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LOSS, GRIEF AND BEREAVEMENT GUIDANCE 

Grief and bereavement are universal experiences that occur following 
the death of a cherished person. These experiences may also occur 
following any significant loss (e.g., divorce, unemployment). PWIDD 
experience multiple losses throughout the course of their lives, along the 
illness journey, due to death or other events. Historically, these losses 
may have been ignored due to the mistaken assumption that PWIDD do 
not experience grief. In this section, we will review supporting PWIDD 
through the grief process, supporting staff, and supporting family. 1,2,3 
 

SUPPORTING PWIDD  

KNOWLEDGE POINTS: 

Caregivers and professionals have often excluded people living with 
intellectual disabilities from talking about death or being involved in 
death-related rituals, such as funerals, out of an intention to “protect” 
them.4 In fact, research shows that PWIDD want to talk about death, 
dying, and bereavement and that concrete experiences (e.g., attending 
viewings, funerals, visiting the cemetery) can help people with 
intellectual disabilities better understand the concept of death. 5,6 End of 
life rituals (e.g., funeral, memorial, burial) are important across cultures and religions. People living with 
intellectual disabilities should be offered the opportunity to attend these events if they choose. 
Depending on their life experiences and relationship with the deceased, they may need some support 
and preparation to attend and participate in the ritual in a meaningful way. 

Screening and Assessment – Determining Who May Benefit from Additional Support 

PWIDD experience loss and bereavement much like anyone else does, however, there may be some 
circumstances when there is concern for how a person is grieving (or not grieving as ‘expected’). People 
living with intellectual disabilities often have layers of significant loss in their lives, which may have gone 
unrecognized and unresolved, and are at risk of experiencing grief that is complicated due to several 
factors: 

o significant loss histories 
o marginalized identities 

 

 
Ethical Reminder: 
Supporting a grieving 
person with IDD, 
family, and other 
member(s) of the 
Circle of Support 
requires being present 
and showing empathy 
and compassion.  

Assuming PWIDD do 
not want to / cannot 
participate in 
discussions and events 
related to dying and 
death is neglectful.  

Ethics Pearl: People experience various losses throughout their lives and illness journeys. 

Grief and bereavement are universal experiences which would benefit from a “people-centred approach”.  
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o grief that is disenfranchised (not socially recognized as grievers, their losses are not deemed 
significant) 

o significant secondary losses following a death (e.g., residence, possessions, relationships, 
community) 
 

This is distinguished from complicated grief, now the diagnostic label Persistent 
Complex Bereavement Disorder (DSM-5-TR)7, for which valid and reliable 
screening tools are currently under development and investigation8,9.  
 
Indicators that someone is experiencing grief occur across multiple domains, 
including, emotional, physical, cognitive, behavioural, social, and spiritual. 
Figure 1. outlines common grief reactions. Staying connected and updating the 
person’s primary health care provider is a good practice (to be aware of family 
illness history, avoid diagnostic overshadowing, provide context to the person’s 
situation). If the person expresses or is observed to have experiences in the 
“When to be Concerned” column, they should seek further guidance from their 
primary care provider (i.e., family doctor or nurse practitioner).  

It should be noted that people in the severe or profound range of intellectual 
disability may have difficulty expressing their grief in words.10 They may be 
distressed by the change in routine or expect that their loved one will return. 
They may express their grief through their behaviour.  

Some people living with intellectual disabilities may also have a diagnosis of autism. People may assume 
that autistic individuals do not experience emotions connected to grief and loss. This is not true! Autistic 
people do have emotions and they grieve. They may struggle to articulate, process, and regulate their 
emotions and can have difficulty reading social cues, especially when under additional stress. In 
addition, how they appear to others may not convey their internal emotional state.  

ACTION POINTS: “GOOD” PRACTICE STANDARD 
 
 Strategies to help when informing a person with IDD that someone close to them has died 11, 12,13  

o Choose a quiet and private setting with few distractions.   
o If possible, have someone the person trusts and knows well deliver the news. 
o If possible, choose a setting that is familiar and comfortable to the person. 
o Keep in mind the person’s sensory needs: what tactile/visual (colours, lighting), sounds are 

comforting or distressing to the person?  
o Consider how the person communicates receptively and expressively. Do they use pictures, 

a communication device, or express themselves verbally or in writing?         
o Consider what the person already knows about the situation. Was the death sudden (e.g., 

car accident) or after a lengthy illness? This can impact how the person understands the 
information. 

o Start the conversation by indicating that you want to talk about the person who died. You 
can then say you have some sad news to share.  

