a t  is your expenditure? Asi d e  from b i l l s  a n d n e c e s s i t i e s  - wh e re does  y ou r  
m o n e y  go ?  L i st  as m a n y areas  as you can thi n k  o f :   

 
 
 
 
 
 

W h a t  do you most l i ke to tal k  ab  ou t  w h e n  c h a t t i n g  w i t h  fri e n ds,  fa m i l  y a n d  
col leagu e s ?  L ist  t h e  m a i n  topics :   

 
 
 
 
 
 
4  This exercise is based on the teachings of Dr John Demartini The  Va lues Fa ctor Peng ui·n Pu blishing 201 3  
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What  a n d  who inspires you?  
 
 
 
 
 
 
 

W h a t are t h e  trai ts  t h a t y o u e n j oy  t h e most a b o u t b e i n g  y o u ?   
 
 
 
 
 
 
 
 

W h e n  p e o p l e  reflect on t h e  r e s p onse s  to t h e  q u e st io n s  a b o v e ,  t r e n d s  will b e g in to 
sur f a c e .  W h a t  is  it t h at l i n k s a l l t h e s e  respon s e s  t o g e t h e r ?  
W h a t  is  it t h a t  b e c o mes apparent?  L i s t  t h e  tr e n d s  t h a t  y o u  s e e .   

 
 
 
 
 
 
 
 
 
 
 
 
 
These are some of your highest values. The basis of this exercise is to have you become 
more self-aware of who you are, and what is important to you. This sets the basis for the 
types of relationships you bui ld .   

Consider the people closest to you. Can you see that they have s imi lar  values to you? 
Generally  people attract other people whose values match their own. 

Now that you have an understanding of what is important to you, you wil l  begin to see the 
impact it has on the re lationships you choose to bui ld  and how you bui ld them . 
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When our values are chal lenged  
Biography work is unique with many emotional triggers and challenges that may occur for staff 
and volunteers alike. 

How does the biographer manage these challenges? It is important to understand why 
we are challenged. Challenges are felt when a situation or information does not align with 
our values. For example, you may value honesty very highly, and yet you are linked with 
a client who speaks often about the way sh e/he got extra Centrelink payments. H ow do 
you continue to support a person or situations that go against your values? H ow do you 
manage the challenge? 

Often when we are challenged we are seeing an unbalanced or one-sided view of a 
situation. The trick is to try to see if there is another perspective on the situation that you 
are feeling challenged about. 

Once you have understanding and awareness a round what value has been challenged 
and why, the challenge often lessens or is dispelled. Within the framework of relationship, 
building th is is vital. The biographer's primary role is to support the client. If the biographer 
experiences challenges with little or no awareness, it creates a space for judgement that 
may, in turn, cause resentment. 

W H O S E  P E R S P E  CT I VE  I S R I G  HT?  

A c l i e n t talks a b o u t  his wife as  the ' l i tt le wo m a n '  a n d  h o w s h e  
i s  t h e  o n l y  o n e  a l l o we d to m a ke h i m  d i n n e r. H e refuses 
to gi ve her  access  to th e b a n k  a c c o u n t  a n d  says  s h e  
d o e s n ' t n e e d  to b o t h e r  h e r  h e a d  w i t h  t h e  m o n e y .  I nstead  
he gi ves  h e r  a n a l l owa n c e each  w e e k  to s p e n d  on t h e 
h o u s e h o l d .  The b i o g r a p h e r  walks a w a y    fe e l i n g  very 
u n c om fortab l e  a b o u t  this  interactio n .   

W h a t  are the va lues that are b e i n g  cha l len g e d ?   

H o w cou ld  she  encompass  ano th er  pe r  spect iv e so tha t the  cha lleng e is no 
longe r  as great or is d ispe lled?  
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U s i n g  t h e  c h a rts b e l  o w, try  to  b a l a n c e t h e   p e r s p e c t i v e   t h e  
b i og r a p h e r  h o l d s  . 
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BAC K TO TH E E ND  AG AI N 
All of a sudden we are back at the end.  

The relationship has ended. It is important for biographers to reflect on whether it was a good 
end. Did it match the lists they made about how they would like the end to look? 

 
 

Work t h r o u g h t h e  follo w i n g  c a s e  studi e s .   
 
 
 
 
Case Study 1 

Yo ur journey with your allocated client is drawing to a close. Yo ur client begins to 
deteriorate noticeably. The carer's burden is increasing,  mixed with anticipatory grief, fear, 
sadness, exhaustion and numbness. The cl ient is actively dying. Yu want to do more - be more 
of a support. Can you? Sho uld  you?:  

 
 
 
 
 
 
 
 
 
 
 
Case Study 2 
Your client is being discharged at the end of the biography process - but you get on so well 
- you are friends now. The organisation has no right to stop this!  It's not fair. 
Yo u want to keep the friendship go ing.  Can you?  
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Case Study 3 
Your volunteer coordinator rings you and tells you that you  are no  longer l inked with  that 
client as they would prefer a different volunteer. Th is upsets you. What can you do?  

