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About this book 
 
Throughout life children, young people and adults encounter a wide 
range of losses. Some of these losses are ‘finite’ such as the death of 
someone close to the family, a friend or a pet. For some children 
‘finite’ losses can be non-animate, such as a favourite toy or blanket 
that they have become attached to. Living with loss is something that 
all individuals accommodate throughout their lifetime, some more 
readily than others depending on the loss experience. Grieving is a 
recognised process of variable time associated with ‘finite’ loss 
experiences, that helps us understand why we feel the way we do 
following loss.  
 
However, not all loss is finite, yet we still need to grieve for the loss 
experience. Over the past four to five decades there have been a 
range of emerging discussions to help us understand our feelings of 
grief when experiencing ‘non-finite loss’ or ‘ambiguous loss’; much of 
these discussions tend to be considered within medical fields or 
related health professions. Yet, for many individuals knowing the 
feelings they are experiencing are within the ‘norms’ of everyday life 
might help them to build their own internal and external support 
systems for coping with their feelings.   
 
When there is lack of recognition or support for those who are 
experiencing a loss that is ambiguous or non-finite ‘chronic sorrow’ 
may occur. Chronic sorrow reflects the sense of ‘sadness’ that often 
continues for those who live with ambiguous loss or non-finite loss. 
Chronic sorrow is fluid in duration and of variable levels yet often 
remains throughout the lifetime of the individual. This does not mean 
that these individuals cannot be happy, settled or optimistic- they can- 
but they also continue to have a level of sense of loss or ‘sadness’ for 
what was, whilst also managing and living with ‘what is’. 
 



 
 

The purpose of this book is to open up discussions of chronic sorrow, 
ambiguous loss and non-finite loss, recognising and acknowledging it’s 
OK to feel sad, you can ‘miss’ what was and experience a sense of loss 
without being depressed, you can grieve for ‘what was’ without a 
timescale for recovering from this grief, you may continue with your 
life for a number of years and then re-experience a period of loss, the 
sense of loss may last only a few minutes or may last longer. Most 
importantly you can develop your internal and external support 
systems that will help you recognise and accept the sense of loss for 
what it is and continue on in your life towards a different future. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 
 

About the Author  
Dr Wendy Thorley PhD, M.Ed, B.A (Hons) Ed. R.G.N.  
National Teaching Fellow HEA  
 
Dr Thorley founded CEL&T Training and Development and co-founded ACE 
Network NE. She is an experienced lecturer and practitioner with more than 
30 years’ experience of teaching, training, research, key note speaker input 
and consultancy. As an academic she was involved in several programmes 
including: BA (Hons) Childhood Studies, BA (Hons) Applied Family Studies, 
Early Years Professional Status, Foundation Degree in Education and Care, BA 
(Hons) Education and Care, Higher Level Teaching Assistant, Masters Level 
Teaching and Learning and leading on CPD modules from Level 4-7 in Mental 
Health and Dyslexia. She has extensive experience of collaborative 
partnerships with FE colleges and Local Authority organisations. She has held 
positions in Local Authority Social Services HRD, Further Education and Higher 
Education. In addition to her professional qualifications she has 
completed:  The Child Trauma Academy-  NMT Advanced Clinical Practice 
Training Series and NMT interventions for supporting traumatised children, 
the Further Education and Adult Teaching Certificate and Internal Verifiers 
Award, Vocational and Skills Trainer and Assessor, Human Resource 
Development (Level 4), HE Diploma: Further Education and Training, Youth 
Trainers Award, and HE Diploma - Primary Education Her CPD portfolio 
includes Counselling in the development of learning and Counselling the 
bereaved. 
  
Other recent publications 
• Thorley W, Whiteside R and Chapple E (2019) Adverse Childhood 

Experiences: ACE’s why all the fuss? England, the North East and Cumbria. 
Amazon Publishing 

• Thorley W and Coates A (2019) Let’s Talk About: CCVAB Childhood 
Challenging, Violent or Aggressive Behaviour in the Home. Amazon 
publishing 

• Thorley and Coates (2018) Let’s Talk About Child to Parent Violence 2018 
summary. Available at Academia Edu 

• Thorley W and Arminger M (2017) Mental Health and Looked After 
Children Time for change not more of the same. Available at Academia 
Edu  



 
 

• Thorley and Coates (2017a) Child-Parent Violence (CPV): an exploratory 
exercise. Available at Academia Edu 

• Thorley W and Coates A (2017b) Child - Parent Violence (CPV): Impact on 
parent/carers Available at Academia Edu  

• Thorley W and Coates A (2017c) Child - Parent Violence (CPV): Grappling 
with an Enigma. Available at Academia Edu 

 
Acknowledgements: 
I am very grateful to Helen Townsend for the use of her illustrations. Helen 
provides a substantial number of resources for parents, schools and 
professionals supporting children who have experienced loss or trauma at: 
www.innerworldwork.co.uk. I also appreciate the time and effort those who 
proof read for me and listen as I babble on 
 
Copyright:  
the content of this publication is protected by copyright and may not be re-
sold. If you would like to share this publication further copies should be 
purchased. No part of this publication may be reproduced or used in any 
manner without the express permission of the Authors, except for once only 
use as a brief quotation. Any quotation must be cited to the authors. 
 
Suggested citation: 
Thorley W (2019) Let’s Talk About: Chronic sorrow. KDP-Amazon Publishers  
 
© Content: 2019, Dr Wendy Thorley.  All Rights Reserved 
 
© Images/ graphics: 2019, Helen Townsend. InnerWorldWork. All Rights 
Reserved 
 
 
 
 
 
 
 
 



 
 

 
 
Content: Let’s Talk About 
 

1 What is Chronic Sorrow 1 

2 Ambiguous loss, Non-finite Loss and Chronic Sorrow 5 

 Ambiguous loss 5 

 Non-finite Loss 7 

3 Chronic Sorrow and Mid-Range Theory 11 

4 Chronic Sorrow and Children ‘in Corporate Care’ 19 

5  Chronic Sorrow and Families who have children with 
SEND 

29 

6 Chronic Sorrow and Adverse Childhood Experiences 49 

 Divorce or Separation 53 

 Imprisonment of family member 59 

 Child Carer/ Adult Carer 65 

7 Chronic Sorrow building supportive systems 73 

 Refencing bibliography 89 

 
 
 
 
 
 
 
 
 
 
 



 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



1 
 

Chapter 1  
Let’s Talk About:  

What is Chronic Sorrow? 
  
In its most simple explanation ‘chronic sorrow’ is a living grief for a loss 
of someone who is not deceased. So much so that chronic sorrow is 
defined as a ‘normal grief response’ to a living loss and that this sense 
of loss is permanent and without end. The term chronic sorrow was 
first suggested by Olshanky (1962) when discussing the sense of loss 
families with children who had disabilities experienced. This term was 
used to try to explain the immense sense of loss families can feel when 
their child is diagnosed with disabilities. However, this sense of loss 
can also be experienced by families later in the child’s life when 
children are diagnosed with a medical condition that has a life-long or 
life- limiting impact for the child; this may also occur for example 
following a serious accident if the child becomes disabled in any way 
compared to how they were prior to the accident.  
 
Olshanky (1962) first introduced the term chronic sorrow to describe 
the feelings of parents living with children who had disabilities. He 
argued that these parents experienced a normal pervasive 
psychological response to the loss of their previously held beliefs and 
expectations for their child. It is important to understand that chronic 
sorrow does not suggest that these families care any less for their 
child, or that these families love or care for their child any less than 
any other family. The notion of chronic sorrow, as a sense of loss, was 
based on the family’s society and cultural beliefs of what childhood 
may mean for their children. As members of that society and culture 
they believed this notion of childhood would apply to their own 
children. It should be recognised that at the moment of realisation of 
their loss, previously held beliefs are now replaced with high levels of 
uncertainty about how their child will grow and develop; in this way 
the sense of loss experienced by families are linked to a loss of 



2 
 

previous beliefs of an anticipated future, of dreams and plans, normal 
milestones or rites of passage (such as graduations, marriage and so 
forth). Therefore, what Olshanky recognised was a living loss and one 
that potentially had no visible end even if the diagnosed condition was 
successfully resolved (for example successful treatment of cancer 
whilst also living with the fear that the cancer may reoccur).  The list of 
conditions that can lead to families experiencing chronic sorrow is 
immense and encompasses all conditions which may be life-limiting or 
life-long, that any child may be diagnosed with.  
 
Understanding of chronic sorrow has grown over time and whilst 
originally focusing on parents or carers of chronically ill children wider 
use has been identified across a range of families, such as those who 
have fathers missing in action or those living with a family member 
diagnosed with Alzheimer’s (Boss, 2013).  However, the main issue 
continued as noted in Bowmen (2007 p.47) where chronic sorrow was 
seen as a failure to face, adapt to and accept losses, a resistance to 
moving ahead. This may result in families being viewed as difficult, 
troubled or unrealistic or having the feelings they experienced 
diagnosed as complicated bereavement. The academic Roos (2002) 
drew on her personal experience and research to note that chronic 
sorrow can become an accepted part of a person’s daily life and as 
such be normalised and not even recognised as an unusual or specific 
state or condition. Roos continued her discussion and argued that 
chronic sorrow is not all negative or pathological. Roos (ibid) 
highlighted that as part of the daily lives, for those experiencing 
chronic sorrow, living with chronic sorrow becomes the ‘norm’. As a 
‘norm’ there is the potential to balance the sense of loss with other 
experiences that are positive, fulfilling and provide meaning. In this 
way the challenge of living with chronic sorrow is not something that 
‘limits’ the family but something that continues to ‘limit’ how others 
view the family or individual person, including professionals 
supporting the family.  It is therefore important that chronic sorrow is 
used more readily when working with or supporting families, children 
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and young people irrespective of the professional or support role 
provided. 
  

Reflective Activity: what is Chronic Sorrow 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

1. What type of loss is chronic sorrow? 

 

2. When was chronic sorrow first identified?  

 

3. Complete the following: 

Bereavement Chronic sorrow 

Death related loss  

Recognised grieving process 
with ‘end’ 

 

Recognised within society/ 
cultural norms  

 

Cultural/ society rituals to 
follow 
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Chapter 2-  

Let’s Talk About:  
Ambiguous Loss, Non-finite Loss 

and Chronic Sorrow 
 
Ambiguous Loss 
 
Using the suggestions by Olshanky about chronic sorrow as a ‘living 
loss’ Boss (2013) completed studies into ambiguous loss. Boss initially 
used the term ‘ambiguous loss’ in 1973 when discussing 
‘psychological’ father absence in families that were to all intents and 
purposes still a family unit, but where the father was no longer within 
the family home. She then went onto discuss ‘boundary ambiguity’ for 
armed personnel who were ‘missing in action’ (1975). These studies 
suggested ambiguous loss circumstance could lead to chronic sorrow 
feelings. Ambiguous loss is a grief process that has no end and can be 
seen in, or applied to, a wide variety of situations (Boss, ibid). In this 
way Boss was able to highlight the difference in feelings (chronic 
sorrow) and situations (ambiguous loss). Boss supported Olshanky’s 
ideas describing ambiguous loss as a complicated loss that leads to 
complicated grief. Where Olshanky described ‘chronic sorrow’ as a 
multifaceted and multi-levelled loss, Boss (2006, pxvii) felt ambiguous 
loss is the “most stressful kind of loss because it defies resolutions and 
creates long-term confusion about who is in or out of a particular 
couple or family”. In part this is embedded in how families may try to 
keep the ‘past alive’ (Tubbs and Boss, 2000) to a time prior to the 
event or situation and prior to the ‘sense of loss’ now impacting on the 
family or individual.  
 
The vagueness that surrounds the loss or event is due to uncertainty 
and it is this uncertainty that Boss (1999) feels makes ambiguous loss 
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the most distressing type of loss for individuals, families and 
communities.  The lack of certainty leads to an inability to ‘take action’ 
or control of the situation, that can lead to family conflict in the home 
when those left behind try to make sense of, or rationalise, the 
situation that they find themselves in. To open up recognition for 
ambiguous loss Boss (2000) studied families where children had grown 
up and left home. She found that many fathers felt a range of health 
factors such as anxiety and depression, difficulty sleeping, back aches 
and headaches. Building on work into ambiguous loss Boss went on to 
study families where one member had been diagnosed with 
Alzheimer’s noting the level of perceived ‘loss’ by care givers 
resonated with the level of impact on their own health. This provided 
Boss (1999) with perimeters to describe ambiguous loss to occur when 
 

1st. the loss is confusing leaving people baffled or immobilized as 
well as struggling to make sense of the position they now find 
themselves in, particularly where they are unsure if the ‘loss’ is 
final or temporary 

2nd. the uncertainty of the loss impacts on the person’s ability to 
adjust to the situation they now find themselves in and what 
new roles and relationships may occur or disappear so that 
they hang on to the hope that things will adjust and be 
resolved 

3rd. there is no process to follow, such as that following death 
where the process is that of the culture and society the family 
live in 

4th.  a reality of an unfair world resonates- this is the reminder they 
experience – not as a world they had planned for or expected 
and that the unexpected can and does happen 

5th.  the reality of continuous uncertainty in itself can be physically 
and emotionally exhausting. 

 
In summary, Boss highlighted how ambiguous loss represented those 
who left without saying goodbye or said goodbye and remained, 
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noting a Nursery Rhyme as describing what ambiguous loss may mean 
for individuals 
 

As I was walking up the stair 
I met a man who wasn’t there 
He was not there again today 
Oh, how I wish he’d go away 

William Hughes Mearns (1875-1965) 
 
 Non-Finite Loss 
 
Similar suggestions to those for ambiguous loss are used when 
describing non-finite loss (Harris, 2011) where the ‘antecedent’ (or 
precursor to the feeling of loss) tends to be a negative life event (for 
example divorce/ separation). Alternatively, it may occur following 
something that leaves a physical or psychological presence; for 
example, when a family member has had a significant stroke or a 
progressive condition such as dementia. The sense of loss can also 
result from a continued sense of ambiguity or uncertainty such as that 
for health conditions, meaning there is a need to frequently adjust and 
adapt to a situation. It is this repeated need to adjust and adapt that is 
reflected in the cyclical nature of chronic sorrow.  Bruce and Schultz 
(2001) distinguish 'non-finite loss'- including disability, chronic and 
degenerative illness, divorce, infertility and childhood abuse- as 
distinctly different to bereavement types of loss. It is this distinction 
that Roos (2002) described as a living loss and Olshanky highlighted as 
chronic sorrow, putting emphasis on how these experiences were a 
separate form of grief to that of bereavement grief.  
 