 

Ethical Reminder: 
Don’t forget to 
consider the grief 
needs of other people 
with IDD in the home 
who are dealing with 
the illness and 
eventual loss of their 
friend/housemate 
who has a serious 
illness.   
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Figure 1.  
The Grief Journey 

Adapted for IDD specificity 14, 15 
Domain* When a Death Occurs Adjusting to the Loss As Life Continues When to be Concerned** 

Emotional Crying, sobbing, wailing, anger, blame, 
guilt, numbness, indifference, 
emptiness, loneliness, helplessness, 
anxious, fear, overwhelmed, irritable, 
relief, sadness. 

Ongoing emotional reactions – may be intense 
and/or conflicting. 
Magnified fear for self and/or others. 
 
 

Intensity of emotions ebbs. 
Feels less numb. 
More at peace, less guilt/blame. 
Able to regulate emotional ‘waves’. 

When sadness has evolved into suspected depression (seek 
medical opinion). 
Strong emotions of self-blame, guilt persist. 
Difficulty regulating emotional state persists. 
Increased levels of anxiety that interfere with daily activities. 

Physical Digestive upset, shaky, shortness of 
breath, heart palpitations, restlessness, 
hyperactivity, low energy, weakness, 
aches and pains, sleep disturbances, 
appetite changes, sense of emptiness. 

Ongoing physical reactions can include tiredness, 
restlessness, changes in sleep and appetite, 
digestive upset. 

Physical symptoms brought on by the loss subside. 
Sleep and appetite patterns have settled. 
Deep sense of emptiness lightens. 

Sleep/eating continues to be disturbed.  
Continue to lack energy and not return to usual physical 
activities. 
Continue to have physical symptoms related to palpitations, 
shortness of breath, and unexplained pain. 

Cognitive Confusion, forgetfulness, poor 
concentration, daydreaming, can’t stop 
thinking about person and their death, 
“I’m going crazy”, nightmares, dreams. 

Have questions about what happened, memory 
problems, vivid dreams/nightmares, difficulty 
concentrating and/or understanding. 
May perseverate both cognitively and 
behaviourally. 

Concentration and memory have improved. 
Can remember person/events with less difficulty. 
Better understanding of the death (and related 
losses). 
Dreams and nightmares less disturbing. 

Suicidal thoughts/actions. 
Perseverating thoughts and behaviours continue without 
relief. 
Continue to be distressed by unanswered questions. 

Behavioural Avoiding people/activities, seeking 
comfort, emotional outbursts, 
destruction of property, hitting 
head/harming self, change in ability to 
communicate. 

May seek out person who died. 
Perseverative behaviours (e.g., ongoing 
movement, asking where person is repetitively).  
Isolating self from others. 

Returns to enjoyable activities. 
Able to manage emotions, thoughts, and physical 
reactions through coping such as walking, 
communicating upset, etc. 

Self-harm and harm of others and/or destruction of objects 
continues.  
Continues to isolate self from others. 
Misusing substances (e.g., alcohol, street drugs/ prescription 
medications, marijuana).  

Social Avoiding people/activities, seeking 
comfort, unrealistic expectations about 
self and/or others, want to attend rituals 
(i.e., funeral, burial), want to avoid 
rituals. 

Finding ways to stay connected to the person who 
died (i.e., talking to them, looking at photos, 
having mementos). 
May want company/support but unable to ask. 
Self-consciousness. 
Rushing into new relationships. 

Has found a comfortable ongoing connection with 
the deceased (if wants to maintain this). 
More interest in daily affairs of self/others. 
Ability to be with/reach out to others. 
More energy for social visits/events. 

Ongoing isolation from previously enjoyed activities (e.g., 
work, friends, outings).  
Overly social, avoiding addressing the loss. 
 

Spiritual Blaming God, question meaning, 
hopelessness, wanting to die or join the 
person who died, dreams, extraordinary 
experiences (i.e., seeing person’s 
‘ghost’). 

May question their faith and/or seek out faith 
connections. 
Trying to contact the person who died (e.g., talking 
out loud to them).  
Sensing the presence of the person who died. 
Continued search for meaning. 

