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The impact of the LTC

 Patient

 Key variables 

 age of diagnosis 

 developmental stage

 With growing understanding and comprehension, complex emotions emerge, 

without necessarily the skills to manage them

 Identity formation affected by a LTC

 Sense of mortality and different perspective on life (maturity)

 Social isolation

 Physical changes and adjustments

 Autonomy and independence can be thwarted or regression can occur



Siblings
 May exhibit social and academic problems

 Research suggests possible difficulties with poor self-concept, depression, 

grief, anxiety and loneliness

 Feeling the need to ‘live a big life’ (survivor guilt)

 Knowledge increases understanding and empathy

 Increased independence may be hastened

 Feeling unable to talk about own problems and issues – not important enough 

when family dealing with major illness

 Social support important

 Outcomes overall suggest positive adjustment – increased empathy, 

compassion, maturity



Families

 Marital satisfaction and cohesion: different coping styles between genders

 Changes in roles and responsibilities

 Division of time; two sub-units can emerge

 Impact on parental relationship and sibling relationships

 Family functioning impacts on wellbeing of young people; positively related to 

treatment compliance, distress and coping. Reciprocal relationship

 Impacts on systems, boundaries and roles

 Practical changes 

 Finances

 Medical appointments/care impacting on time commitments

 Changing ability to engage with community and social support

 Increased cohesion due to need for more responsibility, more communication, 

more sharing, more co-operation, more understanding



Parents

 Challenges when child is diagnosed with the immediate needs around care and 
continuing family life

 Relationship between the parents’ coping and child’s coping

 Care manager

 New roles

 Additional demands

 Loss of time for previous roles, identities  and activities

 Impact on career

 Anxiety

 Sadness

 Loss

 Grief (including Anticipatory) 

 Sorrow



Loss & Grief

 Loss

 Instance of losing and the deprivation arising from this 

 Feeling bewildered and unsure about next steps

 Grief

 Subjective experience following a loss, expressed through mourning, which is 

culturally defined

 Bereavement

 Process of loss or deprivation of something or someone valued – particularly 

through death.



Time limited grief

 Kubler-Ross (1969) Stages of Grief

 Denial

 Anger

 Bargaining

 Depression

 Acceptance

 Parkes (1986)

 Ongoing process – the passage of seasons

 Autumn – denial

 Winter – darkness, sadness, full realisation

 Spring – new growth and emergence

 Summer – acceptance of loss.

 Within each season are good and bad days, less frequent as one moves towards summer



Tasks of grieving (Worden, 1982)

 Accept reality of the loss

 Experience the pain of grief

 Adjust to a life without the loved one

 Relocate the grief

 Redefine their concept of their life; find a way to give the person a new position in 

their life

 Fill the time they spent with their loved one

 Accommodate the loss

https://www.bbc.com/news/av/stories-43227108/why-

grief-is-not-something-you-have-to-get-over

https://www.bbc.com/news/av/stories-43227108/why-grief-is-not-something-you-have-to-get-over


Depression



Chronic Sorrow (Olshansky, 1962)



Characteristics of Chronic Sorrow

 Chronic sorrow is ‘cyclical, recurring and potentially progressive 
pattern of pervasive sadness that is experienced in response to 
continual loss, throughout the trajectory of an illness or disability” 
(Mosby, 2006)

 “Any event that leaves a loved one changed forever”

 Normal parent reaction to having a child with chronic illness/disability

 Periodic emotional reaction to losses related to child’s illness and may 
be manifested as anger, frustration, sadness, grief, guilt, fear, and 
hopelessness

 Emotional response is recurrent and intensifies during initial 
presentation of illness, developmental transitions, increasing health 
care demands, and during periods of new or worsened symptoms

 Does not interfere with individual’s daily functioning

 Bettle and Latimer (2009)



Normal emotional reaction to loss

 Traumatic and destabilising events

 Loss of the ‘healthy child’ 

 Loss of expectations of parenting and family

 Loss of social connection

 Loss of goals/imagined future

 Loss of control and power

 Loss of confidence in parenting

 Loss of privacy (if in-home care needed)

 Functional losses

 Reliving the past and contrast evident with the present

 Anxiety about the future 



Impact of chronic sorrow

 Intense feelings can interfere with understanding, retaining and taking on 

board new information

 Searching for reasons - can internalise reasons and lead to guilt or blame

 Fatigue – physical and emotional

 High level of hyper-arousal and hypervigilance

 Ongoing high levels of emotionality 

 Loss of innocence

 Loss is symbolic so not as well understood and recognised by others



Gender differences

 Some studies suggest mothers may have a more intense or significant 

experience of CS (not a consistent or universal finding)

 Fear, guilt, self-blame, emptiness, depression

 More health care concerns

 Recurrence of sorrow due to healthcare crises

 Less likely to adjust over time or have a resolution to their sorrow

 More able to communicate their feelings and distress

 May experience more frequent losses when in a caregiver role

 Other research suggests that fathers and mothers may experience the same 

emotions, but in different ways (due to different roles and expectations) and 

cope accordingly

 Steady and gradual versus peaks and troughs



Fathers

 Fathers may experience more confusion, anxiety about future problems, and 

report less depression and a decrease in emotions over time

 Fathers’ voices are missing in the research

 Other studies have reported high rates of sorrow, helplessness, hopefulness, 

anticipatory mourning

 Focus on providing, and division of responsibilities often along gendered lines

 Limited availability to participate in family life can lead to less satisfaction, 

frustration and feelings of guilt

 Traditional norms for men about not expressing their feelings or showing 

‘weakness’ may lead to harm for men and emotional distress



Chronic sorrow is recurrent in nature
 First presents during presentation of symptoms (diagnosis may be later and 

may be a time of mixed emotions)