When describing non-infinite loss Bruce and Schultz noted the causes 
of loss to be similar to those described by Boss for ambiguous loss- as 
an event or situation; whereas Olshanky described feelings resulting 
from the situation or event.  Bruce and Schultz described the causes of 
loss to be similar to previous suggestions from Olshanky and Boss: 
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• the loss was continuous (which reflects the work of Olshanky 

and Roos) 
• the loss restricts development norms and indicators being met 

in one or more areas (outlined in Olshanky’s work describing 
parents of children with Special Educational Needs or Disability  

• the loss of non-measurable areas such as dreams and ideals 
(outlined within Olshanky and Roos) 

 
Moving the discussions further allows understanding of chronic 
sorrow, ambiguous loss and non-finite loss to be recognised across a 
range of circumstance within everyday life, including those that occur 
in childhood. For children and young people this can include the loss of 
siblings or family members such as: 
 

• those who run away or disappear from the home base due to 
family relationship breakdown or 

• separation or divorce or 
• long term imprisonment of a family member who the child no 

longer sees or 
• separation through corporate care such as those within long 

term fostering placements or within children’s residential 
placements 

• or those children in special guardianship/kinship care 
arrangements as part of child protection with loss of parental 
figures on a daily basis, as well as 

• separation from siblings during corporate intervention 
• asylum seeking children who have lost all family connection 
• those who have been trafficked 
• those who are refugees following civil unrest leading to loss of 

family members or their home or their country homeland, their 
culture, environment or nationality 

• children who are adopted 
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The list of potential causal factors is not exhaustive and can include a 
wide range of possible occurrence that leave a child, young person or 
adult with a sense of loss. More importantly the range of circumstance 
is not prescriptive either, in that different levels of loss will be felt 
individually by different people be they an adult or a child, even when 
sharing the same potential ‘loss experience or precursor’.  For adults 
this can include becoming unemployed, retiring or following a 
significant medical emergency (such as Stroke) or injury following an 
accident or for those who serve in the armed forces significant injury 
during conflict leading to medical discharge. For both children and 
adults alike, who seek Refugee status or Asylum status the loss of 
culture, faith, nationality, language and community is significant and 
can increase their sense of chronic sorrow. 
  
Both ambiguous loss and non-finite loss have a number of overlapping 
similarities that Harris noted were possibly due to the ‘professional 
lens’ they were being studied under. Harris (2001) suggested that non-
infinite loss was more intrapersonal where ambiguous loss evolved 
from family stress models and reflected the stressors on the whole 
family. Irrespective of how notable or ‘large’ the event is in itself, or 
how the sense of loss evolved; the feelings experienced as a result of 
the loss and how this continues without end is what separates chronic 
sorrow from more linear grief theories, a fundamentally significant 
nuance that is essential in providing support to families.. Feelings of 
chronic sorrow can increase and at times might lead to feeling 
overwhelmingly ‘sad’, whilst at other times may be significantly lower 
so that the feeling is not so noticeable or dominating.  The importance 
of recognising ambiguous loss, or loss without end, and how this can 
evolve as chronic sorrow is highlighted by Boss (2013). Boss 
emphasised this type of loss was a relational phenomenon that has an 
immense impact on those involved and their relationships between 
each other. Boss felt the aspiration for families was to seek ways in 
which they could live with the loss in the longer term given this loss 
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had no end as such (unlike grief related theories resulting from 
bereavement that have suggested time spans). 
 
 

Reflective Activity: being ‘Empathetic’ 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  

Empathy: 

Broadly means your capacity or ability to understand another 
person’s position by putting yourself ‘in their shoes’ (imagining how 
you would feel or react in the same situation) 

To appreciate how others may feel Chronic sorrow, Ambiguous Loss 
or Non-finite Loss think back over your own lifetime - can you 
identify a time where perhaps you have felt a sense of loss for 
someone who had not died but was perhaps not still part of your 
life? This could be family or friends who moved away that you lost 
touch with or friends from your childhood at school that you no 
longer see 

 

Understanding what Living Loss is helps us to understand how 
others may feel and lets us appreciate why they may feel this way-  
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Chapter 3-  
Let’s Talk About:  

Chronic Sorrow and Mid-Range Theory 
 
 
In 1968, Robert Merton proposed a mid-range theory which was 
'sufficiently abstract to deal with different spheres of social behaviour 
and social structure, so that they transcend sheer description or 
empirical generalisation' (p 68) to allow theories to be more reflective 
of complex situations. The mid-range theory was helpful for Nurse 
researchers who would have difficulty testing ambitious theories and 
has been used in several studies such as the studies included in Parkes 
(2005) Nursing Theories and Nursing Practice.  
 
In the 1980’s chronic sorrow was studied by Nursing theorists based 
on observations they had made, and this led to Eakes, Burke, 
Hainsworth and Lindgren to establish the ‘Nursing Consortium for 
Research on Chronic Sorrow’ (NCRCS) leading to chronic sorrow being 
identified as a mid-range theory in 1998. From the basis of their 
research they felt that chronic sorrow was “the periodic recurrence of 
permanent, pervasive sadness or other grief-related feelings 
associated with ongoing disparity resulting from a loss experience.” In 
this way they agreed that chronic sorrow was ongoing and cyclical in 
nature, as previously identified by Olshanky. Following their work, 
Eakes, Burke and Hainsworth (1998) discussed the ‘Middle-range 
theory of Chronic sorrow’ as a lasting, prevalent sadness.  
Characteristics associated with chronic sorrow were defined and 
included: 
 

(a) A perception of sadness or sorrow over time in a situation with 
no predictable end.  
(b) Sadness or sorrow that is cyclic or recurrent.  
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(c) Sadness or sorrow that is triggered internally or externally and 
brings to mind a person’s losses, disappointments, or fears.  
(d) Sadness or sorrow that is progressive and can intensify. 

Lindgren et al (1992, p.3) 
 
Building on this work NCRCS noted that it was the loss event rather 
than ongoing loss that needed to be recognised, in that the event may 
be a single occurrence rather than a continued occurrence; for 
example, that seen following divorce/ separation or as a result of an 
accident. This led to an understanding of their chronic sorrow model 
that noted the cycle of chronic sorrow is influenced by:  
 

• A primary event (the antecedent) and that this event is wholly 
individual to the person.  

• A variance in ‘what is’ now to what might have been prior to 
the event as an uncertain difference 

• A ‘trigger’ then follows leading to chronic sorrow to be 
experienced and felt by those involved 

• Individuals adopt their own internal responses and coping 
strategies to manage  

• Professionals (if involved with the individual) employ external 
management approaches with varying levels of success to 
support the individual 

• Internal and external approaches: if successful the level of 
chronic sorrow can be lowered enable the individual to enjoy 
aspects of their lives 

• An increase in the level of chronic sorrow if internal or 
external approaches are unsuccessful that can have a deficit 
impact on the individual’s life 

 
Over time the discussion around chronic sorrow has evolved and 
opened up to include a much broader range of situations outside of 
nursing to recognise that this emotional feeling is not solely applicable 
to families of children with medical conditions. The basis for the sense 
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of loss is associated to the level of attachment felt by the individual(s) 
and the level of change that occurs following the event or 
circumstance leading to a change in the relationship that existed; such 
as a spouse becoming a carer for their partner. However, chronic 
sorrow can also be experienced within the individual, for example war 
veterans who are injured and medically discharged or following an 
accident leading to paralysis and an inability to continue with the 
lifestyle previous to the accident. This personal reflective chronic 
sorrow is related to the impact on sense of self and any limitations 
that now exist as a consequence of the injury or illness affecting who 
they were previously to who they are now.  To help identify those 
experiencing chronic sorrow, as opposed to experiencing ‘depression’, 
Eakes, Burke and Hainsworth (1998) developed a ‘middle range 
theory’ specifically for chronic sorrow. Their mid-range theory requires 
2 specific precursors: 
 
1st: single event of living loss (the moment of diagnosis for example) 
 
2nd: unresolved difference between reality and perception (even after 
diagnosis the perception of managing for many families and the reality 
of managing can be very different) 
 
It is the ubiquitous sadness felt that defines chronic sorrow. The mid-
range theory for recognising chronic sorrow was defined by Eakes, 
Burke and Hainsworth (1998) to include precursors, triggers (such as 
trigger events or society behaviour towards the child or family) as well 
as internal (personal) and external (service) management approaches. 
What is notable is the continuation of historical views about parents, 
particularly mothers of children who have SEND; Roos (2002) noted 
that historically, during the 1960’s onwards. parental responses to 
their child’s diagnosis tended to be viewed as confirming the parent 
was either ‘depressed’, ‘over-protective’ or extremely demanding of 
service provision or having a negative hostile attitude towards 
professionals. Across social media at this time there are numerous 
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parents noting they feel that professionals continue to view them in 
this manner, suggesting little has changed in over four decades. 
Developing ideas to date Roos (2002, 2013) suggested that there was 
limited understanding of and for chronic sorrow compared to other 
grief theories. Developing the ideas of Olshanky and Teel, Roos 
highlighted a lot of progression had been made in understanding 
‘grief’ processes across a range of specialisms and professions (such as 
education, family therapy, social work and nursing) leading to the 
recognition of Thanatology1; yet chronic sorrow continued to be less 
understood and recognised.  In this way chronic sorrow seemed to sit 
outside of theories that produced a wide range of resources for 
different aspects of grief, so much so that on publishing ‘Chronic 
sorrow: A Living Loss’ Roos (2002, p.XVII) set out to ‘fill the gaps 
caused by professional neglect of the topic and to secure a place for 
chronic sorrow within the larger disciplinary field of grief and loss’. To 
help support the need for wider appreciation of chronic sorrow Roos 
went on to define chronic sorrow as:  
 

A set of pervasive, profound, continuing and recurring grief 
responses resulting from a significant loss or absence of crucial 
aspects of one self (self-loss) or another living person (other-loss) 
to whom there is a deep attachment. The way in which the loss 
is perceived determines the existence of chronic sorrow. The 
essence of chronic sorrow is a painful discrepancy between what 
is perceived as reality and what continues to be dreamed of. The 
loss is ongoing since the source of the loss continues to be 
present. The loss is a living loss 

 
The mid-range theory offers recognition and understanding for those 
experiencing chronic sorrow and more so if applying Merton’s 
suggestion that mid-range theory transcend sheer description or 
empirical generalisation (1968, p.68). During the 1980’s-1990s Teel 
(1991) presented Olshansky’s notion of chronic sorrow to the nursing 

 
1 Thanatology reflects the scientific study of death including forensic, 
psychological and social aspects 
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profession, after looking into time bound grief theories and chronic 
grief/ mourning. Teel noted that grief theories were linear and 
included the period of closure of grief through adaptation or 
adjustment which contrasted to Olshansky’s2 theory of ongoing grief. 
The limitations of linear approaches have been often criticised as too 
narrow and not recognising grief experiences are as diverse as those 
experiencing grief. This notion of a beginning and end process of 
experiencing grief was shown in the Model of Psychic Crisis at 
disclosure of handicap developed by Cunningham (1979). Cunningham 
argued that families experienced a 5-stage grief process when 
informed their child has special educational needs or disability and 
that these 5 stages were:   
 

1st shock,  
2nd reaction,  
3rd adaptation,  
4th orientation and finally  
5th crisis over.  

 
There is substantive argument for highlighting such experiences are 
not linear, however if viewing the proposed 5 stages as stages that 
transcend sheer description or empirical generalisation (Merton 
op.cit.) the stages can become cyclical. As stages of grief that are 
cyclical and interchangeable the model can then support a non- linear 
understanding of ‘grief’ and one that can reflect experience of chronic 
sorrow over time as follows: 
 

1st. Shock- this is the moment in time when the event/ experience/ 
trigger occurs  

2nd. Reaction- at this moment in time those involved react to the 
event/ trigger or experience with a focus on the here and now 
situation rather than as a longer-term situation 

 
2 who noted in his theory that grief can be ongoing yet periodic. 
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3rd.  Adaptation- the period of adapting to the situation in the 
immediate or short term 

4th.  Orientation- the period of implementing any strategies or 
support to help cope or manage the event/ experience/ trigger 

5th.  Crisis over- the period of embedding support for now only 
 
‘Crisis over’ is included within the stages but if this is seen as crisis over 
for now, rather than crisis over for ever, the stages can be considered 
alongside chronic sorrow and flow alongside chronic sorrow both in a 
cyclical and fluid experience. In this way those experiencing chronic 
sorrow may move between the suggested stages, return to any 
previous stage at any time as well as bypass proposed stages. This also 
allows different periods of grief to be experienced and recognised over 
time rather than viewing grief as a linear continuum process. More 
importantly recognising the stages as fluid also supports Roos in 
appreciating that those living with chronic sorrow can experience 
periods of enjoyment and fulfilment.  
 
One further advantage of seeking a mid- range theory reflects the 
debate around perspectives; no matter if these are society viewpoints, 
cultural viewpoints, professionals’ viewpoints or individual viewpoints. 
One example of ‘different’ perspectives can be seen in debates around 
the medical model of care and the social model of care. Within the 
medical model of care the individual is seen as the problem to be fixed 
and whilst termed the medical model this is an approach that is not 
exclusively situated in medicine alone. The Medical model approach is 
one that can be seen across education, health and cultural approaches 
towards individuals and families. The social model proposes it is 
society that is the problem and argues that it is society’s reaction 
towards those who do not reflect the ‘norm’ that is the flaw to be 
‘fixed’.  To explain how these societal views of ‘norm’ can increase 
feelings of chronic sorrow for individual and families the following 
Chapters of this book will consider a range of ‘events’ and situations as 
‘events/ triggers’ that may lead to chronic sorrow.  
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Reflective Activity: what is Mid-Range theory 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

 
 
 
 
 

 

What value might mid-range theory offer to researchers 
working with people? 

 

Give 1 example of how the ‘medical model’ may be seen in 

• Schools 
• Shopping ‘Malls’ 
• Social clubs (such as Sport or Holiday clubs for children) 
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Chapter 4 

Let’s Talk About:  
Chronic Sorrow and Children in Corporate Care3 
 
In her study on missing fathers, Boss (2013) highlighted that it was 
important to remember those who have experienced ambiguous loss 
there is a psychological family that exists in the memory and ‘mind’ of 
these individuals. In a similar stance to Olshanky, Boss noted that the 
main factor in ambiguous loss was the ongoing nature of the sense of 
loss without closure. It is this element of non-closure that makes 
ambiguous loss (as a living grief) differ from other grief theories such 
as that of bereavement where closure may occur. Boss (1999) noted 
this ongoing and continuous issue reflected the feelings Olshanky 
described, going on to state that ambiguous loss is “an incomplete and 
uncertain loss” (p. 3). For this reason, she argued it is important that 
any support offered needed to reflect a ‘stress/ resilience’ model 
rather than a medical model. Boss (2013) offered two positions within 
ambiguous loss, the first was that of physical absence with 
psychological presence. It is this position that is most pertinent to 
children and young people who have experienced loss associated with  
 

• becoming a child in care 
• have been previously a child in care and are now adopted 
• living with family in Kinship care of Special Guardianship 

arrangements 
• private Fostering arrangements 

 
3 The use of Corporate Care is to recognise that most countries have a system 
where, for child protection reasons, children are removed form the family 
home- whilst individual countries may have a range of terms they use the 
term corporate care reflects collectively children removed by ‘service’ 
provision into ‘state provision’  
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• an unaccompanied asylum-seeking child in the care of the 
Local Authority 

• a child who has been trafficked 
• a missing sibling (as a runaway or separated during corporate 

care) 
 
For these children and young people, the members of family they are 
grieving for are not deceased. However, for children in care or those 
adopted or living in kinship care, their previous family may be alive but 
may not be ‘present’.  In this way the child or young person is grieving 
for the physical absence of the missing person that they know to be 
alive but out of ‘sight’.  These children will grieve for the person that 
has gone and depending on the emotional relationship that had 
existed between the family members and the child, their sense of loss 
can be immense.  
 