Reconnection with meaningful religious/spiritual 
beliefs. 
Sense of new meaning or purpose. 
Recognition of death as part of life cycle.  
Integrating the death into one’s own personal 
narrative. 

Ongoing sense of hopelessness and wish to die to be with the 
deceased. 
Extraordinary experiences, lack of religious/spiritual 
connection that is disturbing to the person. 

 
*Don’t assume that a person is not grieving because none or only a few of these indicators are present. Everyone has unique grief reactions, and the impact of loss needs to be considered, regardless of reactions present or absent. 
**Any grief reactions that continue to interfere with the person’s daily activities over a period of time are important indicators to seek further support/intervention. 
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o Provide information about the death in clear language and avoid getting lost in detail (e.g., they died 
in hospital, they died in their sleep, they were not alone, etc.).  

o Use concrete language (person died) and avoid metaphors or euphemisms (e.g., went to sleep, 
passed away) for death. In situations where it is considered culturally insensitive to use the words 
death or died, it may help to review what death is. Depending on the person’s knowledge of death, 
explain what death is, possibly using visuals (e.g., the person stopped thinking and feeling, heart 
stopped beating, etc.).   

o Label the emotions the person may be experiencing to both validate them and give them some 
language to describe their experience.   

o Take your cues from the person.  
 If they have questions, answer them to the best of your ability.  
 If they are quiet, be present and offer comfort and assistance.   

o Ask the person what would be helpful in the moment (e.g., time alone, contact someone close to 
them, calming activity, soothing drink, fresh air).   

o If the person is questioning or confused, repeat the information as needed. Keep in mind that some 
people need concrete evidence of the death (e.g., see the body, attend a memorial) to fully process 
it. 

 
 Strategies to help when preparing people to participate in end-of-life rituals: 

o Having a friend, family member or staff member attend with the person to offer support if needed.  
o Obtain information on any spiritual/cultural practices that the person may need to observe and/or 

participate in during the end-of-life rituals. 
o Provide the person with information on what will take place. Use visuals or a plain language tip 

sheet (please see tools and links) as needed.   
o Practice with the person what they may need to say or do at the end-of-life ritual. For example, 

offer condolences or share a memory in front of those gathered. 
o Acknowledge that while it may be an emotional experience, it can help others know they are not 

alone in their grief.   
o If the person does not want to attend end-of-life rituals, respect their choice.  

 
GRIEF and BEREAVEMENT SUPPORT 
 Most people can move through their grief experience with support from their existing connections. 
 Check in with the person to see how they are doing. 
 Offer to connect them with community grief supports (e.g., support group, peer support, religious leader, 

Elder) following the death, even if the person does not want to talk about their grief.  
 

 

Individual counselling with a registered mental health professional (e.g., social worker, psychologist, 
psychotherapist) may be needed if:   
• the person has limited social support.  
• the death was particularly traumatic for the person.  
• the death has brought up issues from the past.  
• the person has experienced multiple losses in a short span of time.   
• the person has pre-existing mental health diagnoses that are exacerbated by the loss (e.g. 

depression).  
• the person requests it. 
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 Special considerations for people within the severe or profound range of ability 10,16 

o Concretely explain that the person died (e.g., using photos and objects) as often as needed.  
o Offer the individual opportunities to participate in any memorial activities as they are able.  
o Sensory-based strategies may be useful if the person communicates non-verbally (e.g., photos, 

objects, smells, sounds).  
o Retain as many routines as possible to create a sense of security. 
o Offer comfort and support (e.g., pillow made of loved one’s clothing).  

 
 Special considerations for Autistic people with an intellectual disability:  

o Check in with the person and ask how they are doing. You may need to ask specific questions                
regarding various life domains (e.g., eating, sleeping, mood, missing the person who died) and 
their regular routines.  

o Explain common grief experiences and that people also have variations in their grief.  
o Review and explain any memorial activities that may be taking place and ask the person if they 

would like to participate, and how. Do they want to be a part of a group or more at a distance? 
Do they want someone to accompany them? Is there anything they are worried about 
happening? 

o The individual may return to, or increase, engagement in personally comforting routines (e.g., 
repeatedly watching certain videos, stimming) as a way to cope.  

o Visuals and social stories may help the individual process the experience.  

