Helping Adults with Cognitive and Developmental Disabilities Grieve
· Observations about grief responses in the developmentally delayed adult:
-Confusion about where the deceased is. One thought mother was a “ghost who was always there with him. 
-Concepts and language about death are more concrete. One missed her mother because she would let her watch TV
-Developmentally delayed (DD) are similar at times to mourners with Alzheimer- have difficulty understanding
-Complicated grief develops when there is lack of social support and lack of stimulation/ resolution and dependence on others
-Profound mental retardation complicates grief. One roommate slept in his roommate’s bed and held his roommate’s clothes even thought he was unable to express words.
-Move out of concept of the ‘cognitive thinking world’ into one that is feeling oriented. Know that the emotional base may not change even if cognitive base has
· Techniques used in providing grief care to developmentally delayed adults:
-Music therapist came to group home where resident died and played favorite music of the resident.
-Try to understand their needs and not to disenfranchise their grief 
-It is important to look at where they are developmentally, but also to take into consideration the (number of) years of experiences they have had
-One group meets ½ day on Saturday every other month. They have topic discussions, then a ritual and arts and crafts
-One man wanted a Life Celebration before he died. Staff took pictures from his life and showed them to other residents and staff. Others were able to verbalize what they would miss about him.
-It is important to use repetition, role play, art, and teachable moments (all are good reinforcers)
-It is important to address behavioral problems, as this is commonly occurs with bereaved who are developmentally delayed.
-Identifying grief can help with disenfranchisement-through verbalizing and writing.
-Address other losses- change of residence, new staff, new residents
-They often forget what they have been taught – they require more frequent explanations and review
-Two good resources: Helping Adults with Mental Retardation Grieve, by Luchterhand and Murphy; Guidebook on Helping Persons with Mental Retardation Mourn, by Jeffrey Kauffman
-Miming and charades can be effective when they can not express words
-Be patient with repetition
-Use pictures to create a memory poster. Use feeling face puppets.
· The group defined cognitively challenged¨ as two primary populations-  individuals with dementia and individuals with a developmental disability.
· 
Serving the Grieving Individual who has Dementia:
· While individuals with dementia may experience the loss of cognitive functioning, the emotional residue or memory remains and thus these individuals do have the capability of grieving.

· Individuals in the early and middle stages of dementia begin to speak a “new language¨ and the challenge in serving them is in learning the language.

· Grief in dementia may be evident in changes of behavior such as unusual or increased agitation and thus the important of knowing a person’s baseline in order to provide the appropriate service.

· Redirection can be an effective means of working with an individual with dementia. Some identified the importance of providing service in a calm environment that has limited distractions, using simple language, and appropriate eye contact. 

· Knowing the age the person with dementia believes themselves to be is critical in providing appropriate service. 

· Working with the identified family of a person with dementia can also be an important means of providing support.

· Programs at differing agencies use a variety of tools in working with the individual with dementia including collage and other forms of art, tactile objects, masks and music.

· Programs have also found that collaborating with local chapters of the Alzheimer’s Association can prove effective and highly beneficial

· Just as the grief process is unique for each individual whose cognitive abilities are intact, so too it is unique for the person with dementia. There are several points to consider when working with a person with dementia. First, because there are multiple forms of dementing diseases, it is important to know what kind you are working with since they impact differing areas of the brain. Secondly, research shows that the while the cognitive functioning of an individual is impacted by the disease, the emotional functioning remains intact. Thus, the emotional residue is present even if the words to describe it have disappeared. In essence, it is the job of the practitioner or the family member to learn a new language. La Doris Heinly in her book Alzheimer’s Art Speaks gives examples of remarkable art work that clearly shows that an individual is capable of grieving in middle to even early late stages of the disease process. 
· Another important point to remember is to ascertain the age of the individual — not the chronologic age, but the age the person thinks they are. While the person may be 80 years old, if they think they are 16, and at 16 they had not met their spouse or been married, then no amount of “logic” will convince them that their spouse has died. How could that have happened since they haven’t even married yet? All of the above being said, it should always be remembered that the person with dementing disease has not “disappeared” (a concept that the Alzheimer’s Association has been fighting for years) only that their way of communicating who they are as a person has shifted. And like any person that we might serve, we must look for ways to individualize that service to the best of our abilities. 
· There are no specific “good” ways to handle these situations.  The least worse ways are the following depending on the stage of dementia, the ability of the person to handle stress, etc. Not a good idea to remind the person that their spouse has died.  This will cause them to re-experience the news of their death over and over. ·           If the person is not asking, don’t tell. If the person is asking what happened, sometimes best to say don’t know, what do you think? Distraction: Do life review in terms of just talking about the deceased person without acknowledging that they died. A person with dementia or Alzheimer's should be told of the death only once. If after they are told they ask about the deceased person, the caregiver should divert their attention or reply that "I'm not sure where he/she is right now... " or even say they're probably fishing, baking, doing an activity they loved and would normally have been associated with that person.

· Serving the Grieving Individual who has a Developmental Disability:
· Agencies are providing service to individuals with developmental disabilities in both the individual and group setting.
· Some agencies work with the staff that provides service in the home of the person with a developmental disability to educate them regarding the grief process and how they can best support their client. 
· Because many persons with a developmental disability come from a long history of disenfranchisement and loss, those who provide service to them may find that there are multiple losses that need to be normalized and grieved. 
· Some programs have worked with the individual prior to the death of their loved one by using pictures of caskets, cemeteries or funeral homes to help prepare them for this experience.
· Some programs have used the technique of drawing the outline of the grieving person’s body and giving them the opportunity to locate on the body various feelings. Some have also used band-aids to apply to the body art to indicate or identify coping mechanisms. (This technique can also work with people in wheelchairs if a bright light is brought into the room to cast a shadow to make the drawing.) 

· The use of videos and other materials as tools for working with this population was explored. It was the consensus of the group that whatever material is used needs to fit within the level of functioning of the individual. Material that is too abstract is usually ineffective.
· The question was raised as to how hospices support severely mentally disabled individuals who are bereaved, and a music therapist present at the meeting talked about how helpful it can be to work 1:1 with them using music and song writing as a way to facilitate the grief process. 
· For more than 6 years Rex Allen’s hospice in Seattle WA has offered a group every other month on a Saturday for developmentally delayed using art work. They collaborate with state employees who work with these individuals who also assist with the group and average 20 in attendance.
· How to work with bereaved whose grief is complicated by significant mental health issues was touched on, and several attending shared ways they do or do not work with this population and why. The importance of a strong clinical assessment was emphasized regardless of whether a hospice addresses these needs. Although some bill for these services and do work with this population, most programs refer to other professionals in the community rather provide the treatment that is needed. 