This can be a tremendous loss for many children in corporate care, 
where they themselves do not psychologically ‘view’ their birth or 
previous family in the same way as the professionals and adults who 
instigated the removal of the family from the child’s life. Whilst many 
of these children and young people can and do adapt to their ‘new’ 
family or circumstance, they will continue to experience the loss of 
their previous family unit. This can also occur where siblings have been 
separated during their time in corporate care and contact between 
siblings is lost.  
 
For many children across the UK who are living in corporate care via 
Kinship, Special Guardianship or Foster placement they can and do 
continue to have contact with their ‘birth family’ members such as 
their birth mother or father or siblings. This contact is felt to be 
essential for the wellbeing of the child; however, there is much debate 
regarding ‘contact’ meetings or visits. For some children the meetings 
can reinforce their sense of loss so that they are continually moving in 
and out of their grief/ loss cycle process, for some children there can 
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be conflict when they themselves do not wish to continue contact but 
the legal process indicates contact needs to continue. For some 
children the process increases their sense of loss at each contact, and 
continuously returns them to the feelings they experienced on the day 
of removal from the home meaning they continuously restart trying to 
adapt to their new found situation.   
 
Outside of the family members, children living in (or having previously 
lived in) corporate care will grieve for the loss of familiarity, loss of 
pets, loss of friends or loss of personal possessions. Some children who 
move into corporate care may move location leading to a change in 
schools- this is an additional loss they experience. For many children, 
particularly those who have been, or are currently, within alternative 
family settings there remains a sense of loss that can be overlooked, 
misunderstood or ignored by those working with, supporting or 
providing the child or young person’s care. Chronic sorrow is not age 
defined, and can be equally applied to children and young people of 
any age, as it can to adults. In this way, and with consideration to the 
current concerns pertaining to children’s mental health4, the need to 
recognise the importance of chronic sorrow is emphasised. 
 
Teel (1991) pointed out that chronic sorrow was “a pervasive psychic 
pain and sadness, stimulated by certain trigger events, which follows 
loss of a relationship of attachment” (p.1316). Her suggestion is 
particularly relevant for children who are part of corporate care 
provision, irrespective of what that provision is. From the child or 
young person’s point of view they have been removed from 
relationships in which they had formed attachments, and this is the 
event within ambiguous loss that can lead to chronic sorrow as an 
emotional outcome. Teel (ibid) continued and highlighted that chronic 
sorrow is initiated by the permanent loss of a personal attachment 

 
4 See for example Thorley W and Arminger M (2017 Mental Health and Looked After 
Children: Time for Change not more of the same. Available at: Academia Edu  
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(which can relate to loss of a birth family irrespective of why the 
removal of the child or children occurred) and that this sense of loss of 
attachment may be ongoing. Of particular importance when applying 
this theory to children or young people is recognising that this sense of 
loss results in a level of sadness that may be of variable depth but 
essentially lasts a lifetime.    
 
The importance of recognising chronic sorrow for children who have 
lived in, or are living in, corporate care (including Kinship care) is how 
the loss of attachment, leading to chronic sorrow, can also be a 
fundamental aspect of the behaviour displayed by these children and 
young people. Winokuer and Harris (2012) recognised the link 
between Bowlby’s attachment theory and separation. particularly how 
a sense of ‘survival’ may arise from the loss of ‘attachment’ 
relationships. Implementing internal and external coping strategies 
can lead these children to seek ‘others like me’. Seeking to be with 
‘others like me’ is an effort to identify with the group, find solace in 
others who are experiencing chronic sorrow as a way of understanding 
their sense of loss, and develop ‘a place to be’.  
 
Building on work to date, Patrick-Ott and Ladd (2010) looked to blend 
Boss’s concept of ambiguous loss and Olshanky’s Concept of chronic 
sorrow. Similar to Olshanky, they reviewed how this reflected the 
experiences of parents with children with disabilities. Patrick-Ott and 
Ladd (2010) highlighted subtle differences between ambiguous loss 
and chronic sorrow, suggesting that Boss’s theory was based in stress 
and resilience; whilst Olshanky’s theory focused on ‘emotional’ 
meaning. For children and young people living in, or have previously 
lived in, corporate care both suggestions are applicable. For these 
children, emotional meaning of loss is often displayed as behaviour 
including outburst, stress, anxiety, self-harm and violence. Following 
such behaviour those adults involved in the child’s care often seek to 
identify ‘triggers’ as stress points leading to the behaviour traits. Not 
all triggers (stresses) are identified but for many they are, this in turn 
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can lead to resilience building interventions for these children. Yet 
within these actions and interventions the notion of ambiguous loss 
and chronic sorrow does not appear to be clearly identified and 
discussed. 
 
Recognising ambiguous loss and chronic sorrow for children who are 
living in, or have lived in, corporate care allows for a more realistic 
appreciation of the issues Adoptive, Foster, Kinship or Special 
Guardian parents can face. For many of these ‘non-birth’ parents the 
reality of living with children who have experienced adversity is 
challenging. Yet at this time, there appears to be little appreciation of 
the magnitude that being removed can have on the overall long-term 
wellbeing of children who experience ‘corporate care’ decisions.  
Under current systems the emphasis is placed on the child’s ‘legal 
position’ rather than the child’s ‘needs’ position; and this in itself can 
provide the greatest barrier to accessing support for these children. 
The importance of opening up discussions about ambiguous loss (and 
consequently chronic sorrow) was the focus of Lee and Whitings (2007 
p.417) study: 
 

The theory of ambiguous loss is useful in understanding the 
experiences and challenges of the foster care system. Its indications 
are illustrated with foster children’s perceptions and stories... The 
pervasive presence of ambiguous loss in the stories of these foster 
children illustrates that many behavioural indicators of cognitive 
and emotional discomfort in foster children are normative and that 
our interventions with them and their institutionalized caretakers 
could be effectively guided by this knowledge. 

 
Lee and Whiting recognised that ambiguous loss provided insight into 
the lives of Foster Carers, Birth Families and children or young people 
(involved in the Foster Care system) where the sense of loss was 
unclear. Building on previous studies they suggested there were three 
types of ambiguous loss for those within, or previously within, Foster 
Care Services:  
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Physically present but Psychologically absent: 

This may be present during contact meetings if family members are 
distracted or if emotional neglect is part of the reasons for the 
child’s removal- emotionally detached during contact meetings.  

 
Psychologically present but Physically absent: 

This may be seen if Kinship Care is being provided for example 
following imprisonment of the parent/carer, but for all children the 
‘psychological family’ continues to exist, irrespective of where the 
child now lives and with whom. The ‘family bonds and 
relationships’ previously experienced remain with the child, as does 
the influence of any previous culture and society in which they 
lived. For children who have been subjected to abusive parents the 
bond they have with parents may not be viewed equally by adults 
now caring for the child and the child who has been removed from 
the family home, but an attachment of sort will have been 
established and therefore these children can grieve for their loss.  
 

In transition: 
Many children and young people within the Corporate Care system 
are ‘in transition’ where they move from Foster Care to Adopter 
placement or another Foster Care, from Emergency Care to a more 
permanent placement from Foster Care to a ‘Residential Unit’. This 
can increase the ambiguous loss experiences they encounter during 
their childhood leading to increased levels of confusion around who 
is ‘in’ and who is now ‘out’ of the family (for example see Critton 
and Farnfield, 2007) 

 
Lee and Whiting (2007) confirmed that the Foster children in their 
study reflected behaviours outlined by Boss (2004) as those seen in 
individuals experiencing ambiguous loss:  
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• “Frozen” (unresolved) grief, including outrage and inability to 
“move on” 

• Confusion, distress and ambivalence 
• Uncertainly leading to immobilization 
• Blocked coping processes 
• Experience of helplessness, and therefore depression, anxiety, 

and relationship 
• conflicts 
• Response with absolutes, namely: denial of change or loss, 

denial of facts 
• Rigidity of family roles (maintaining that the lost person will 

return as before) and outrage at the lost person being 
excluded 

• Confusion in boundaries and roles (e.g., who the parent figures 
are)  

• Guilt, if hope has been given up 
• Refusal to talk about the individuals and the situation 

 
The indictors found by Lee and Whitting resonate with a sense of 
sadness and loss, hence chronic sorrow, that permutates and 
continues. Having noted that ambiguous loss is very much a factor for 
all involved in the Foster Care system Leer and Whiting do not make 
reference to Olshanky or chronic sorrow, yet there is evidence in their 
study suggesting chronic sorrow is experienced by Foster Children as 
highlighted:  
 
Ambiguous loss -event/ situation Chronic sorrow -emotion 
 
“I don’t get to see my brothers and we’re all split up. . . yeah, I . . . 
wish I knew where they were.”  (Lee and Whiting 2007, p.119-Junius) 
 
“I was about to cry when we were talking about my mom…. 
I don’t think I’m ever going to see her. They said I was going to be 
seeing her, but . . (Lee and Whiting 2007, p.119- Brian)  
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For any children living in, or previously living in, corporate care there is 
a tendency to apply a ‘medical model’ approach to ‘fix’ them when 
they display behaviour that is a result of ambiguous loss and chronic 
sorrow as highlighted by Lee and Whiting (2007); where behaviours 
are viewed as ‘pathological’ rather than a means of trying to manage 
the situation they find themselves in. Children and young people can 
use what may appear to be unacceptable behaviour as a means to 
communicate how they feel about the sense of loss they are 
experiencing. Unfortunately, for a lot of children or young people 
these displays are viewed as unacceptable behaviour rather than the 
cause such as behaviour that is a way of expressing overwhelming loss 
or sadness.   
 

Reflective Activity: ambiguous loss, non-finite loss and 
chronic sorrow 
 
 
 
. 
 
 
 
 
 
 
 
 
 
 
  

 

Having considered ambiguous loss/ non-finite loss events and 
chronic sorrow emotions that may arise following these events, 
consider the outline case studies provided and:  

1. Read the following Case Study 
2. Highlight or note each individual event that could be 

seen as an Ambiguous Loss/ Non-finite Loss occurrence 
3. Make notes of how these events have ‘changed’ a 

child’s world- what might the losses they have 
experienced be 

4. Describe why understanding Chronic sorrow may help 
support the children involved 
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Case Study One: James 

James lives with his new adoptive family and his two younger 
biological brothers, Sam & Harry. The experience of coming into 
care had been a shock to James and his brothers, he was 5 years 
old and they were 2 and six months old.  
 
He remembers it vividly, journeys in the back of police cars, late 
night arrivals at a stranger’s house, unfamiliar faces, new beds 
and new rooms. He’d asked after his mother and sister, part of his 
everyday life for his four years now gone. Social workers had 
unsatisfactory answers and James and his brother moved again 
the next day to somewhere more permanent. Again, new faces, 
smells, rooms and beds. He returned to his nursery and that day a 
familiar feature of his past year but now very different travelling 
by taxi for 45 minutes rather than the 10-minute walk with his 
mum.  
 
James missed his mum, now he was allowed to see her three 
times a week but it wasn’t the same, in a strange room in a 
building he’d never been to but he would look forward to seeing 
her then worry about her when they were apart. Sometimes she 
wouldn’t come and James and his brothers would sit and wait. He 
saw sister, Jenny, sometimes at nursery, she was in a different 
class but they would see each other in corridors or in the 
playground. Jenny lived with James’ grandma and he hadn’t seen 
her since the night that he’d left home. 
 
Mums attendance at family visits became more unreliable, she 
would promise then not attend. The social workers and foster 
carer made excuses but James worried, where was she? What 
was wrong? Was she ok? Nobody had answers. 
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Case Study One continued: James 

After 18 months the courts ruled that adoption was the in the 
best interests of the three boys, their mum hadn’t been able to 
demonstrate that she could prioritise their need’s and there were 
concerns that she couldn’t keep them safe.  James was told that 
he would get a new mummy and daddy. 

One day at Nursery James was taken into a classroom, ‘say 
goodbye to your sister’ the social worker explained as his sister 
was brought in after him. He did, but he didn’t understand. Soon 
after James and his brothers saw mum for the last time, she was 
crying, he cried, his brothers cried.  
 
James remembers his mum, sister and grandma. His life is non 
comparable, he lives in a different town and goes to a different 
school. He has friends and loves his new mum and dad. On his 
shelf is a book with photos of his mum, sister and grandma, he 
often thinks of them, what are they doing now? where are they 
today? Are they safe? Is his sister growing? How old is she now? 
He asks his new mum and dad but they don’t know, they send a 
letter every year to update them on the boy’s wellbeing but no 
letter comes back.  
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Chapter 5  

Let’s Talk About:  
Chronic Sorrow and Families who have children 
with Special Educational Needs and Disability 

(SEND5) 
 
 
For many families experiencing chronic sorrow following diagnosis of 
their child’s condition or circumstance (as discussed by Olshanky and 
Nurse Researchers such as Teel), the sense of loss is inherent in the 
loss of the dreams they had for their child prior to the point of 
diagnosis. In 1987, Emily Perl Kingsley wrote ‘Welcome to Holland’ as a 
metaphor of the experience of parenting a child with Special 
Educational Needs. In the metaphor Kingsley used the notion of 
planning for parenthood against a holiday in Italy to assimilate the 
experience of a ‘whole new world’ families engage with. Using the 
metaphor of planning for a ‘fabulous vacation to Italy’ as planning life 
following the birth of the new baby, she provided insight into how 
parents may feel:  
 

When you are going to have a baby it's like planning a fabulous 
vacation trip - to Italy say. You buy a bunch of guide books and 
make wonderful plans. The coliseums, the Michelangelo, the 
gondolas in Venice.  
You may learn some handy phrases in Italian. It's all very exciting.  

 

 
5 SEND is the acronym for Special Educational Needs and Disability used 
within legal and policy documents for England, it is recognised that different 
terminology may be used across different countries 
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Whilst Kingsley’s metaphor reflects experiences for parents of children 
born with SEND it can also apply to those families who are informed 
later in childhood. Not all SEND conditions are diagnosed at birth, for 
example hearing impairment may not be noted until later whilst 
mental health conditions such as Bipolar Disorder may not be 
diagnosed until adolescence and Duchenne Muscular Dystrophy is not 
evident at birth.  Irrespective of when diagnosis is made what is 
portrayed is the build of anticipation for example: purchases made 
specifically for the baby or child, reading magazines or books and 
talking to others about plans. This anticipation is also seen when 
families agree to adopt a child or children or become foster carers. 
Learning new phrases is also part of this process irrespective of how 
the new family unit will be increased, for example when adopting a 
child phrases such as pre-natal may be replaced with ‘care orders, 
court orders and adoption orders.  
 
Kingsley (1987) continues After months of eager anticipation the day 
finally arrives. You pack your bags and off you go. Several hours later 
the plane lands.  Recognising the period of time when maternal labour 
commences or when families set off to collect the child who is moving 
into their home and becoming part of their family via adoption.  
Irrespective of how the baby or child arrives into the family many 
families do discuss, often in detail, how they perceive life will become 
after the child’s or baby’s arrival. Such planning tends to reflect the 
cultural and social ‘norms’ of the environment and location of where 
the family resides; including for example: where they will visit, hopes 
and dreams of what being a family means to them personally and 
what this will mean to the family collectively, as well as future 
aspirations for the child as they mature into adulthood but seldom 
includes  
 

• a child with special education needs and disability (SEND),  
• long term medical conditions such as diabetes or severe 

allergies or  
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• life limiting conditions such as Cystic Fibrosis, Cerebral Palsy 
(depending on severity) Autism, Spina Bifida (depending on 
type) or  

• potentially terminal conditions such as childhood cancer.  
 