RESOURCE LINKS and TOOLS  
 Let’s Talk About Death, Down’s Syndrome Scotland.  
 Resources | PAMIS 
 Autism & Grief - Autism & Grief Project 
 Home | Bereaved Families of Ontario 
 Feeling Sad When Someone Dies - Steffi Portal Canada 
 Books Beyond Words – a series of illustrated books (available in print or on-line versions) explaining 

death and illness to people with intellectual disabilities.  
 Supporting People with Disabilities Coping with Grief and Loss - an Easy-to-Read Booklet available for 

purchase.         
 Aging and Disability | Grieving - L'Arche Canada 
 Supporting someone with intellectual disabilities: eLearning Module - Canadian Virtual Hospice 
 Talking End of Life (TEL) with people with intellectual disability  
 Loss, Grief, and Mourning Resources - PCPLD Network 
 Making a Difference Toolkit, Keele University (2014) 
 End-of-Life-Care-Route-to-Success-learning-disabilities.pdf 
 delivering-end-of-life-care-for-people-with-learning-disability.pdf 

 
 
 
 
 

https://dsscotland.org.uk/wp-content/uploads/2024/04/LETS-TALK-ABOUT-DEATH-2024.pdf
https://pamis.org.uk/resources/
https://www.autismandgrief.org/
https://bereavedfamilies.net/
https://explain.steffihelps.ca/en/sclink/feeling-sad-when-someone-dies/
https://www.booksbeyondwords.co.uk/
https://shop.scopeaust.org.au/shop/supporting-people-grief-loss/
https://aging-and-disability.org/en/grieving
https://www.mygrief.ca/mod/lesson/view.php?id=1065
https://www.caresearch.com.au/tel/
https://pcpld.com/resources/#grief
https://aldhc.keele.ac.uk/wttk/
https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2017/11/End-of-Life-Care-Route-to-Success-learning-disabilities.pdf
https://www.england.nhs.uk/wp-content/uploads/2017/08/delivering-end-of-life-care-for-people-with-learning-disability.pdf
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SUPPORTING STAFF 

KNOWLEDGE POINTS 2, 17:  
► Staff working with people with intellectual disabilities, especially in a residential setting, form close 

bonds with the individuals they support. 
► Staff can expect to experience a range of emotions while providing palliative care and following the 

death of a client. 
► It is essential to acknowledge and validate staff grief experiences.  
► Debriefing provides staff with an opportunity to acknowledge their grief and loss in their own way.  
► Debriefing can occur shortly after a client death or as part of regular team meetings. 
► Staff benefits include: 

o Opportunities for social support and to share coping skills. 
o Reduced feelings of isolation. 
o Normalizing emotional reactions to difficult situations. 
o Opportunities to discover and find meaning in the experience. 

 

ACTION: “GOOD” PRACTICE STANDARD 
► Discuss grief and bereavement at employee on-boarding and staff meetings to raise awareness and 

promote discussion. 
► Provide staff opportunities to share and process their grief experience after the death of a client (e.g., 

official memorials or unofficial rituals for staff). 
► Make information on EAP (Employee Assistance Provider) and community bereavement supports readily 

available for employees who may not want to share in a group setting or who would benefit from more 
personalized support.  

► Utilize peer-led debriefing strategies. (See Tools & Links) 
 

RESOURCE LINKS and TOOLS  
► Grief and Bereavement Supports for Health Care Workers - Hospice Palliative Care Ontario 

(HPCO) 
► Peer-led debriefing models to help guide and structure the conversation: 

o Peer Led Debriefing Toolkit - Quality Palliative Care in Long Term Care Alliance  
o Schwartz Rounds - The Schwartz Center 
o Well-Being Debriefings for Health Care Workers - Facilitator Manual, CAPC (2025) 
o Low Impact Debriefing - The TEND Toolkit 

Ethics Pearl: Good Organizational Ethics requires supporting staff, especially during times of loss, grief, and bereavement. 

https://www.hpco.ca/grief-and-bereavement-supports-for-health-care-workers/
https://www.hpco.ca/grief-and-bereavement-supports-for-health-care-workers/
https://www.palliativealliance.ca/assets/files/Alliance_Reources/Org_Change/Peer_Led_Debriefing-_Final.pdf
https://www.theschwartzcenter.org/schwartz-rounds/
https://www.capc.org/documents/download/929/
https://tendtoolkit.com/low-impact-debriefing-strategy/
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SUPPORTING FAMILY (IMMEDIATE AND EXTENDED)  

Every family’s experience of loss and grief is unique.  That said, the role of 
family members to someone with an intellectual disability can add to the 
complexity of the grieving process.  