 
 
 
 
 
 
 
 
 
 
 

At the end of the l ink with the client, if biographers are feeling any of the emotions  
identified above in the case studies, then they, and their coordinator, need to re-visit how 
they wanted the relationship to look at the end, and understand where, in the journey, it 
went down a differ rent path.  

It can be helpful for the fo llowing tough questions to be discussed: 

• Do you want to keep the connection for you - or for the care r/client? 

• What needs are these emotions fulfil l ing for you?  
• What is this triggering for you?  

The biographer's emotions are there, and they are not wrong. The aim is to use the learned 
tools to separate emotion from fact; create balanced emotions that al low awareness and 
understanding of thoughts and feelin gs.  

A biographer will possibly be sad, feel grief and experience loss,  and  may  not understand 
what it is they a re feeling.  

EPC explores this scenario further in our Grief and Loss training module. 
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RE FL  ECTION  EX E R C I S E   
The fol l o wing e x e r c i s e  is  h e l p  fu l i n  exp l o r i n g  w h o se  n e e d s  
are b e i n g  met  in a scen a r io  . 

 
 
 

THE SIXTH TUES D AY 
WE TA LK ABOUT EM OTIONS  

' Morrie's having a bit of a hard time today,' 

she said. 

She stared over my shoulder for a moment 

then moved towards the kitchen. 

'I'm sorry', I said. 

'No, no, he'll be happy to see you,' she said 

quickly, 'I'm sure.. .' 

She stopped in the middle of the sentence, 

turning her head slightly, listening for 

something. Then she continued. 'I'm sure 

he'll feel better when he knows you're here.' 

I lifted up the bags from the market - ' My 

normal food supply', I said jokingly and she 

seemed to smile and fret at the same time . 

'There's already so much food. He hasn't 

eaten any from the last time.' 

This took me by surprise. 

'He hasn't eaten any?' I asked. 

 
She opened the refrigerator and I saw 

familiar containers of chicken salad, 

vermicelli, vegetables, stuff to squash, all 

things I had brought for Morrie. She opened 

the freezer and there was even more. 

'Morrie can't eat most of this food. It's too 

hard for him to swallow. He has to eat soft 

things and liquid drin ks now.' 

'But he never said anything', I said. 

Charlotte smiled. 'He doesn't want to hurt 

your feelings' 

'It wouldn't have hurt my feelings. I just want 

to help in some way. I mean, I just wanted to 

bring him something.. .' 

'You are bringing him something. He looks 

forward to your visits. He talks about having 

to do this project with you, how he has to 

concentrate and put the time aside. I think 

it's giving him a great sense of purpose ...' 

Mitch Alborn, Tuesdays with Morrie, 

Harper, 1 998 
 

 
W h o s e  n e e d s  were  b e i n g  met  in  t h i s  s c e n  r i o ?   

 
 
 

B i o g r a p h e r s  ne ed to a l w ays m a k e s u r e   t h e  
c l i e n t ' s n e e d s  are at t h e  cen tre of  every 
dec i s i o n  a n d  a c t i o n  t h e y take . 
The i r  o wn n e e d s  must be seco n d a r y .  
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SELF-CARE  
The l i n k with the c l ient has ceased . So what does the b iogra pher do now? 

Self-care in this stage of the relationship is very important. They need to identify what they 
need to do for themselves. The coordinator of volunteers should be there to listen, support 
and guide, and aid in putting in place any necessary measures.  

Some volunteers have rituals or tributes they do after the end of l inks such as writing a 
refl ective piece on what working with that client has taught them.  

Some vo l unteers l ike to attend funera l s as a closu re to the re lat ionsh i p . 

Some volunteers like to write and send a card, provided by the organisation, to the fami ly to 
say goodbye. In the case of a death, some volunteers like one last visit with the carer to create 
closure. 

It is helpful for biographers to take some time, before they start their work as a biographer, to 
refle ct on the fo llowing issues:  
• I dentify personal a reas of vu l nera b i l ity as a b iogra pher. 
• Work at developing some strategies to help manage them.  

Reflection is an important skill to develop in biography work. Palliative care is a highly  
emotional  industry that at times can be taxing. Acknowledgement of the relationship and 
the imp act is important. Being aware of the rel ati onship that was developed and the  

impact that has had for the client, and their family, is also important. At the end of each 
biography project it is good for biographers to take some time to answer the fol lowing 
questions:  
• What did I learn about myself from my client? 
• What did I enjoy the most? 
• What did I not enjoy? 
• What would I do diffe rently? 
• What was the most cha l lenging part? 
• Did I overcome the challenge? 
• What did I give to my cl ient? 
• What did my client give to me? 
• What difference did I make? 
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At EPC Volunteer Services, staff work off the 
following model of support for their 

biographers: 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Volunteers  are the pr imary focus  of the Volunteer  Services Team staff.  

Ou r  passion is to prov i de  the foundat ions of support  for 
the m to do the work  that they do . 
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