 Triggered either internally or externally

 Brings the original loss to the surface as 

well as disparities

 Predictable and known triggers, across

developmental stages and disease course

 Sorrow at triggers may be more severe than 

that experienced at time of diagnosis – but

support may not be as present or forthcoming

 Constant comparisons between current/past life, ideal/actual conditions, 

leading to conflicting emotions



Triggers – developmental issues

 Inability or a delay in reaching milestones

 Discrepancies with peers and siblings

 School entry, puberty, transitioning to adolescence (particularly independence 

and autonomy challenges), graduation from high school, 21st birthday, drivers 

licence

 Transitioning to adult health care services



Triggers – health care issues

 Health care crises

 Decline or change in health; loss of abilities

 Information overload from health care professionals – timing of information 

and having time to process is important

 New procedures or equipment to adjust to or learn



Triggers – internal 

 Cognitions/thoughts

 what will be missed out on

 loss of expected goals and activities

 anticipatory mourning

 Guilt over spending time with one family member more than others (and guilt 

from the patient over this)

 Having to cope with other people’s emotions and needs – immediate and 

wider family



Triggers – lifestyle issues

 Attitudes of others in the community

 Having to explain the diagnosis to others 

 Changes or loss in social interactions

 Feeling vulnerable when out in public

 Finding carers that people felt comfortable with and trust

 Financial stressors

 Negative information online or from others



Research specific to FA (White et al, 2010)

 Specifies both developmental and disease transitional events

 May bring about additional loss, including future plans, freedom in social life, 
ability to participate in hobbies, and increased grief, loss and need for adaptation

 Clinical progression starts with recognition of symptoms, not necessarily 
diagnosis, moves on to fear of falling, and changes in mobility status 

 Can lead to fears of social stigma and embarrassment

 Assistive devices can be viewed positively after a period of adjustment, as they 
enable greater participation and independence, less fatigue and greater sense of 
safety

 Developmental transitions include dating, marriage and parenting

 Physical challenges

 Disclosure, communication and sharing knowledge about FA

 Social isolation and loneliness

 Alterations in relationships and parenting practices

 Parenting a major motivator for individuals; choices around parenting affected by 
FA

 Career choices influenced by FA (length of training, demands of the job)



Integration

 Both disease transitions and developmental transitions can overlap and 

understanding of adapting, coping and impact needs to consider both

 Loss can lead to changes in self-esteem

and altered self-identity

 Discrepancy between perceived and desired self

 Stigma (perceived or actual) leads to 

impression management

 People aim to re-establish a sense of normalcy; 

the ability to preserve and develop sense of 

identity in the face of change is key 

 Meaningful ways to replace loss, restore meaning,

and control



Internal management 

 Reading literature about the condition to prepare for future changes and have 

realistic expectations

 Health care professionals being compassionate and positive, and working in a 

collaborative way that reinforces people’s expertise (empowerment)

 Community education

 Stress-relieving activities – mindfulness, meditation, journaling/blogging

 Physical well-being – exercise, nutrition, sleep

 Social interaction, particularly with peers in similar situations

 Self-awareness and acceptance of emotions and communicating these with 

others

 Experiential avoidance not helpful

 Honouring other people’s emotions and coping strategies



External management

 Counselling/psychological support

 Assistance with insomnia or mood (including anxiety)

 Spiritual support

 Social service input for financial assistance, respite, 

practical help, medical equipment

 Assistance for siblings and other family members



Online support 

 Sharing experiences with others in a similar situation associated with 

decreased in distress and improvement in social health

 Programmes to provide active coping skills using CBT

 Evidence they are useful when people cannot easily access professional 

advice and support (remote locations, difficulty physically attending)

 Relaxation, cognitive restructuring, open communication, information seeking 

and giving, improvement in social competence, positive thinking

 For parents and family members – the goal is to improve coping and increase 

psychological flexibility (ACT)

 Relaxation, increase knowledge of self-management and compliance, positive 

thinking, positive parenting, open communication and seeking and accepting 

support. 



Social support

 The need for empathy:

 https://youtu.be/1Evwgu369Jw

 Connection

 Support – practical and emotional

 Communication

 Encouraging and allowing expressions of emotion

 Validation of emotions vital

 Inclusion

https://youtu.be/1Evwgu369Jw


Positive coping

 Adjustment and adaptation

 Expectations of growth and development

 Increasing knowledge to manage and cope with new symptoms and health demands

 Identifying as a ‘special parent of a special child’

 Focussing on things the person can do, rather than what they can’t

 Caring routines to strengthen bonds

 Resilience is conceptualised as behaviours – ‘doing’ and weathering the storm



Positive coping

 Spirituality and meaning making – values and beliefs

 Focussing on strengths – post traumatic growth

 Altruism

 Enacting values within physical constraints – being who you want to be

 Self-compassion 

 Sensitivity, kindness, empathy and compassion from others key

 Maintaining HOPE and optimism

 Gratitude
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