It is at the exact moment of realisation, that the planned and prepared 
for is no longer the reality that an ambiguous loss event occurs which 
in turn can trigger chronic sorrow to follow; irrespective of whether 
this is at birth or later in childhood.  
 
The words uttered to families when they are told about the child’s 
specific needs, at that precise moment, can significantly change 
dreams, desires and plans. This does not mean they do not care for the 
child they have any less, but recognises the sense of loss that may 
exist of previously held understanding of what their child would be.  
In this way the metaphor ‘Welcome to Holland’ helps illustrate 
ambiguous loss as an event scenario as well as the emotions of chronic 
sorrow. Furthermore, the ‘Stages of Psychic Crisis’ are evident if 
viewing these as a cyclical possibility rather than a liner outcome. In 
the section: 
 
The stewardess comes in and says "welcome to Holland".  (diagnosis 
stated) 
"Holland!!!" you say,  
 
Cunningham’s (1979) 1st stage of psychic crisis – shock- is seen by the 
use of several exclamation marks.  Shock can present in a variety of 
ways for families that can then lead to a wide range of reactions. 
Cunningham (1979) noted ‘reaction’ as stage 2 in his model. Reaction 
to emotional or psychological ‘acute’ shock that can lead to ‘acute 
stress reaction’ are as individual as the person in that this can vary in 
level of reaction and duration; including: a feeling of numbness, a 
sense of disconnecting to the situation, feeling vulnerable, sense of 
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loss of control, confusion, anger or aggression. In Kingsley’s (1987) 
metaphor reaction is shown as disbelief:  
 

"what do you mean, Holland? I signed up for Italy! I'm supposed to 
be in Italy! all my life I've dreamed of going to Italy"  

  
where the ‘diagnosis’ is at first questioned then challenged, and the 
enormity of the impact is stated in all my life I've dreamed of going to 
Italy. The limitation of time bound theories is evident during these 
phases in that there is no determined time scale when shock and 
reaction may be felt or how long it may last, this is as individual as the 
person. Similar notions of disbelief and loss have been found over 
time, for example when discussing ‘Disabling a Family…’ Roger’s (2007 
p.138) found  
 
Tina too recalled how she and her husband reacted when her daughter 
was diagnosed with a language disorder 

‘We took the children to Burger King that night and both of us 
were in tears, because although we, we barely knew what it was 
we both realised that this was . . . she wasn’t going to grow up, 
get married and have children and get a job in the way we 
always imagined’. 

 
This change from the expectations and loss of the parents previously 
held beliefs is the sense of ‘living loss’ and is seen in further interviews 
with parents (Rogers, 2007):  
 
Tim, who retired early and is the full-time carer of his youngest son, 
told me that the diagnosis was a huge shock. Neither he nor his wife 
knew their baby had Down’s syndrome and they were told three days 
after his birth. Tim spoke of loss and compared the emotions with that 
of death: 

‘It’s dreadful really . . . I think it’s like . . . possibly when you hear 
of someone who’s died suddenly in a family say, as opposed to 
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an older person. And you really can’t believe it . . . one of the 
parts of the shock is that you really can’t believe it . . . “Well 
perhaps I’ll wake up tomorrow and it won’t be there”, and of 
course as it goes on and you realise that it will be there and 
that’s part of the shock.’.  

 
Lynne did not receive a diagnosis of Asperger’s syndrome and epilepsy 
until her son was 11 years old and explained that she was devastated 
when she was told he had a ‘low IQ’: 

‘I think the worst point was, I think he was about 11 and he saw 
the ed psych at the primary school and I think we were coming 
up to the sensory test and then she actually put a figure on his IQ 
and that was, I think . . . she said it was 70, 75 and I couldn’t 
believe it. I think that was the worst point really . . . I just looked 
at her shocked…. You know, I was shell shocked, absolutely shell 
shocked. I think then I went home I got under the duvet and 
cried myself stupid. I thought “I’ve got a disabled child”. And I 
know he’s 11 but nobody had ever said anything like that to me 
before’. 

 
Although Rogers does not discuss the sense of loss and grief these 
parents experienced as chronic sorrow (or as either ambiguous loss or 
non-finite loss), the views of parents do suggest the sense of loss was 
very real for them and in this situation their experience of loss is a 
living loss in very much the same way that Olshanky described.  
 
For many families the level of chronic sorrow they experience 
emotionally correlates to the support they receive, particularly the 
support provided by professionals and organisations. This correlation 
highlights the importance of why understanding chronic sorrow is 
important for those working with and supporting families where, for 
example, Gordon (2009) argues:  
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Chronic sorrow is defined as a normal grief response associated 
with an ongoing living loss that is permanent, progressive, 
recurring, and cyclic in nature…. Nurses must recognize that 
chronic sorrow is a normal grief response associated with a 
living loss, learn to appropriately assess chronic sorrow in 
parents of chronically ill children 

 
One of the main impacts for families is how professionals’ approach 
them, particularly if those involved adopt a ‘medical’ or ‘expert’ model 
of care provision that can hinder the family’s coping mechanisms or 
prevent the family from managing the situation they now find 
themselves in.  Cunningham and Davis (1985) described the ‘expert’ 
model as one that sees the ‘expert’ holding the power of management 
of the situation as well as the information the family require; so that 
they, as the expert, influence decisions made- for example by 
advocating ‘the best approach’ for the child. Experts can be seen 
across all areas of support services that are involved with families. 
Some of these services provide outstanding support where others are 
felt to be ‘inadequate’ in their service provision. The problem this 
creates is the number of these services that fail to recognise families 
experiencing chronic sorrow and can therefore negatively exacerbate 
the family’s sense of loss, rather than help families manage this sense 
of loss. This type of restrictive approach can be demonstrated within 
cultures and societies.  Adopting a ‘fixing’ solution approach may not 
provide an enabling supportive approach.  
 
The notion of living loss is one that is pervading, in that it exists in all 
areas of the families lives particularly when, for example:  
 

• making decisions to which school the child should attend so 
the child’s needs can be met,  

• which clubs the child can take part in or  

• which holidays or days out are suitable for the child.  



35 
 

 
Chronic sorrow can be progressive due to increasing decisions that 
need to be made as the child grows older. This is pertinent for all 
families who need to continue to protect and maintain the safety of 
the child as they mature into adulthood and throughout adulthood; for 
example, if the child has a wide range of complex needs and a high 
level of care needs. The level of chronic sorrow is such that it can 
resemble ‘the elephant in the room’ meaning sometimes it is just 
‘there’ in the background but perhaps not something that is 
consciously present; to becoming there in front of you, large and 
looming. This can occur more readily when systems and processes 
along with procedures are placing barriers for families. The 
differentiation and increasing challenges mean chronic sorrow can also 
increase particularly when the level of challenge these families 
encounter is a direct consequence of the child’s specific needs. This 
means that families who do not have children with SEND (or diagnosis 
of a medical condition) may not experience the same level of 
challenge for their children, and in this way for families experiencing 
ambiguous loss or non-finite loss the level of stressors they live with 
may be more significant than other families: 
 

Due to the complex nature of some chronic conditions, parents 
may be vulnerable to numerous stressors. These can be related 
to the amplified amount of time necessary for providing care, 
the need to coordinate or make arrangements for their child’s 
care on a day-to-day basis, …. Families can spend more than 11 
hours per week providing, coordinating, or arranging care for 
children whose abilities are limited by their conditions ….. Such 
commitments may require parents to take time off from work or 
even resign completely to free up enough time to meet their 
child’s needs… (Gordon, 2009). 
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Family stressors when living with chronic sorrow are variable yet can 
often lead to a substantial impact on family functioning. Such views 
around families may be interpreted as the family ‘not coping’ and may 
lead to blaming the parents for holding unrealistic expectations or 
providing ‘poor parenting’ skills.  What is not acknowledged during 
these periods is the frequency families are reminded of how much 
‘less’ able their child is to their peers, and how they are 
underperforming or unable to manage ‘normative’ expectations. 
These constant reminders can be experienced by families daily 
particularly for example in education if the focus is very firmly placed 
on ‘norm’ expectations and pre-determined achievements, a factor 
explained by Gordon (2019).  
 

Under these circumstances, it is common for parents to be 
reminded of the loss associated with the “perfect child” they 
once dreamed of or to experience an increased fear that their 
child may not be able to live the quality of life they once 
anticipated. For these reasons, some parents may feel periodic 
episodes of sadness while coping with child-rearing tasks 
associated with caring for a child with special health care needs. 
These episodes of periodic sadness are usually signs of parents 
grieving a living loss, an experience otherwise known as chronic 
sorrow. 

 
It is for this reason many Foster Carers and Adopters as well as Kinship 
Carers and Special Guardians also experience chronic sorrow. There 
are numerous social media support groups, dedicated webpages, chat 
forums and discussions that highlight the day to day experiences of 
those parenting children who have been ‘processed through corporate 
care’ whether these children are currently Children in Care (CiC), 
Looked after Children (LAC) or Previously Looked After Children 
(PLAC). The common thread that appears to be constant within these 
arenas and discussions is the increasing difficulties these families 
experience over time, when the child’s own emotional and 
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educational needs are increasing6. This means that even those who are 
more experienced Foster Carers may find they also feel chronic sorrow 
when children are placed in their care, particularly those children with 
SEND needs which are beyond the Foster Carer’s experience to date.  
The most notable cause for concern is that of Childhood Challenging, 
Violent or Aggressive Behaviour by all families (be this birth parents or 
alternative family groups) and the lack of support these families 
experience when seeking help. Such lack of support leaves families 
levels of stressors increasing daily and can lead to a more pathological 
grief state in parent/ carers as noted in 2009 by Gordon: 
 

If a parent experiencing chronic sorrow has a support system 
that is inadequate or does not receive appropriate intervention 
for ineffective coping, it is possible that chronic sorrow can 
become a pathological grief state similar to depression 

 
Experiencing chronic sorrow emotions can include feeling guilty, upset, 
sad and frustrated for example, leading to a diagnosis of ‘depression’ 
rather than chronic sorrow as a ‘reaction’ to the situation the family 
find themselves in and the ‘loss’ they have experienced. 
 
The importance of support for families experiencing ambiguous loss 
and feeling chronic sorrow is the ability to enable families to move to  
Cunningham’s 3rd and 4th stage of the psychic crisis model, Adaptation 
and Orientation. Adaptation is the process of a readiness to proceed, 
Kingsley (1987) notes this step as: 
 

But there's been a change in the flight plan.  
They've landed in Holland and there you must stay.  

 

 
6 These children and young people may also be experiencing ambiguous loss 
and chronic sorrow as detailed in Chapter 3. 
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During adaptation there is a realisation of the circumstances the family 
find themselves in. This realisation can signal to those working with or 
supporting the family, from any service provision, that the family is 
seeking a range of coping mechanisms to be able to progress as a 
family. In reality it is at this time families will seek to find out what 
they can do and what their options may be. This can include searching 
for information from internet sources or speaking to other families as 
seen in the number of online support groups across social media 
platforms. The need for information and the necessity of developing 
working relationships with a much wider group of people than 
anticipated is noted by Kingsley (1987) in her metaphor: 
 
The important thing is that they haven't taken you to a horrible 
disgusting place full of pestilence, famine and disease.  
It's just a different place.  
So you must go out and buy new guide books  
and you will learn a whole new language,  
and meet a whole new group of people you would never have met.  
It's just a different place.  
It's slower than Italy,  
less flashy than Italy  

 
Whilst these phases reflect the adaptation and orientation process, it 
is at this time families can find levels of chronic sorrow increase and 
decrease several times within the same day.  It's just a different place. 
indicates recognition of the new circumstance in which the family find 
themselves. It would be more unusual than usual if, following this 
realisation, families did not undertake their own search for 
information using, for example:  
 

• Internet searches and buying books or gathering information 
booklets and leaflets: So you must go out and buy new guide 
books 
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• Speaking to professionals, family members, other families in 
similar circumstances in person and via social media such as 
Facebook, Twitter, Chat Groups that families of their peers 
may never engage with: and meet a whole new group of 
people you would never have met 

• Developing wider vocabulary be this around diagnosis, 
treatment, medical terms, legal terms, ‘SEND’ terms such as 
EHCP, school policies, health policies, social care pathways, 
treatment options, words such as ‘prevalence’ and remission; 
or for those involved in Foster Care, Kinship Care or Adopter 
parents’ words such as ‘Care Plan’, Life Story, Placement – long 
term/ short term, Emergency Protection order, SGO, Section 
20 and so forth become part of the vocabulary they may use: 
and you will learn a whole new language 

 
As this new knowledge develops of what is, rather than what could be 
(reality position instead of desired or hoped for or previously planned 
for position) there may also be a need to recognise and adapt to 
differential age-stage indicators to the child’s peers because It’s slower 
than Italy and less flashy than Italy. 
 
During the adaptation phase families need to refocus their lives, this in 
itself can lead to higher levels of chronic sorrow as they adjust their 
previous held dreams and desires. For those families who are caring 
for non-birth children this may also include a complete readjustment 
of any parenting approaches and beliefs they previously held, for 
example moving to a therapeutic parenting approach rather than a 
more traditionally understood approach. It is also necessary for many 
families to consider if their home environment continues to be 
suitable for the family’s needs. This can be necessary for those families 
whose child may rely on a wheelchair (following diagnosis for example 
of Duchenne Muscular Dystrophy or an accident leading to paralysis). 
Moving home in itself is recognised as a major traumatic event for 
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many people, as well as leaving behind a home that will contain 
memories for families and in this way increase the sense of loss.   
 
To help promote orientation as the fourth stage of psychic crisis, those 
supporting the family should reflect a ‘transplant model’ of care.  
During the transplant phase the knowledge and skills ‘owned’ by the 
professionals is shared with families and some skills may be 
‘transferred’ to families to enable them to manage and cope at home, 
for example Physiotherapy skills to enable parents and wider family 
including siblings to support children at home. Depending on the 
condition and circumstance there are a wide range of skills that 
families may practice and perform several times a day or weekly or 
less often including Occupational therapy (when planning living 
accommodation or access to buildings outside of the home during 
trips out or holidays); nursing care skills such as catheterisation;  
dietary skills or nutritional skills such as using a PEG feeding system. All 
of these new skills are not those usually performed by families overall 
and are in addition to the parenting skills that the majority of families 
provide.  Due to the multiple role’s families adopt when caring for 
children with SEND there is a risk that as individuals, they may lose 
their ‘sense of self’. This in part is a result of increasing and complex 
demands as ‘carers’ so much so that they spend more of their time in 
a caring role than that of being a parent/ spouse/ daughter/ son or 
other family member.  
 
There are a significant number of adopter families who have reported 
that they have either reduced their working hours and employment or 
left their employment in order to meet the needs of their adopted 
child, this can also occur for birth families if there are numerous 
appointments to be undertaken at hospitals and schools, with social 
workers and care organisations. Whilst these families may appreciate 
the necessity of leaving their employment, the loss of contact with 
colleagues can increase their sense of loss and feelings of chronic 
sorrow; particularly if this is a direct result of the diagnosis or needs of 
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their family be this an adult partner, a parent or a child. Such issues 
could be addressed if we provide a ‘best practice’ that aims to fit 
services to families rather than families to services.  
 