KNOWLEDGE POINTS: 
 Grief can be a common emotion that is navigated multiple times by 

immediate family members of a person with an intellectual disability 
over the course of their relationship.18 

 If the person had a history of significant medical issues requiring 
hospitalization, parents and siblings may already have experienced 
some degree of anticipatory grief whenever these events have 
occurred.19 

 In some families, the intellectual disability may have affected the 
emotional attachment of family members. This could result in issues 
of guilt, anger, and regret which may potentially complicate the grief 
of those surviving family members.19 

 It is not uncommon for family members to experience disenfranchised 
grief and, amongst siblings, survivor’s guilt. The latter can surface 
unexpectedly when the person with an intellectual disability dies, 
especially if their death was unexpected.18 

 When a person has been ill and/or in pain for a prolonged period and 
death has come as a respite, feelings of relief in family members can 
be accompanied by feelings of guilt.18 

 The death of one’s child, regardless of their age, is the most 
distressing and poignant event in the life of a parent.20 Paradoxically, in stark contrast to parents of 
neurotypical, healthy children, it is not uncommon for parents to hope that they outlive their son or 
daughter with an intellectual disability.21  

 For parents and other family members who have been long-term primary caregivers, a way of life and an 
identity can vanish suddenly when their family member with an intellectual disability dies. This can 
contribute to a loss of their sense of purpose.18, 22 

 Family members may not have shared much about their loved one within their Circle of Support due to 
the stigma connected to intellectual disabilities.  

 Family members may feel more comfortable with intellectual disability community members because 
they “get it.” 

 ACTION: “GOOD” PRACTICE STANDARD 
 Acknowledgement of the death of their loved one, along with the associated loss and grief, is 

important.20  
 Be mindful that the family’s involvement with developmental services, unless they have another child 

with an intellectual disability, will likely come to a rather abrupt end. This lack of continuity can create a 
challenge for the family in trying to ‘move on.’20 Some families would benefit from a supportive check-in 
from a member of the care team and an offer of further resources (e.g., bereavement support 
services).20  

 Some families may benefit from assistance to connect with support services.22  
 

Ethical Reminder: 
Grief may occur over a 
continuum, which can 
encompass diagnosis 
of a life-limiting illness 
through bereavement. 
Providing grief 
resources/supports 
earlier in this 
continuum supports 
continuity of 
bereavement care.  
 

Do you know who 
provides grief and 

bereavement support 
in your area?  

 
Who supports grief 

and bereavement for 
PWIDD? 
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RESOURCE LINKS and TOOLS  
 Palliative Care for the Patient with Incurable Cancer or Advanced Disease Part 3: Grief and Bereavement, 

BCGuidelines.ca (2017) 
 Regional Affiliates, Bereaved Families of Ontario 
 Bereaved Families of Toronto 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www2.gov.bc.ca/assets/gov/health/practitioner-pro/bc-guidelines/palliative3.pdf
https://www2.gov.bc.ca/assets/gov/health/practitioner-pro/bc-guidelines/palliative3.pdf
https://bereavedfamilies.net/affiliates/
https://bfotoronto.ca/


IDD Palliative Care Resource Guide and Toolkit, IDD Palliative Care Network, 2026                                                                                                            11 
 

____________________ 

REFERENCE 
1. Hollins, S. (2019). Managing grief better: People with intellectual disabilities. 

http://www.intellectualdisability.info/mental-health/articles/managing-grief-better-people-with-
intellectual-disabilities (Accessed on April 8th, 2026).  

