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This submission is based on my published research on evaluating interventions for dementia and the National Academies of  Sciences (NASEM) Report on nursing homes. Annexed to this submission are two papers, one published on nursing homes, and one in review, that cite in the references all my published papers evaluating the ten socially worthwhile dementia reducing interventions thar are referred to.
Fundamental Question: What do autonomy, participation and human dignity mean when cognition becomes vulnerable, fluctuating or impaired?
These are my recommendations.
· Firstly, one has to understand the correct definition of dementia. It is cognitive impairment that interferes with activities of daily living (ADL).  This means that the medical profession’s concentration on brain pathology (amyloid fibers and tau tangles for those with Alzheimer’s) is not useful for public policy purposes. If people can continue to carry out their ADL then it does not matter what the brain pathology looks like.
· Thus, it is not cognitive impairment per se that is all important, but cognitive impairment that affects ADL that defines dementia. Any human rights declaration related to cognitive impairment  must acknowledge that distinction.
· This call for recommendations for the IE will be completely nullified if it just mentions the words “cognitive impairment” and does not add the words “cognitive impairments that interferes with activities of daily living (ADL)”. This is because most older adults experience some degree of cognitive impairment. For example, memory loss is a normal part of ageing, often called “a senior moment”. But people are aware of this fact and do not let it interfere with their ADL. Thus, most older adults experience some memory loss, but the majority of older persons do not have dementia. It is dementia that needs to be the focus of this UN initiative, not just cognitive impairment.
· Given this definition of dementia, the object of any UN human rights declaration must include all the main ways that persons with cognitive impairment can continue their ADL. For example, if everyone with cognitive impairment is sent to a nursing home, they will have to fit in with the nursing home’s routine and not carry out their preferred ADL. 
· If people with dementia do not have the resources and care support for independent living, and have to reside in a skilled nursing facility, any human rights declaration must specify that nursing homes be improved so that dementia residents can follow their own ADL.  Recommended improvements need to include that every nursing home resident have their own separate room, and that finance for nursing homes be sufficient to ensure that enough care staff be employed.
· Secondly, linked to this dementia definition is Tom Kitwood’s message that people with dementia should be treated as named individuals and not persons defined by their mental state. As individuals they have preferences about what their ADL should consist of. 
· People with dementia are often agitated for a good reason. Dementia changes their behavior and they do not want their behavior changed without their wishes. So, what agitates them should be discerned by listening to them and not by simply sedating them. Antipsychotics that sedate people should not be given to people with dementia unless there is a good reason (for example they have schizophrenia). As a necessary component of any UN provision to preserve the rights for the cognitively impaired, dementia persons should not be given inappropriate medicines, like FDA-approved drugs for dementia, Beta-Blockers and antipsychotics that lower life expectancy. Dementia already shortens their lives; they do not need to be reduced further by these drugs. All UN resolution should state that any dementia person’s life years need to be valued equally to the life years of those that are not cognitively impaired.
· Thirdly, with respect to dignity, people with dementia have to have their human right protected from elder abuse. This abuse can be financial, physical, emotional or from neglect. People with dementia are especially targeted for financial elder abuse. Banks that have accounts for people with dementia must be on the lookout for financial abuse by following up with clients for validity whenever large sums of money are withdrawn. 

· A good example of financial elder abuse is when the elderly do not have pensions, and when they do have one, they are not given control of how the pensions will be spent.