According to UK policy and legal statutes families should be provided 
with the means and support to operate within a ‘consumer model’ of 
care when families require additional support (compared to their 
peers) for whatever reason. The consumer model of care builds from 
the transplant model outlined and recognises that families have a wide 
range of competencies, expertise (with regard to their own child or 
family member) and should be able to possess the control for any 
decision making and that these decisions are respected (unless it 
places the child or family member in a position of significant harm).  
The decisions families make should be based on information provided 
to them by professionals that outline a range of possible options and 
choices. Professionals at this time should be able to work with families 
offering their own expertise but also recognise when wider expertise 
(beyond their own field of speciality) may be helpful. Working in 
partnership and recognising the knowledge, skills and competencies 
these families have and can offer is necessary if the family’s sense of 
chronic sorrow is to be reduced and not escalated.  
 
To be able to support families effectively it is essential that all those 
working with or supporting the family adopt an empathetic approach, 
within their study Hainsworth (1994 p.240) found 80% of their 
participants highlighted being empathetic as the most helpful ‘skill’ so 
much so one of their participants suggested 
 

Empathy is different from sympathy. Sympathy is feeling sorry 
for the person. Empathy is feeling bad, of course. However, you 
don’t wallow in it. You feel bad, but you move on and help that 
person reach whatever goal they need to reach  
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The importance of providing empathetic support is noted by Boss 
(2013) who argued that professional approaches needed to accept the 
stress ambiguous loss placed on families and that the ambiguous loss 
reflected the external situation rather than the individual family, and 
recognise that as professionals they were part of that external 
influence on the family. In this way Boss recognised that society and 
cultural normative expectations did not always reflect the reality that 
many families or children found themselves in, emphasising that  
 

“Ambiguous loss is inherently a complicated loss. Through no fault 
of the individual, couple, or family, it leads to complicated grief. It is 
a normal reaction to an abnormal situation of loss” (2013)  

 
Something that Winokuer and Harris (2012) agreed, where grief could 
follow a significant life changing event experienced leading to non-
finite Loss. More importantly the emotions of families need to be 
accepted, even if not agreed with, families need to know they are not 
being judged for their feelings or thoughts. For adoptive families it is 
often the feeling of being judged as parents that created the greatest 
barriers between the family and peer groups or the family and 
professionals, whilst those families who have children with ‘invisible’ 
disabilities such as Autism or ADHD often feel judged by society.  
 
Being able to be part of society without being judged allows for family 
inclusion yet research by Contact a Family consistently highlights how 
other people’s opinions within society are the biggest barrier to 
families being part of the society in which they live. This in itself 
increases the families stress and feelings of chronic sorrow, by not 
being able to access parts of society in a way that is equal to their 
peers. The findings from Contact a Family have held over time not only 
for those families living with a child who is identified with SEND, but 
also for adoptive families, foster families, kinship carers.  
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This notion of allowing families to be part of what happens to them is 
the basis for ‘Patient Centred Care’ however it would be more helpful 
to re-word this to be ‘Person- Centred Care’ so that the response 
meets the need of the individual person be they a child or adult and go 
beyond a NHS approach. For this reason, many families find that they 
live with ongoing uncertainty of the situation and what will happen 
over time or how life will progress making it difficult to make long 
terms plans which could include where to live. The lack of recognition 
for chronic sorrow means that these families tend not to discuss their 
feelings believing others don’t understand or a concern that others will 
trivialise their feelings or make judgements of their capability as a 
family; leaving them with a continuous sense of powerlessness or 
helplessness (Boss and Schultz, 2001), which in turn increases chronic 
sorrow 
 
The final stage of psychic crisis outlined by Cunningham, is that of 
‘crisis over’, leading to wider debate about how unsuitable the 5 
stages are when discussing chronic sorrow. However, if opened up and 
used as ‘Crisis over’ for now then the notion of psychic crisis becomes 
more flexible. Within the metaphor by Kingsley ‘crisis over’ can be 
seen within: 
 

but after you have been there for a while and you catch your 
breath,  
you look around and you begin to notice that Holland has Tulips,  
Holland even has Rembrandt's.  

 
However, as Kingsley completes the metaphor, the impact of society 
and cultural expectations are visible: 
 

But everyone you know is busy coming and going from Italy  
and they're all bragging about what a wonderful time they had 
there.  
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For families living with children identified as SEND this is often a 
frequent occurrence, for example while waiting at the school gates 
when other parents are ‘celebrating’ and highlighting their own child’s 
success. These society ‘celebrations’ no matter how big or small 
remind families of their child’s ‘disabilities’ rather than their child’s 
abilities and this can be daily, weekly, monthly or termly. Similar 
feelings of loss are also revisited when for example planning a family 
holiday, a family day out, or trying to join in with a cultural event as 
shown:  
 

The rest of your life you will say "Yes, that's where I was supposed 
to go. That's what I had planned".  
The pain of that will never go away,  
because the loss of that dream is a significant loss.  
But if you spend your whole life mourning the fact that you didn't 
get to Italy,  
you may never be free to enjoy the very special, the very lovely 
things about Holland. 

 
This highlights the cyclical nature of chronic sorrow in that it never 
totally disappears and can increase or decrease depending on the 
circumstances at that moment in time, as found by Eakes and Burke 
(1998)  
 

“When you face challenges, the feelings (grief related feelings) 
come back, such feelings cannot go completely.” IDI 6 

 
For this reason, families living with chronic sorrow may find that they 
constantly move between the stages of psychic crisis suggested- and 
that these are not linear but flexible. In addition, families may find 
they pass stages within those suggested such as moving from stage 4 
to stage 1 or 2 when ‘another’ situation occurs or an additional 
diagnosis is made. Equally important is accepting that not all family 
members are at the same stage at the same time, they may well be, 
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but they may well also be at different points for example one member 
may be experiencing ‘shock’ following new or additional diagnosis 
whilst another member is adapting to this new situation. At each point 
the levels of chronic sorrow may also vary between family members, 
which can leave families experiencing difficulties in their own 
relationships. If trying to support families, children or young people 
whilst living with SEND it is time to move away from notions of loss to 
be linear or following a determined pathway as Boss (2007 p.108) 
makes clear when she argued that “Any mention of stages or linear 
steps is not conceptually congruent with ambiguous loss theory” 
highlighting the cyclical pattern also seen when experiencing chronic 
sorrow that supports the proposal that stages of psychic crisis should 
not be viewed as linear, rather they should be seen as interchangeable 
and of variable duration.  
 
In an ideal world all families, irrespective of event leading to 
experiencing chronic sorrow, should be able to be supported through 
a social model of care: where society adapts around the family in order 
to ensure the family are equally included and considered and able to 
participate. In this ideal world supporting families would very much 
reflect the Empowerment Model outlined by Appleton and Michom 
(1991). In the empowerment model of care families are supported by 
social networks that can include members of specific social groups, 
other families and society in general. The essential nuance for this 
model is based from the family position, where they are able to access 
the support they need when they need it and be part of the cultural 
society in which they live as equals, with all of the same opportunities, 
equally accessible provisions, and be equally recognised and 
respected. It is the lack of application for an Empowerment Model of 
Care that leaves very many families with children who have SEND 
feeling frustrated and at times angry, sad, lonely or needing to ‘battle 
it out’ to get their children included as an equal to their peers; with 
the same opportunities and consideration. It is these feelings of sheer 
frustration that can lead to feelings of chronic sorrow- in that these 
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families would much prefer not to have to ‘battle’ for their children on 
a regular occurrence. For some families this can lead to the family 
campaigning, speaking out and raising the problems they experience in 
a public forum whilst simultaneously seeking to find ‘a better way’ or 
an ‘alternative’ approach to that they are experiencing. For other 
families this can lead to withdrawal and abstinence where they focus 
on meeting the unmet needs of their children in isolation.  
 
 

Reflective Activity: Chronic Sorrow and families with 
children who have SEND 
 

 
These activities are designed to help you reflect on how having a 
child with SEND can impact on families and their day to day lives 
and recognise the differences in opportunities for families when 
their child has SEND. The diagnosis or condition leading to SEND is 
not the focus of this activity – the activity is to consider if children 
with SEND and their families have the same choices as those 
children who do not have SEND and their families:  
 

1. Thinking back to your own childhood make a note of the clubs, 
activities, classes you took part in; the holidays you went on or 
days out, the schools you attended. 
 

2. For the majority of families and parents prior to any children 
arriving, dreams of ‘great expectations’ might be something that 
you think about such as wanting your children to be healthy and 
happy, have lots of friends, join a particular class such as a dance 
class, go on beach holidays, sit together at the end of the day 
and talk about the day- from large to small things of what life 
might be like.  Think of your own family and children, or that of 
someone you know make a note of the kind of ‘great 
expectations’ you may have had or they may have had for their 
children 
 



47 
 

3. Using the NHS website, or Contact a Family find out about one of 
the following Cerebral Palsy, Duchenne Muscular Dystrophy, 
Myelomeningocele Spina Bifida, or think about a condition you 
are familiar with and make notes about how the condition may 
affect a child 
 

4. Thinking about a child who is diagnosed with the condition you 
noted in task 3 are there any clubs, schools, activities you took 
part in that they might not be able to join in the same way (you 
noted these down in task 1): for example if you went to dance 
classes or gymnastics could a child in a wheelchair join this club?- 
make a note of anything you would not have been able to do if 
you had been diagnosed with that condition 

 
5. Using the same websites look at one of the following: Downs 

Syndrome, Autism, Attention Deficit Hyperactivity Disorder or 
think about a condition you are familiar with and make notes 
about how the condition may affect a child 
 

6. Thinking about a child who is diagnosed with the condition you 
noted are there any clubs, schools, activities you took part in 
that they might not be able to join in the same way (you noted 
these down in task 1): for example if you went to dance classes 
or gymnastics could a child with ADHD join this activity?- make a 
note of anything you would not have been able to do if you had 
been diagnosed with that condition 
 

7. Do a quick internet search of schools in your area how many 
primary (ages 5-11), how many secondary (ages 11-16/18), how 
many Special Educational Schools are there 
 

8. If the condition was such a child would struggle to attend 
mainstream education and needed to attend a Special Education 
school- would this limit the choices families have for where their 
children can go to school- if so how might this impact on a family 
(for example distance to the school) and if the family had more 
than one child but they attended different schools. 
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9. Now looking back at your ‘great expectations’ is there anything 
that might have to be changed if the family had a child diagnosed 
with one of the conditions you looked into, for example would 
holidays need more planning or be more expensive 
 

10. Finally do a quick search of the area you live in- what clubs, 
spaces, activities are available for children in your area especially 
during school holidays periods? 
 

11. Do they cater for children with SEND?- see if they all cater or if 
only some cater for children with SEND 

 
12. What facilities are available in your area for child care for 

children with SEND during the holidays or to allow parents to go 
to work such as child minders or breakfast clubs? 
 

13. Looking back at your notes write a short reflection on how 
chronic sorrow might occur for families living with a child with 
SEND: do these families have equal access to schools, facilities, 
clubs and outings in the same way as families for children that do 
not have SEND?- how might this make families feel? 
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Chapter 6  
Let’s Talk About:  

Chronic Sorrow and Adverse Childhood 
Experiences 

 
Following the widely documented impact of Adverse Childhood 
Experiences for children and young people, not only in the ‘here and 
now’ but also as a lifelong risk to their health and safety, recognising 
chronic sorrow is an essential aspect of supporting children and young 
people. Irrespective of whether the loss is experienced as non-finite or 
ambiguous by children and young people.  The first ACE study was 
carried out by Drs Felitti VJ and Anda RF (ACE Study 1995-1997) at the 
Kaiser Permanente Organization and the Centers for Disease Control 
and Prevention in the USA. This study was the first study to clearly 
illustrate childhood experiences of trauma and stress in the home 
specifically or the local environment raised a wide range of health 
issues for all of society. The original ACE study was carried out with 
adults over the age of 18, at this time there continues to be no ACE 
screening questionnaire for those under 18 years of age. The questions 
posed were designed to reflect ten overall types (or themes) of 
potential childhood adversity. Five are personal experiences of 
adversity that included: 

• physical abuse 
• verbal abuse 
• sexual abuse 

• physical neglect and  
• emotional neglect 
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The remaining five overall were related to other family members to 
include: 

• a parent who is addicted (to alcohol or drug use) 
• a mother who’s a victim of domestic violence 

• a family member in jail 
• a family member diagnosed with a mental illness and 

• the disappearance of a parent through divorce, death or 
abandonment.  

 
Understanding of the relationship between adversity in childhood and 
lasting impact has grown over the past three decades. As a 
consequence of this raised understanding The World Health 
Organisation produced the Adverse Childhood Experiences 
International Questionnaire (ACE-IQ) in 20187, building on the work 
that has happened to date. Many studies have grown out of the 
original ACE questionnaire to repeatedly show that the relationship 
between adversity in childhood is clearly related to a number of adult 
health outcomes. In publishing the ACE International Questionnaire 
(ACE-IQ) the World Health Organisation expressed that the 
questionnaire  
 

is intended to measure ACEs in all countries and is produced 
by the World Health Organisation to help identify the risk 
between them and risk behaviours in later life. ACE-IQ is 
designed for administration to people aged 18 years and 
older. Questions cover family dysfunction; physical, sexual 
and emotional abuse and neglect by parents or caregivers; 

 
7 World Health Organization (2018). Adverse Childhood Experiences 
International Questionnaire. In Adverse Childhood Experiences International 
Questionnaire (ACE-IQ). [website]: Geneva: WHO, 2018.  
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peer violence; witnessing community violence, and exposure 
to collective violence. 

 
The importance of recognising that childhood adversity not only 
includes that experienced inside of the family unit or household was 
clearly recognised by the World Health Organisation questionnaire. 
The ACE IQ (WHO, 2018) includes peer, community and collective 
violence as a significant factor which has been highlighted previously 
by others including Dr Bruce Perry of the Child Trauma Academy. By 
including into the Adverse Childhood Experiences International 
Questionnaire (ACE-IQ) wider possibilities, the following are expanded: 
family dysfunction; physical, sexual and emotional abuse and neglect 
by parents or caregivers; peer violence; witnessing community 
violence, and exposure to collective violence. (World Health 
Organisation, 2018) 
 
Reflecting on the ACE indicators the potential for chronic sorrow to be 
experienced is recognised, for example children who have experienced 
child abuse (of any form) will experience the loss of the childhood they 
may have had and this can be compounded if the child is then 
removed into Corporate Care. Further areas that can increase the 
child’s experience of chronic sorrow include: Divorce and Separation 
of their parents, adult mental health/ physical health needs, a parent 
or adult in the home who has an addiction or a member who is 
imprisoned. In all of these adverse experiences the members of the 
family unit continue to exist but may no longer be ‘physically’ present 
within the child’s life. The following discussion highlights how chronic 
sorrow can be experienced by adults and children when living through 
a range of diverse experiences listed within known childhood 
adversities aligned to later life health outcomes. These discussions are 
not extensive or comprehensive, rather they are included to highlight 
how and why ACE’s can increase feelings of chronic sorrow and that 
these feelings should be recognised as chronic sorrow. Within her 
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description of events that can lead to ambiguous loss  many are those 
also included in the thematic areas of ACEs (Boss 2002, p.100).  
 