 
2. Lord, A., Field, S., & Smith, I. (2017). The experiences of staff who support people with 

intellectual disability on issues about death, dying and bereavement: A metasynthesis. Journal of Applied 
Research in Intellectual Disabilities, 30(6),1007–1021. https://doi.org/10.1111/jar.12376   

 
3. Gray, J. & Abendroth, M. (2016). Perspectives of US Direct Care Workers on the Grief Process of Persons 

with Intellectual and Developmental Disabilities: Implications for Practice. Journal of Applied Research in 
Intellectual Disabilities, 29(5), 468–480. https://doi.org/10.1111/jar.12189  
 

4. Hedayioglu, J., Marsden, S., Sackree, A., & Oliver, D. (2021). Paid carers' understanding and experiences 
of meaningful involvement in bereavement for people with intellectual disability when a significant 
other is dying. Journal of Applied Research in Intellectual Disabilities, 35(1), 143-149. 
https://doi.org/10.1111/jar.12929  

 
5. Thorp N., Stedmon J., & Lloyd H. (2018).  “I carry her in my heart”: An exploration of the experience of 

bereavement for people with learning disability. British Journal of Learning Disability, 46, 45-53. 
https://doi.org/10.1111/bld.12212 
 

6. Mc Ritchie, R. McKenzie, R., Quayle, E., Harlin, M., & Neumann, K. (2014). How adults with an 
intellectual disability experience bereavement and grief: A qualitative exploration. Death Studies, 38, 
179-185. DOI: 10.1080/07481187.2012.738772 

 
7. American Psychiatric Association. (2013). Diagnostic and statistical manual of mental disorders (5th ed.). 

https://doi.org/10.1176/appi.books.9780890425596 
 

8. O’Riordan, D., Boland, G., Guerin, S. & Dodd, P. (2022). Synthesizing existing research on complicated 
grief in intellectual disability: findings from a systematic review.  Journal of Intellectual Disability 
Research,66(Part 2), 833-852. doi: 10.1111/jir.12973 

 
9. O’Keeffe L, Guerin S, McEvoy J,Lockhart K, Dodd P. (2019) The process of developing self‐report 

measures in intellectual disability: A case study of a complicated grief scale. Br J Learn Disabil. 47:134–
144. 
https://doi.org/10.1111/bld.12261 
 

10. Young, H. (2017). Overcoming barriers to grief: Supporting bereaved people with profound intellectual 
and multiple disabilities. International Journal of Developmental Disabilities, 63(3), 131-137. 
https://doi.org/10.1080/20473869.2016.1158511 
 

11. Tuffrey-Wijne I., Finlayson J., Bernal J., Taggart L., Lam CKK. & Todd S. (2020). Communicating about 
death and dying with adults with intellectual disabilities who are terminally ill or bereaved: A UK-wide 
survey of intellectual disability support staff. Journal of Applied Research in Intellect Disability, 33, 927-
938. https ://doi.org/10.1111/jar.12714 

http://www.intellectualdisability.info/mental-health/articles/managing-grief-better-people-with-intellectual-disabilities
http://www.intellectualdisability.info/mental-health/articles/managing-grief-better-people-with-intellectual-disabilities
https://doi.org/10.1111/jar.12376
https://doi.org/10.1111/jar.12189
https://doi.org/10.1111/jar.12929
https://doi.org/10.1111/bld.12261
https://doi.org/10.1080/20473869.2016.1158511


IDD Palliative Care Resource Guide and Toolkit, IDD Palliative Care Network, 2026                                                                                                            12 
 

 
12. Tuffrey-Wijne, I. (2013). How to break bad news to people with intellectual disabilities: A guide for 

careers and professionals. Jessica Kingsley Publishers. 
 

13. McEvoy, J., MacHale, R. & Tierney, E. (2012). Concept of death and perceptions of bereavement in 
adults with intellectual disabilities. Journal of Intellectual Disability Research, 56(2), 191-203. doi: 
10.1111/j.1365-2788.2011.01456.x 

 
 

14. BCGuidelines.ca (2017 Feb 22). Palliative Care for the Patient with Incurable Cancer or Advanced Disease 
Part 3: Grief and Bereavement. https://www2.gov.bc.ca/assets/gov/health/practitioner-pro/bc-
guidelines/palliative3.pdf  
 

15. Grosset, C. (2023). "Deep in the shadows of loss: An exploration of grief, mourning, and intellectual 
disability". Theses and Dissertations, Wilfrid Laurier University. 
https://scholars.wlu.ca/etd/2516 
 

16. Young, H. & Garrard, B. (2015). Bereavement and Loss: developing a memory box to support a young 
woman with profound learning disabilities. British Journal of Learning Disability, 44, 78-84. 
doi:10.1111/bld.12129 
 

17. Gray, J. & Kim, J. (2017). Direct care workers’ experiences of grief and needs for support. Journal of 
Applied Research in Intellectual Disabilities, 30(6), 995–1006. https://doi.org/10.1111/jar.12339      
 

18. Tekwani, S. (2020). Navigating grief and loss: a guide for siblings of people with IDD. Impact 32(2). 
https://publications.ici.umn.edu/impact/32-2/navigating-grief-and-loss (Accessed on March 6, 2024). 
 