· A priority that needs to be endorsed by the UN is that whenever cases of elder abuse are confirmed by legal processes that the courts convict the felons. Too many cases of elder abuse brought up in the courts do not lead to convictions. This has to be changed by providing financial incentives to prosecutors who secure convictions. When convictions do occur family members are often involved, and financial provision needs to be made for alternative caregivers to replace family member caregivers.
· Although elder abuse neglect is hard to confirm (how do you prove something that did not take place), progress has been made substantiating this category of elder abuse. If something is needed, socially worthwhile, yet has not been provided, elder abuse neglect has occurred. A good example is hearing aids, which have been found to lower dementia and shown to be worthwhile. When necessary hearing aids to overcome hearing loss are not given in nursing homes in sufficient numbers this is elder abuse neglect. Talking to others, watching TVs, listening to music, and interacting with others  are all ADL that persons with dementia want to continue to do that hearing aids support. Not providing dental care and vision correction are other examples of neglect.
· Elder abuse itself is a cause of dementia, so preventing elder abuse will reduce the number of persons with dementia, which has to be an UN objective separate from protecting people once they have dementia, which is the focus of this initiative. 
· There already exist many interventions that have been found to reduce the symptoms of dementia. Non-pharmaceutical, worthwhile interventions include hearing aids, vision correction, years of education, providing public health insurance, and avoiding living in nursing homes. In addition, to the medicines mentioned earlier that should not be prescribed, there are the medicines that should be prescribed consisting of pain relievers and statins. The UN should require that all of these interventions need be budgeted for by national governments.
· Since 50% of people with dementia reside in nursing homes and much elder abuse occurs in nursing homes, the UN needs to declare that every country legislates that the nursing home Ombudsman  resident advocacy program be initiated and fully funded.

These recommendations addressing the fundamental question provide the necessary background  to the following responses to the eight detailed questions in the UN’s call for input for the Independent Expert. There is a lot of overlap with the questions, so there will be a lot of overlap with the responses.
1. In what ways are older persons with cognitive impairment not heard, not recognized or excluded from meaningful participation in everyday life?

· Inside nursing homes persons with dementia are neglected by being sedated with antipsychotics without their knowledge and deprived from necessary support provided by hearing aids, vision correction and dental care.
· Outside nursing homes, especially in China, they often do not receive pensions or financial support from friends and relatives, and when they do receive them, especially in SSA, they often do not have control over how the money is spent, as family members make the decisions for them. 
· More generally, people with dementia need to have public health insurance so they can have access to health services they enable them to carry out their ADL.

2. How are the wishes, emotions, preferences and values of older persons with cognitive impairment interpreted and respected when communication is difficult, altered or fluctuating?
·   The medical literature has focused on the fact that persons with dementia can communicate their quality of life by their emotional expressions which show their likes and dislikes. Three negative emotions (anger, fear and depression) and two positive emotions (pleasure and interest) have been identified. 
·    This then provides possible interventions for caregivers. For example, the caregiver can play soothing music to calm down anger and fear, or provide funny stories to increase pleasure and interest.
3.   In what situations do care, protection or professional practices unintentionally   

      take over decisions or silence the participation of older persons with cognitive 

      impairment?
· As explained above, nursing homes silence persons with dementia when they sedate them with antipsychotic drugs. Persons with dementia may be unaware that they are being sedated unnecessarily. Since the residents are unaware, permission is not sought by the nursing home staff. 
· It may be unintentional that nursing home staff are unaware of the latest research that finds that antipsychotics, FDA-approved drugs, and Beta-Blockers that they give to residents with dementia increase their mortality and thus reduces life expectancy, but it is still elder abuse to prescribe these medicines for these residents.
· Nursing home staff admit that they need to be better informed of the needs of  residents with dementia. So, it may be unintentional, but it is still elder abuse neglect to not provide hearing aids to dementia residents with hearing loss.
4.   How can autonomy be supported in practice when cognition fluctuates, is partial, 

      or changes over time?
· The title of a published paper related to dementia by the medical profession states: “Just because I do not know were I am, it does not mean that I do not know what I want.”
· So, because cognition is partial, it does not mean that the preferences of people with dementia should be ignored entirely. They know what food they like, and food choices should be given to them.

·  ADL that affects their quality of life, like physical therapy, and cognitive rehabilitation, should be a human right for all people with dementia.