Boss notes within ‘Catastrophic or Unexpected Situations’  
 
• Alzheimer’s disease and other dementias (Child Carer role) 
 
• chronic mental illness – (listed within the WHO ACE IQ and the KPO 
and CDCP Questionnaire) 
 
• addictions (alcohol, drugs, gambling, etc.) (listed within the WHO 
ACE IQ and the KPO and CDCP Questionnaire) 
 
• depression (listed within the WHO ACE IQ and the KPO and CDCP 
Questionnaire) 
 
• traumatic head injury, brain injury (personal loss of previous 
wellbeing or as a child carer) 
 
Alongside this Boss (2002, p.100) noted more common situations 
some of which also resonate with ACEs: More Common Situations 
 
• immigration, migration WHO ACE IQ – environmental 
 
• adoption WHO ACE IQ- relates to reasons for being placed for 
adoption (Trauma) 
 
• divorce (listed within the WHO ACE IQ and the KPO and CDCP 
Questionnaire) 
 
Areas of potential ACEs and ambiguous loss are also found in Gundry 
et al (n.d) when discussing ‘physical absence’ noting parental 
‘incarceration’ (imprisonment) adoption, separation or divorce. To 
develop understanding of how chronic sorrow may occur the following 
sections look at some of these ACEs in more depth:  
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Divorce and Separation: 
 
For children, divorce and separation is a factor in how and when (or if) 
they see both parents following the divorce or separation. Within the 
UK, almost half of all divorce cases involve children under 16 years of 
age, who will become part of the 2 million children living in single 
parent households. For some of these children this will have always 
been the case, whilst for others this will arise as a consequence of 
separation or divorce. Whilst this is not unusual within the UK how 
adults perceive their position within the circumstances will be 
different to that of any children involved and how they perceive their 
experience. In this way many children experience a sense of loss for 
the parent or adult no longer residing in the home environment at 
variable levels. This is particularly pertinent given the rising number of 
private CAFCASS cases presented within family courts for access and 
other arrangements relating to children8. There is a plethora of 
research discussions and publications highlighting the impact divorce 
and separation can have for children and young people; for example, 
in their study Butler et al (2002 p.92) noted the emotional sense of 
loss experienced: 
 

Just very empty and lonely—as though I had no one to talk to. 
Because you know, all my Mum’s family were like comforting 
her, and my Dad’s family was comforting him and I thought that 
me and Nick [brother] had NO-ONE to go to ‘cos like there were 
SIDES. But there wasn’t really—it’s just like if we went over to 
Mum’s you know, they were too busy looking after Mum. And I 
know that Mum felt sorry for us as well but it’s like I felt lonely—
as though I had no one to go to and talk to ‘cos I felt that Mum 

 
8 Whilst private law demand numbers have fallen since their 46,636 new case peak in 
2013-2014 to 34,119 in 2015-2016 this trend has risen each year since with 40,629 
new cases in 2016-2017 and almost 11,000 new cases between April 2017- June 2017. 
Given these are all new cases requiring input they collectively represent a significant 
and notable number of children involved in private case law.  
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had to be comforted and Dad had to be comforted and I thought 
there’s no-one in between for me and Nick. Sioned, aged 12 
 
It was like, ‘Oh well, it’s not really your problem; you’re just not 
going to be affected by it. You don’t have to go through all the 
divorce things’. But, no one seemed to realise I was sort of 
THERE. They were all concerned with what they were doing. 
Libby, aged 13 

 
Some children move into the role of emotional care-taker trying to 
balance the needs of both parents, which can be increasingly difficult 
should animosity arise between the parents over property and access 
to children, that in turn can increase the child’s sense of ‘loss’. Whilst 
many of the discourse’s around the impact of divorce and separation 
includes the emotional impact for children, there is scant regard for 
recognising the sense of loss as ambiguous or non-finite or chronic 
sorrow; yet the importance of how children feel during and after the 
separation of parents is noted, for example  
 

Q: Do you think your Mum and Dad know what it’s like for you? 
A: It didn’t happen to them, so I’m not sure. I think ... sometimes 
if you’re crying in front of them and they say, ‘I know what it’s 
like.’ You might say, ‘No you don’t’, because it’s not happening 
to them and if it hasn’t happened to them then sometimes you 
think, ‘How do they know what it’s like, they’re not me?’ 

Butler et al (2002, p.94) 
 
Recognising chronic sorrow as an outcome of separation and loss 
directly upon the adults involved but also any children or young 
people involved appears to be an oversight that should be identified to 
enable relevant support to be forthcoming. It is for this reason the 
need for all those working with families and children need to be 
familiar with the sense of loss the family is now living with and how 
this can increase chronic sorrow to be experienced by anyone involved 
directly or indirectly.  
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Reflective Activity: Chronic Sorrow and Divorce or 
Separation 
 
 

 
1. look up  

• ‘Voice of the Child of Divorce’ 20th April 2014 
https://www.youtube.com/watch?v=lbTFZ8cvHo4 

• Remember Me: Childrens Voices After Seperation. 
Produced by the Family Court for Intterelate Youtube 10th 
August 2016 
https://www.youtube.com/watch?v=YPUnmt95N28 

• Access via the internet ‘when parents Split Up- Yur 
Stories’ the Guardian: 20th September 2014: 
https://www.theguardian.com/lifeandstyle/2014/sep/20/
when-parents-split-up-divorce-readers-stories 
 

2. Thinking about Divorce or Separation a number of family 
members may experience chronic sorrow following a sense of 
ambiguous loss or non-finite Loss- make notes of why this may 
occur – what is the ‘sense of loss’ these individuals may ‘feel’ 
 
• For the adults directly involved (those who are divorcing or 

separating) 
• Children of the parents separating or seeking a divorce 
• Grandparents of the children (parents of the separating 

adults), aunts and Uncles, Cousins (wider family) 
• Friends of the adults separating, family and friends of the 

children 
  

3. Using your notes and reading so far the following Case Study 
involves a family who have experienced Separation/ Divorce 
and living with a child who has SEND- after reading the case 
study explain why Greg and Helen may experience a ‘sense of 
loss’ that could lead to chronic sorrow, as a parent who has 
separated, an adopter, a parent of a child with SEND: 
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Case Study: Greg & Helen 
 
Greg and Helen have been married for 12 years and met when Greg 
was 34 and Helen was 32. They decided to adopt after several years 
of unsuccessfully trying to have children through IVF together.   
 
Greg had been married previously while he was in his 20s and had a 
son with his wife. Their marriage hadn’t lasted more than three 
years and it was a difficult breakup with significant conflict and his 
wife soon met a new man and made a new life. The contact with his 
son had been challenging and Greg acknowledges that he hadn’t 
always acted in the best interests of his son and now sees him 
infrequently though he does try to make contact.   
 
Helen had been told as a young woman that it was highly likely that 
she’d not been able to conceive when she was diagnosed with 
endometriosis. This had been a shock but seemed like something 
that she’d deal with when older. Helen had a few long term 
boyfriends during her 20s and she’d put children to the back of her 
mind and had enjoyed travelling and developing her career. When 
she met Greg he knew that they couldn’t have children together and 
as he already had a child he said it didn’t matter. As she moved into 
her 30s many of her friends had become mothers and she started to 
feel differently about being a mother herself. They sought medical 
advice and undertook 3 unsuccessful rounds of IVF through the NHS. 
When the IVF was completed they decided to adopt to make a 
family.  

Two years later they adopted Milly a 24 month old little girl. After 
the initial introductions and honeymoon period they settled down to 
a new life together. Milly was a lovely little girl and they began to 
make a life together however as she grew older Helen began to have 
concerns about her development. Milly struggled to hold her 
attention and her memory was notably poor compared to her peers. 
She would often act impulsively and struggled to make and maintain 
friendships. School raised concerns in relation to her progress and 
noted that she was immature, struggled to understand 
consequences and academically was falling behind her classmates.  
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Helen believed that Milly’s early life and family life suggested that 
her mother had drank during pregnancy and consequently requested 
that she be assessed for Foetal Alcohol Spectrum Disorder.  This was 
a long arduous process with initial scepticism from school staff and 
her GP. When Milly was 9 years old she was diagnosed with FASD.  
Helen had returned to work part time after Milly moved in but by 
the time of the diagnosis had left work due to increasingly 
challenging behaviour from Milly as well as regular calls from 
school. Money was tight at home and Greg worked long hours in a 
stressful job to make ends meet, he was often tired at the end of the 
day and would let Helen take full responsibly for looking after Milly.   
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Parental Imprisonment: 
 
In much the same way chronic sorrow can be experienced following 
divorce or separation; similar separation experiences occur when a 
parent or sibling is imprisoned. Within the UK there are an estimated 
100,000- 200,000 children who have a parent in prison. This in itself is 
concerning given there is no actual accurate data recorded when 
sentencing occurs. However, Barnardos (2017) point to an estimated 
200,000 children are affected by parental imprisonment across 
England and Wales; 1,500 children are affected on any given day 
across Northern Ireland (Northern Ireland Prison Service); 30,000 
children face parental imprisonment every year in Scotland9 which 
highlights the significance of loss for children due to imprisonment of a 
parent or other adult from the family home. More recently Kincaid, 
Roberts and Kane (2019) estimated this to be 312,000 children per 
year and recognise that parental imprisonment for children is a loss, 
irrespective of the reason for the imprisonment. Interestingly within 
the report they published there is no mention of how this can be 
experienced as ambiguous loss or non-finite loss, leading to chronic 
sorrow for the children this loss affects. Moreover, the possibility of 
experiencing chronic sorrow is evident within children’s feelings, as 
found by Beresford (2018): 
 

It was a horrible time. I was sad a lot of the time and didn’t want 
to explain to my friends what had happened. (Aliyah, 13) 
 

Whilst the reports and research to date does recognise the sense of 
sadness and loss children experience especially immediately 

 
9 In England i-HOP (Information Hub on Offenders’ families with children for 
Professionals) is a one-stop information and advice service to support all professionals 
in working with children and families of offenders, including frontline staff, strategic 
managers and commissioners. Commissioned by the Department for Education, i-HOP 
is run by Barnardo's in partnership with POPS (Partners of Prisoners and Families 
Support Group). 
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following parental imprisonment, the notion of chronic sorrow 
does not appear to be included. However, it is entirely possible that 
these children and young people can continue to experience loss 
and sadness not only during the experience but following the 
experience particularly where longer sentences may be imposed; 
so that any sense of loss can continue throughout their childhood 
and into adulthood. As noted within Thorley et al (2019) the 
consequences for these children and young people can be 
substantial when their parent is imprisoned: depending on the 
sentence duration, the criminal activity leading to arrest, alongside 
any media reporting or local discussion about the criminal activities 
of that adult and where the child or young person then resides. All 
of these children and young people will, to varying levels, 
experience a sense of loss as:  
 

• an outcome of their parent’s imprisonment depending on 
their relationship with that parent,  

• the reason for the imprisonment (along with any media 
reporting) and  

• the resulting home environment as a consequence of the 
imprisonment.  

 
Whatever the outcome and circumstance for the parent in prison, 
what needs to be noted is that for these children and young people 
there is a significant loss in their lives and that this loss is a living 
loss, in that the parent is alive but out of reach to them and a loss 
for which these children and young people will experience a 
variable level of chronic sorrow. As noted within Thorley et al (ibid) 
some of these children will remain with one ‘parent’, some will 
move to ‘Corporate Care’ provision and some will move into 
Kinship Care. This in itself increases the sense of loss for these 
children and young people as the child now becomes part of 
‘Corporate Care’ as a direct result of parental imprisonment. The 
importance of recognising ambiguous loss for those who have a 
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parent imprisoned was noted in Guidry et al (no date) recognising 
that these children experienced ambiguous loss similar to children 
experiencing Divorce, Death or being moved into Corporate Care 
(becoming ‘Looked After’) and depending on how the ‘arrest’ of the 
parent occurred these children may also experience Post-Traumatic 
Stress. In terms of loss the physically ‘missing’ but psychologically 
present description of ambiguous loss applies for these children 
and young people, as well as for any remaining adults in the home 
and wider family members. It is this loss that can lead to feelings of 
sadness and chronic sorrow particularly during focus time periods 
such as birthdays, Christmas and other celebrations, but also in 
more day to day life, as someone who is part of the family unit but 
is longer present.   
 
Talking through feelings of loss and sadness may not always be an 
option for family members, be these adults or children, particularly 
if the criminal activity leading to imprisonment is one that society 
or the family’s culture find unacceptable (for example serious 
assault, child abuse of any kind, murder). This notion of 
‘unacceptable’ can then increase feelings of shame for family 
members, who do not feel they can discuss the circumstances they 
now find themselves in. This in turn can increase isolation and 
loneliness which can then increase the level of chronic sorrow 
experienced. The complexity of recognising the impact of family 
member imprisonment correlates to the circumstances children 
experience during this process something Bocknek  et al (2009 
p.324) identified within their assessment of ambiguous loss and 
children of prisoners:  
 

Loss due to parental incarceration is likely to impact children of 
prisoners differently than children who experience other forms of 
parental loss and trauma because of the complex family issues 
and instability experienced before, during and after their 
parent’s incarceration. … Often when a parent is incarcerated 
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the facts surrounding the incarceration are unclear to the child. 
This can happen for a number of reasons including non-
incarcerated caregivers giving multiple vague reasons for the 
incarceration or not wanting to discuss the issue surrounded the 
incarceration.  

 
There are a number of ways in which ambiguous loss can continue for 
children when parents are imprisoned, from visitation experiences 
leading to physical presence then physical absence of the parent, 
contact from a distance via letters, cards, internet, messaging and so 
forth where the adult is visible but only remotely present, to 
‘idealised’ presence where there is no contact directly leaving the child 
to develop their own ‘idealistic’ scenarios of presence in their lives (for 
example imaginary conversations, or imagining how the parent would 
act/ react to conversations or the role the parent would take within 
the child’s life if not imprisoned, or the use of symbolic figures to 
replace the missing parent). These approaches highlight how and why 
children of imprisoned parents can and do experience chronic sorrow 
for the loss of their parent irrespective of the length of sentence 
imposed on the parent.  
 
Recognising the sense of loss is of particular importance when 
acknowledging that many children of imprisoned parents do have and 
continue to have secure attachments to their parent, given not all 
criminal activity is witnessed by the child and not all parents 
imprisoned have been abusive to their children. Many parents are 
imprisoned for non-violent or abusive criminal activity such as 
persistent shop-lifting or offences to support another person’s drug 
use (as opposed to their own drug use). In April 2019 the Prison 
Reform reported that 48% of women imprisoned committed their 
offence to support another person’s drug use, 82% of offences were 
non-violent and 28% were financially motivated. Whilst the criminal 
activity itself is illegal it does not automatically mean any children of 
these women were aware of their parents’ behaviour, or that the 
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behaviour was a detrimental adversity in the child’s life prior to the 
imprisonment.  This means that alongside experiencing ambiguous 
loss directly due to parental imprisonment, ambiguous loss is also 
experienced indirectly following the imprisonment as a result of 
attachment disruption which can increase the risk for chronic sorrow 
to develop. The significance of how imprisonment of a family member, 
including parents, impacts on those within the family unit is noted 
within ‘Catastrophic and Unexpected Situations’ of ambiguous loss 
(Boss, 2002 p.100) it is therefore unsurprising if these families do then 
experience chronic sorrow as a consequence of this loss.  
 