19. NHS National End of Life Care Programme. (2011). The route to success in end of life care – achieving 
quality for people with learning disabilities. https://www.england.nhs.uk/improvement-hub/wp-
content/uploads/sites/44/2017/11/End-of-Life-Care-Route-to-Success-learning-disabilities.pdf 
(Accessed on April 8th, 2026). 

 
20. Todd, S. (2007). Silenced grief: living with the death of a child with intellectual disabilities. Journal of 

Intellectual Disability Research, 51(8), 637-648. https://doi.org/10.1111/j.1365-2788.2007.00949.x 
 

21. Fernández‐Ávalos, M. I., Pérez‐Marfil, M. N., Ferrer‐Cascales, R., Cruz‐Quintana, F., & Fernández‐
Alcántara, M. (2021). Feeling of grief and loss in parental caregivers of adults diagnosed with intellectual 
disability. Journal of Applied Research in Intellectual Disabilities, 34(3), 712-723. 
https://onlinelibrary.wiley.com/doi/10.1111/jar.12842  

 
22. Palliative Care for People with Learning Disabilities (PCPLD, NHS England). (2017). Delivering high quality 

end of life care for people who have a learning disability: resources and tips for commissioners, service 
providers and health and social care staff. https://www.england.nhs.uk/wp-
content/uploads/2017/08/delivering-end-of-life-care-for-people-with-learning-disability.pdf (Accessed 
on April 8th, 2026). 

https://www2.gov.bc.ca/assets/gov/health/practitioner-pro/bc-guidelines/palliative3.pdf
https://www2.gov.bc.ca/assets/gov/health/practitioner-pro/bc-guidelines/palliative3.pdf
https://can01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fscholars.wlu.ca%2Fetd%2F2516&data=05%7C02%7Cnadia.mia%40surreyplace.ca%7C91ac10b0790c44e485ee08de84fd2e0e%7Cfa67022649184549a3a1b55b13b5fba0%7C0%7C0%7C639094420578195655%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=xFelCCfBxJTog8SjneL9iaWwnZeg6B9JFd5XgWE%2FfWI%3D&reserved=0
https://doi.org/10.1111/jar.12339
https://publications.ici.umn.edu/impact/32-2/navigating-grief-and-loss
https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2017/11/End-of-Life-Care-Route-to-Success-learning-disabilities.pdf
https://www.england.nhs.uk/improvement-hub/wp-content/uploads/sites/44/2017/11/End-of-Life-Care-Route-to-Success-learning-disabilities.pdf
https://doi.org/10.1111/j.1365-2788.2007.00949.x
https://onlinelibrary.wiley.com/doi/10.1111/jar.12842
https://www.england.nhs.uk/wp-content/uploads/2017/08/delivering-end-of-life-care-for-people-with-learning-disability.pdf
https://www.england.nhs.uk/wp-content/uploads/2017/08/delivering-end-of-life-care-for-people-with-learning-disability.pdf

	TABLE OF CONTENTS
	ACKNOWLEDGEMENTS …………………………….…….………………………………………………………………………………………2
	GREIF AND BEREAVEMENT GUIDANCE…………………………………………………………………………………………………….3
	ACKNOWLEDGEMENTS
	LOSS, GRIEF AND BEREAVEMENT GUIDANCE
	Grief and bereavement are universal experiences that occur following the death of a cherished person. These experiences may also occur following any significant loss (e.g., divorce, unemployment). PWIDD experience multiple losses throughout the course...
	KNOWLEDGE POINTS:
	ACTION POINTS: “GOOD” PRACTICE STANDARD
	KNOWLEDGE POINTS 2, 17:
	RESOURCE LINKS and TOOLS
	KNOWLEDGE POINTS:
	ACTION: “GOOD” PRACTICE STANDARD