5.   How does cognitive impairment affect an older person’s role, identity, 
      relationships and sense of belonging in family community and social life?
· The family relationship is affected by a  person having dementia by the fact that their spouse is more likely to have dementia.

· When a person has dementia the spouse is 5 times mote likely to have dementia. This is explained by the increased stress that being a caregiver foe a person with dementia imposes on the spouse. 
· Wives are 3 times more likely to have dementia, but husbands are 11 times more likely to get dementia.

· This gender difference is explained by the fact that males are not used to being caregivers, and so they are less able to deal with the stress than females who often play the caregiver role.
· No matter the gender, it is important that the UN propose provisions that mean that spouses of persons with dementia receive extra support from social workers.

6.   What fears or social attitudes most often lead to loss of dignity, exclusion, or reduced expectations for older persons with cognitive impairment?
· As explained in the response to the background question, the attitudes that are most harmful to persons with dementia are the ones that exist in the medical profession regarding dementia. They do not fully understand what defines dementia. Dementia is not defined by brain pathology detected by an MRI, but only by symptoms that measure the extent of cognitive impairment that interferes with activities of daily living.  One may continue ADL  even with positive brain pathologies, or one may cease to carry out one’s ADL even without negative pathologies. So, brain pathology is neither a necessary nor a sufficient condition for having dementia.
· Since the medical profession misunderstands what dementia is, they are currently wasting billions of dollars in 2026 carrying out hundreds of randomized clinical trials trying to finally find a drug that will alter brain pathology. This is a waste of resources seeing that there already exist ten interventions that have been published in the Economics literature that have been shown to reduce the symptoms of dementia, with benefits that far exceed the costs (see point 7 below). Note that two of the ten interventions that already exist are actually medicine interventions! Finding another medicine that reduces dementia need not be as necessary as the medical profession thinks.
7.     What laws, policies, institutions, approaches, practices or enabling environments have helped older persons with cognitive impairment to remain heard, involved, respected and socially connected?

· The leading cause of dementia throughout the world is ageing. To enable those with dementia to be heard, involved, respected and socially connected there needs to be a new UN Convention for the rights of older persons.

· There are many good reasons to have such a Convention. The many Open-Ended Working Group on Ageing sessions at the UN have already made a very strong case for the Convention. The only reason that has not yet been mentioned is one that is based on protecting the rights of older persons with dementia. 
· If all older people’s human rights are going to be protected, then  the human rights of those with dementia who are the most vulnerable group of older adults will also be guaranteed.
· Note that it is not just the richest countries that are experiencing dementia.  SSA has the fastest rate of population growth, so it will have the fastest rate of growth of people with dementia. The fact that all  countries will be affected by dementia makes the case stronger that the older person’s Convention be universal.
8.   What legal, policy, professional or community changes are needed to better protect the autonomy, participation and dignity of older persons with cognitive impairment?
· As has been emphasized earlier, the professional changes that need to be made involve the medical profession’s understanding of what constitutes dementia. Dementia is not to be defined by brain pathology, but by cognitive impairment that interferes with activities of daily living.  

· Once this professional change has been made, it can be acknowledged that there already exist ten interventions that the Economics literature have found (based on a large national data set) to reduce the symptoms of dementia (and not just slow it down, which is the current perception).
· All ten interventions have been subject to an economic evaluation and judged to be socially worthwhile. Six of these worthwhile interventions  can be classed as treatments. These involve providing years of education, vision correction, hearing aids,  public health insurance, and taking pain relieving drugs and statins. The remaining four worthwhile interventions can be classed as preventative interventions. These involve avoiding living in a nursing home, and not taking FDA-Approved medicines, antipsychotics and Beta-Blockers. 
· Once the existence of these ten interventions has been acknowledged, there are two public policy implications.
· Firstly, governments can cease funding clinical trials to try to find dementia reducing interventions. This would save governments billions of dollars.

· Secondly, this money that is not spent on clinical trials can be used to finance the dementia reducing interventions that already exist listed above. 