Reflective Activity: Chronic Sorrow and Parental 
Imprisonment 
 

 
1. Watch the following: 

• One of the Animated Video’s available from Pact website 
(Prison Advice and Care Trust)- (2018) under children and 
young people- for children (choose one from Kyra/ Ollie/ 
Brandon or Rico: 
https://www.prisonadvice.org.uk/Pages/Category/for-
children 

• Access: What's it like having a parent in prison BBC Radio 1 
(2018) available on YouTube: 
https://www.youtube.com/watch?v=F1KLWOc6VpM 

• Access Radio 5 Live Victoria Derbyshire’s broadcast 
‘Prisoners Children’ which lasts approximately 24 minutes, 
broadcast on 22nd July 2014 and can be downloaded as an 
MP3 broadcast: 
http://www.bbc.co.uk/programmes/p02r6kw9 
 

2. Explain why children and young people, partners and wider 
family members may experience chronic sorrow- what sense 
of loss may they experience- is this materialistic loss, 
emotional loss or a combination? 
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Child Carer/ Adult Carer: 

Being a carer can also indicate feelings of ambiguous loss and chronic 
sorrow not only for a child but for all family members within the unit 
as well as family friends, depending on what the circumstances were 
that led to the child or adult being part of the ‘care’ team at home. 
Being a carer often includes providing not only care and support but 
also more specialist skills such as ‘tube feeding’, ‘catheterising’ 
monitoring oxygen or other equipment, providing ‘physiotherapy’ and 
personal care requirements. For some the caring role is rewarding, for 
others the demands are so high they lose touch with friends and those 
outside of the ‘caring’ environment. It is estimated that across the UK 
there are some 700,000 child carers (BBC, 2018); which is significantly 
higher than that reported by National Statistics following the 2011 
Census across England which recorded 177,000 young carers, 
providing care and support for an adult in the family home. Following 
on from these suggestions’ BBC News and the University of 
Nottingham increased this to 800,000 of children were actively 
providing carer roles in 201810. This could be a parent, sibling or 
grandparent.  
 
These carers can feel isolated, over-looked, under-recognised and 
detached from their peers. When comparing themselves to their peers 
they can feel a sense of loss for the opportunities and experiences 
they are no longer involved in, or where the condition is degenerative 
or age onset such as Dementia, they can feel a sense of loss for the 
person who is no longer as they were. This resonates with Boss’s 
(2002, p.100) notion around ‘Catastrophic’ loss and the second 
position of ambiguous loss where there is physical presence but 
psychological absence. Physical presence with psychological absence 

 
10 Detailed in a press release by the University of Nottingham in September 
2018: 
https://www.nottingham.ac.uk/news/pressreleases/2018/september/childre
n-england-care-sick-family.aspx  
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indicates the family member remains in the physical sense but not the 
psychological sense which may happen for example if grandparents or 
elderly relatives experience dementia or Alzheimer’s. However, it 
should be noted that this second position can also impact upon 
children and young people who become child carers.  
 
Child carers can experience ambiguous loss and hence chronic sorrow 
as a reflection of change in the family members they are familiar with, 
for example: grandparents, where elderly members may not recall as 
effectively as they had previously or they may be subject to reduced 
physical health and no longer able to participate as previously. In these 
circumstances chronic sorrow reflects loss for the both the 
grandparent and child. In addition to this it may be the parent or 
sibling that experiences difficulty. Medical conditions including Stroke 
(which may affect a parent) and Cancer will impact psychologically on 
the person diagnosed and in turn impact psychologically on any 
children or additional members of the family, particularly if the 
condition means that the person affected never fully recovers to how 
they were previously.  Guidry et al (n.d) suggested that in some 
circumstances this type of loss can be seen as ‘disenfranchised grief’, a 
grief process that Markell and Hoover (2010) defined as  “the 
relationship is not recognized, the loss is not recognized, or the griever 
is not perceived as one with permission to grieve” (p. 406). For Carers 
this can be seen where the relief associated with surviving a traumatic 
accident, major Stroke incident, Heart Attack, Head injury 
overshadows the longer-term impact and any loss of previous levels of 
ability.  Appreciating the complexity of needs carers provide for and 
how this can impact on all of those within the family is essential in 
recognising chronic sorrow and the risk of chronic sorrow occurring 
due to ambiguous loss, as found by Aldrige et al (2016) in their study 
of the Lives of Young Carers: 
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“I was young, so they didn’t want to tell me. I was feeling 
obviously sad and worried but shocked … you don't know what’s 
going to happen or what could happen…” (Young carer aged 12)  

 
“I do talk to my Mum about feelings because sometimes I have 
worries that I just want to get out… If I keep it in my head I just 
worry about them all the time. But then I just get them out it 
makes me feel a lot better about myself.” (Young carer aged 9) 
 
“If she didn’t have a disability then…a lot of the stuff I probably 
wouldn’t have been doing because I wouldn’t have needed to 
because she would have been capable of doing it. But as I got 
older I probably would have helped out [more], but not at that 
sort of age [began caring at 7 years old] I don’t think I would 
have.” (Young carer aged 16) 
 
“I don’t only help my mum; I help my brother and my sister as 
well because they’re obviously little, so I have to take my brother 
his bottle at night…” (Young carer aged 11) 

Aldridge et al (2016, p.27-29 
 
Ambiguous loss can help carers understand their feelings and their 
sense of loss, appreciate feelings of sadness and any sense of grieving 
that is non-finite:  
 

“The word ‘ambiguous’ helped me understand what was going 
on. I’m still married to my wife. I love her, but I don’t live with 
her. I’ve always been crazy about her and still am. She’s looked 
after, but it is a huge loss for me. The ambiguity is exactly how I 
feel.” – A male caregiver in Toronto (Alzhiemers Society, 2013) 

 
Becoming a carer, particularly when this is as a consequence of an 
unexpected incident or diagnosis, changes and often challenges 
previously held beliefs about who a person is and was, for example the 
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person you married, your father or mother, or sibling. The relationship 
that previously existed is altered to accommodate the new situation 
carers now find themselves in. Ambiguous loss reflects the change of 
circumstance whilst the people within the relationship remain 
unchanged. In this way chronic sorrow can occur when individuals 
including the person or child whose situation has changed reflects 
back on how things were then compared to how things are now. This 
sense of loss can be compounded if there is a loss of employment for 
anyone involved also, a change of home, a relocation, a change of 
school- all of which increase the sense of loss being experienced as 
work colleagues are not seen as regularly, or neighbours are not those 
previously known: 
 

“You have to put the person you knew behind you and make a 
relationship with the person who is in front of you.” – Prue 
Teagle, a caregiver in Toronto 
 
“I try to keep as much of the old relationship alive as I can by 
doing some things together that we always did. But I also have 
to direct the relationship because my husband is less able to 
initiate things. The connection between us is changed, but I keep 
it going.” – Ann West, a caregiver in Halifax 
 
“I miss my best friend. My wife has always been my best friend. 
We used to be able to share our joys, our concerns, our hopes 
and our dreams with each other. We were great sounding 
boards for each other as we dealt with our jobs, our children, 
and our lives. Now I have no one with whom to share my 
concerns – yes, I can talk to the children, and some of my friends, 
but it’s not the same as talking something over with someone 
you know as intimately as your spouse.” – A caregiver in British 
Columbia 

(Alzhiemers Society, 2013 p.5) 
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These feelings and change of circumstance can apply to numerous 
conditions and diagnosis that have a life-long life-limiting impact such 
as Stroke or following amputation of limb(s) due to an accident. Given 
the infinite range of possibilities for how and why ambiguous loss may 
be experienced when caring for another, and the potential for these 
carers to experience chronic sorrow it is evident that wider 
appreciation for ambiguous loss, non-finite loss and chronic sorrow is 
needed within society, to enable those providing care to understand 
their own feelings and their own emotions.  
 
For many families the over-riding feelings experienced following a 
significant sudden diagnosis is ‘relief’ that their family member is 
‘alive’ or ‘relief’ that now they know what the issues are they can 
provide the care, support and access the treatments needed. The 
majority of carers be they children or adults, provide the care required 
willingly and without prejudice. These families want to help and want 
to ensure the care needs are met. The majority of children who have 
participated within studies to date about their role as a ‘Young Carer’ 
openly discuss how and why they provide the care, not as something 
they ‘have’ to do but as something they ‘want’ to do. Similar 
experiences and views are seen in discussions with adults who provide 
care for family members be this their own parents or their own 
children. What is needed from society is acknowledgement that 
should they experience feelings of ‘ambiguous loss’ or ‘chronic sorrow’ 
this is understandable and makes them no less a carer than someone 
who is not experiencing these feelings. 
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Reflective Activity: Chronic sorrow and being a Carer 
 
 

Reflective Activity: 
 

1. Read the following from Aldgridge (2016, p.41-47) 
 
• “I don’t mind helping but I would like more time for myself 

and not to miss some of my activities.” (Young carer aged 
9)  

• “Since my mum can’t really do anything with me, my 
weekends are pretty boring. It’s really frustrating when I 
can’t do anything at the weekend ...” (Young carer aged 
13) 

• “Sometimes I just get tired… tired of doing some of the 
stuff but I know I can't give up.” (Young carer aged 11)  

• “I get stressed, like, proper easily and worked up about 
myself. I can feel that sometimes when you hear, like, Dad 
moaning and saying that he’s got so much pain, you just, 
like, want to grab your hair, like, pull it all out and you’re 
just like oh … make it stop, make it stop.” (Young carer 
aged 12) 

• “You know when you feel like angry and you don't know 
why, that sort of thing because I am angry at how this has 
happened, why has it happened… Sometimes I hit the wall 
that hard that I do hurt myself.” (Young carer aged 12) 
“The fact I have to do things constantly, not just one thing 
every now and then. It’s just… it’s so constant it gets 
annoying... I don’t get angry about it, just a bit fussed.” 
(Young carer aged 13) 

• “I am always working on my own... I am like the odd one in 
my class… Because of caring I feel I am unusual… I ask if I 
am allowed to join [their groups] they say no.” (Young 
carer aged 12) 
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• “She gets frustrated that she can’t do the family things, 
like, going on holiday, because we haven’t, as a family, 
been away since he’s had his stroke. She is missing out on 
certain things but unfortunately circumstances dictate, you 
know, we don't have the money that we did when she was 
younger.” (Parent of young carer aged 12) 
 

2. As a reflection of ambiguous loss that may lead to chronic 
sorrow- what is it that these young people feel a sense of 
‘loss’ for? 
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Chapter 7 
Lets Talk About:  

Chronic Sorrow and support 
 
Given the numerous ranges of possibilities for how and why chronic 
sorrow may be experienced it is evident that wider appreciation for 
ambiguous loss, non-finite loss and chronic sorrow is needed within 
society if support is to be useful. Without wider acknowledgment or 
appreciation of what living with chronic sorrow is and means any 
support offered will fall short of what is needed and have limited value 
overall. There is a fundamental need to provide support that helps 
those experiencing chronic sorrow to understand their own feelings 
and their own emotions and why they feel the way that they do. These 
include: 
 

• Accepting that for the individual the loss has no closure, 
ending or termination point and therefore no predetermined 
time frame  

• Developing supportive environments helps build resilience, 
and resilience enables individuals or families to develop coping 
strategies to live with the loss as opposed to focusing solely on 
‘solutions’ to address the loss in any finite sense 

• Any mention of stages or linear steps is not conceptually 
congruent with ambiguous loss theory. More appropriate 
terms then to use with ambiguous loss studies are themes, 
systemic processes, and dynamics—any terms that imply 
movement, paradoxical possibilities of change, and diverse 
paths to resiliency. (Boss, 2007 p.108-109) 
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Developing Resilience 
 
With the progression of understanding around Adversity in Childhood 
there is also a parallel progression of discussion for ‘building resilience’ 
much of which includes the notion of being able to ‘bounce back’. 
Developing resilience is more complex and individual than simply 
‘bouncing back’ which could also be misunderstood as ‘pulling yourself 
together and getting on with it’. When summarising what resilience is, 
particularly when experiencing ambiguous loss, Boss (2013) suggests 
‘Resilience is the ability to withstand adversity and become stronger 
for it’ – something that resonates with a more realistic view of what 
resilience involves. However, Southwick et al (2014) caution against 
simple definitions that are becoming increasingly used due to the fluid 
and individual nature resilience can have and how this may differ from 
person to person. Whilst there is some agreement that there are 
common aspects involved in discussions of what resilience is which 
includes areas such as: individual genetic or biological aspects, social 
circumstance, cultural influence and position to recognise these 
aspects can and do influence an individual’s response to adversity or 
stressful situations. The important aspect is how resilience is viewed -
is resilience ‘a trait, a process, or an outcome’ (Southwick et al, 2014; 
p.2) because how resilience is seen will influence any resilience 
building approach suggested and may reduce the approach into binary 
simplistic terms. Chronic sorrow does not reflect binary, finite or 
straightforward solutions irrespective of whether the feelings of 
chronic sorrow have developed from ambiguous or non-finite loss 
therefore simplistic solutions or a one size fits all approach misses the 
purpose of developing support. There are times when the sense of loss 
may feel manageable and other times where it may feel 
overwhelming. In this way developing resilience to manage chronic 
sorrow following ambiguous loss reflects the suggestions of Southwick 
et al (2014, p.2)   
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in reality, resilience more likely exists on a continuum that may 
be present to differing degrees across multiple domains of life 
(Pietrzak & Southwick, 2011). An individual who adapts well to 
stress in a workplace or in an academic setting, may fail to 
adapt well in their personal life or in their relationships. 

 
This helps provide explanation why individuals may find they are able 
to cope with some situations (for example resilient within their 
workplace or school or classroom) yet feel helpless or out of control or 
lacking resilience in a different scenario (such as home, a different 
classroom or different environment).  
 
When discussing what resilience is one explanation is to consider 
resilience as a box of tools, similar to those used by plumbers or 
electricians for example. Whilst all of the tools are useful, it is rare to 
use all of the tools at the same time. Having a ‘box of tools’ allows for 
different tools to be used at different times. In developing ‘Resilience’ 
there is a need not only to have a range of tools available (such as 
those in the tool box) but an ability to select the right tools at the right 
time to use (the right tools for the job in hand). When unexpected 
situations suddenly occur, such as being removed from home and 
placed with Foster Carers, becoming a carer for a partner or parent or 
grandparent due to a significant health event or a young person going 
missing, the tools available and to hand might not be sufficient to ‘do 
the job in hand’. Whilst the tools have been helpful in previous 
situations or similar situations it is the unique nature of this specific 
situation that is individual and therefore ‘different’. It is unrealistic to 
anticipate that all individuals (irrespective of age) possess the tools, 
systems and strategies to cope in all situations at all times that may 
occur over a lifetime.  For this reason, appreciating that loss happens 
but not all loss is finite enables a more empathetic approach to be 
adopted, and a recognition that ‘building resilience’ is not an 
exhaustive process or straightforward.  
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Building resilience to manage feelings of chronic sorrow needs to be 
built on what is available now and what can be developed over time; 
presenting hypothetical possibilities is of little value to families or 
individuals who are experiencing the ‘here and now’ rather than what 
might be at some distant point in the future.  There are helpful actions 
that those experiencing ambiguous loss and/ or chronic sorrow can 
begin, in order to situate the position they now find themselves in: 
 

1. Identify the loss- recognise the situation as a loss to those 
experiencing the impact and name the loss for what it is as 
much as possible, for example is it ambiguous or non-finite 
loss? Is it physical loss or psychological loss with physical 
presence? Identifying and naming the loss can help families 
know that this is very real for them and that it is a recognised 
loss 
 

2. ‘place the problem with the situation not the person’ (Harris, 
2011) doing this opens up support for those experiencing 
ambiguous loss or chronic sorrow rather than closing down 
support by focusing on the person as the problem not a 
person experiencing any difficulty due to the situation they 
find themselves in as an individual child or adult; this is 
particularly important as the loss can be beyond their control.  

 
3. Use what information is available and seek further 

information where possible (as previously noted for families of 
children with SEND) this applies to all families and individuals 
no matter what the reason for experiencing chronic sorrow 
may be- having as much information as possible can help with 
feeling informed and knowing what to expect and when to 
expect this. In this way helping individuals to build their 
resilience strategies as an ongoing developmental process.  
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4. Whilst experiencing the loss is profound, it is also important to 
recognise and identify what remains or is not ‘lost’, whilst 
some things that remain may be painful to recall such as 
memories of what was prior to the loss, it can be helpful to 
recognise what is not lost. For example, if caring for a person 
with Alzheimer’s that person is still a wife/ husband/ 
grandparent and so on and they still have the shared history 
previous to the current situation. For a child removed from the 
family home they continue to be the son or daughter of their 
birth parents and where relevant a sibling or cousin. They are 
still a friend within their friendship circle even if they no longer 
see that circle. As adults and professionals, we may feel the 
removal of the child is in the child’s best interests, but the 
child being removed will have invested emotionally in their 
family unit and therefore may feel very differently to what is in 
their ‘best interests’. It is a huge upheaval and loss for these 
children especially if moved out of area; the importance of 
recognising who they are continues following such a move.  

 
5. Define emotions felt, including anger, sadness, frustration- 

and why these are felt- in some societies and cultures it is 
difficult to discuss emotions and feelings particularly if these 
are around an ‘emotive’ issue or seen as a negative discussion 
and discouraged; but naming, recognising and identifying 
feelings can help reduce the sense of isolation and loneliness 
some feel when living with chronic sorrow. 

 
6. One of the more difficult areas to discuss and accept for many 

individuals and families living with ambiguous loss and/ or 
chronic sorrow is recognising that there might not be an ideal 
or perfect answer or solution, however if accepting that the 
ideal is not possible potential options for compromise can be 
considered, what is the ‘best solution at this time rather than 
the ‘perfect’ or ‘ideal solution’ in the longer term for example 
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some families living with children who have SEND may prefer 
their child to attend a specialist school at a time when there 
are no places for the child to be accommodated, the ‘best 
solution’ at this time might be for the child to attend a 
mainstream school with specialist support until a move to a 
specialist school is possible.  

 
7. Ignore ‘time bound’ theories, they won’t help when living 

with ambiguous loss or non-finite loss and experiencing 
chronic sorrow. Whilst some societies recognise time-bound 
theories in relation to finite loss such as bereavement grief 
these theories cannot apply to a loss without end. Accept 
instead that sometimes a middle ground needs to be possible 
in learning to live with chronic sorrow and build supportive 
networks within families and friends, within the community 
and with any national or international networks. 

  
8. Allow for and accept individuals need to have ‘hope’ no 

matter how unrealistic or unachievable it may seem to those 
outside of the personal experience they are living. As long as 
their hopes and dreams will not cause ‘harm’ to others or 
make others vulnerable, hope can be part of the resilience 
toolbox they need in order to continue on a day to day basis 

 
Recognising the difference between ambiguous loss and time bound 
accepted loss such as death and bereavement can be helpful for those 
supporting families or individuals. In time bound theories, there are 
rituals and practices such as funerals that can be carried out and can 
provide society with a reason for more tolerance for any difficulties 
the individuals may experience; with ambiguous loss these processes 
are not always available due to the loss itself being ‘incomplete’- in 
that there is no funeral if the person or people ‘lost’ are still alive but 
out of reach. This can lead some members of society to be less 
tolerant of difficulties individuals may experience due to the ongoing, 
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never ending sense of loss they are experiencing and the ‘sadness’ 
they feel day by day that continues over time. In developing coping 
strategies or resiliency to living with ambiguous loss, Boss (1999) 
included a need to    
 

• Find meaning 
• Accept uncertainty 
• Reconstruct identity 
• Normalise Ambivalence 
• Revisit attachment and  
• Discover hope 

 
In order to be able to ‘learn to live with the emotional tidal waves’ 
much in the same way it is recognised chronic sorrow can increase and 
decrease in intensity as the emotional tidal waves occur and are 
experienced.  
 

Getting Going – learning to live with Chronic Sorrow 
 
It is helpful to start with reviewing the resilience toolkit available- the 
one built up to date by individual experiencing chronic sorrow 
including identifying specifically and in detail what strategies and tools 
are available at this moment in time. In doing so it may be helpful to 
think about  

• when was the strategy previously used – what was the 
situation- did it work- was it helpful and what more would be 
needed this time?  

 
An example might be physical exercise, mindfulness activities or Yoga 
which have been found to be helpful for some in developing ‘space to 
think’. During periods of high stress or trauma it is not always easy to 
find ‘spaces to think’ yet it is at these times there is a greater need to 
‘step back and reflect’.  



80 
 

 
• Taking stock of what is available helps identify what more 

might be needed.  
 
There is no ‘one size fits all’, in much the same way as resilience is as 
individual as the person themselves- what works well for one person 
may fail completely for another. It is this individual varied need that 
reflects the necessity for a range of ‘tools’ to be available when 
building resilience to enable each individual to use what works best for 
them individually, this can vary across families as well as within 
families. If time availability is difficult to obtain, could sitting in a 
different room for 5 minutes be possible (mindfulness activity)- if 
going out for a walk is difficult to complete might doing ‘Yoga’ inside 
the home be an alternative. For many families living with chronic 
sorrow time availability of any significant duration is an issue, in these 
circumstances using internet searches can help provide a ‘bank’ of 
mindfulness activities and Yoga moves that may provide the 
opportunity to ‘step out’ of the situation even briefly. There is also a 
wide range of mindfulness activities suitable for children of all ages 
and Yoga moves suitable for children of all ages that can help families 
build their resilience toolkits together.  
 
Boss (1999) identified ‘boundary ambiguity’ within her explanation of 
why individuals can differ in their experiences and needs following the 
same ‘traumatic event’. Boundary Ambiguity encompasses how 
families individually or collectively view the event or circumstance and 
is a continuous variable (as discussed in families with children who 
have SEND, and the stages of Psychic Crisis) there is no time bound 
theory and no time limit for how individuals experience their situation 
or how they feel following the event.  
 
The problem boundary ambiguity can develop is to create more 
relationship difficulties within the family unit itself, and in this way 
lower any resilience individuals as individuals had prior to the event 



81 
 

occurring. This is important when recognising chronic sorrow for 
children or young people who have been removed from the family 
home and placed in another setting (such as Foster Placements). 
Whilst Foster Carers or their own family members may view the 
placement to be of benefit to the child or young person, it is not 
necessarily how that young person or child views the situation and 
more so in Kinship Care placements. This creates tension within the 
family unit, and whilst some children may visibly reflect compliance 
this is not necessarily how they feel- whatever the circumstances of 
their removal from the family home there is a significant possibility 
these children and young people are experiencing ambiguous loss and 
chronic sorrow. For these children and young people, it may be helpful 
to accept and recognise their feelings: 
 

• You must be very sad to have left your home 
• Tell me about how you feel or some of the things you are 

missing from living at home 
•  It is sad that you could not bring you ‘pet’ (dog/ cat/ goldfish) 

with you when you moved here- you must be worried about 
them 

• Its ok to miss your mum- dad- sister…… 
• I would feel very sad too if I had to move an couldn’t see my 

family – my friends- my home 
 
These types of conversation ‘normalise’ feelings and accept that for 
children and young people the complexity of the legal argument may 
not be their prime concern or of interest to them.   
 
Identifying what resources and support is available is essential when 
looking to live with chronic sorrow and develop resilience to do so. 
Resources available need to include those the individual has (internal 
strategies and resources) and those available when needed (external 
resources: family- wider family- friends- community). These resources 
need to be effective for example family’s with high levels of carer 
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responsibility may get little opportunity to ‘just go out’ as their peers 
and fellow community members can; for them support may include: 
child care, babysitting, carer sitting, offering to help with the garden or 
household chores and in this way reduce the demands on their time 
that occur in their day to day life. Looking to see how ‘practical’ 
support can be provided as well as emotional support can help 
individuals build their resilience and widen their network. Equally 
important is accepting that life is sometimes ‘not fair’ and is unequal 
but it is not the individual’s fault.  
 
Forgive yourself: Its not your fault:  
 
this follows the suggestion of putting the focus where it belongs 
towards the situation not the person. In the film ‘Good Will Hunting11’ 
where the emotional psychological discussion reflected the difficulties 
that can arise when children growing up believe something is their 
fault, accepting ‘It’s not your fault’ is essential to developing a new 
way of living. For children removed from the family home they can and 
do feel it is ‘my fault’ and that ‘If I …’ it would not have happened, 
explaining to a child it is not their fault and a child believing it is not 
their fault can be two entirely different things. Similar guilt can occur 
for adults – for example if a child has a genetic condition it is difficult 
to move from ‘its not your fault’ if the genetic link the parent supplied 
is the cause of the condition the child has, or following a road traffic 
accident that left someone with a lifelong disabling condition if you 
were the driver of the vehicle. Believing the situation may not have 
occurred or may have been different leads to feelings of guilt and 
shame, alongside a sense of failure for our role in the situation and our 
actions ‘The difference between guilt and shame is very clear. We feel 
guilty for what we do. We feel shame for what we are.’ (Smedes, 
1994); both of which can be part of chronic sorrow. Learning to forgive 

 
11 American film directed by Gus Van Sant, released in 1997 starring Robin 
Williams and Matt Damon 
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yourself is not an easy process but is part of accepting the situation 
that has occurred.  
 
Reconstructing self-identity 
 
Boss (2006) notes knowing who you are now is part of the process of 
living with ambiguous loss and adapting to the areas that may have 
changed in your world. This reconstruction can include redefining roles 
and positions within the family, community or workplace- all of the 
social spheres the individual was part of prior to the loss. Within this 
chronic sorrow can increase as additional loss is recognised, for 
example leaving work is not only loss of employment position but also 
the connections and relationships that existed within this role. For 
children removed from the family home it is not just the family they 
lose but all of the significance the home environment holds such as 
pets and belongings. This can lead to a need to revise attachments. 
Attachments are things and people we have invested in emotionally to 
varying degrees, losing these attachments can impact on our sense of 
security and for children lead to an avoidance of ‘re-attaching’ in the 
future (as found in multiple research publications on attachment 
theory). As part of the process of removing children from their home 
environment, in England, children are provided with a ‘Life Story’ book 
of their journey and any previous family units they have lived in. It may 
help to include into these life journey chronicles pictures, 
photographs, recorded (MP3 or MP4) messages from friends and 
teachers and other significant people from the child’s former 
environment if contact is now lost. These messages can help the child 
feel they themselves are not to blame and that they are, or were, 
valued.   
 
Reconstructing self-identity is difficult and lengthy for individuals as 
they begin to reassemble who they are. Against this reconstruction is 
the desire to remain or return to what was previously rather than live 
with what is now, which can slow down or prevent any self-identity 



84 
 

reconstruction. One initial step may be to list who they were prior to 
the event or occurrence- such as son/ daughter/ cousin/ employee/ 
wife/ husband/ brother/ sister and so on this activity can be written as 
a list. For children who are experiencing loss  this activity can be 
discussed with children or ‘drawn’ as a picture by younger children. In 
reconstructing self-identity, it may help to reflect on what remains as 
well as what has changed, are there any more aspects to self-identity 
that were not previously included (such as carer). This may help 
individuals to ‘see’ that much has remained and is ‘not lost’.  
Recognising what is not lost can help retain previous attachments and 
allow for a revising of attachments in the individuals life circle and 
encourage new attachments, over time, to be formed. This can be 
particularly important for individuals who have been significantly 
disabled following a momentous medical occurrence (for example 
Stroke) or accident (for example, Paralysis or Amputation following a 
road traffic accident). These individuals may have survived but need to 
reconstruct their identity to what it is now and experience a loss of 
identity to who they were previously. Chronic sorrow for these 
individuals follows the realisation of this change in identity. Chronic 
sorrow can include triggers and tipping points, with increases and 
decreases in levels of ‘sadness’ experienced. For children removed 
from home this can include anniversaries, birthdays, and community 
celebrations such as Christmas. Being open about these periods of 
time can provide support, openly discussing the upcoming   
 
Identifying new skills and abilities might help foster a reconstruction of 
identity. Thinking about ‘what has been learned’ during the process of 
transition, between what was and what is now, can offer opportunities 
for self-growth; although this needs to be timely and not at the point 
of the event or occurrence rather as a more reflective process later in 
time.  
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Believing in better 
 
Believing in better is built on hope, the final aspect of Pandoras Box in 
Greek mythology. Hope allows for possibilities and should not be 
dismissed as farfetched, idealistic or unrealistic. Whilst it may be the 
case that what is hoped for is highly improbable, unless it is harmful to 
hope, individuals should be allowed to believe in better- whatever this 
may mean to them. For many parents of children with SEND hope for 
what can be and may be is part of their parenting approach, which is 
impacted on every time another barrier occurs; for example a child 
unable to access the same clubs and opportunities as their peers or a 
child without a school place to attend, or a deterioration in the child’s 
medical condition. For adults this may be a hope of non-progression of 
the diagnosis or a hope of a ‘cure’ should the condition be long term 
and degenerative. What changes during ambiguous loss or chronic 
sorrow following loss is not the process of having hope as an individual 
feeling but what is hoped for.  To become comfortable with ‘new 
hope’ Boss (2006) suggests ‘becoming comfortable with Ambiguity, 
laughing at absurdity, finding something you can control to master the 
balance of not knowing’. Helping those experiencing chronic sorrow to 
laugh at absurdity, and identify what they can control rather than 
focus on what they cannot may provide the basis for building their 
resilience toolbox with tools they can use when required.  
 
Creating new celebrations or anniversaries may help, for example 
many ex-smokers celebrate the anniversary of when they stopped, in 
this way adults who have recovered from a significant medical life 
event or accident may celebrate learning to walk again or leaving 
hospital for home, whilst children may celebrate the day their 
grandparent moved into their home (even though this may have been 
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for care need reasons) or making a new friend in their new family unit, 
or joining a new club.  
 
Finding your own way  
 
Learning to live with chronic sorrow is as individual as the person 
experiencing chronic sorrow, and whilst some suggestions and 
approaches may work, some may not. Some approaches may work 
some of the time but not all of the time. This is the individual nature of 
Chronic sorrow. The important approach overall is to 
 

• Accept chronic sorrow is real and experienced by many 
individuals 

• Chronic sorrow is not depression, but can lead to depression if 
the individual is not supported 

• Chronic sorrow can increase and decrease in intensity over 
time or during the same day 

• Building a resilience toolbox needs to include effective support 
not only intrinsically within the individual but extrinsically 
across the family unit, community and friends as well as 
support services 
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