The impact of Alzheimer’s on the family
I see her dressed in her white linen pants, and flowered shirt, sitting in a chair.  Her soft grey hair has been neatly brushed, though not (I know) by the hands that lie still in her lap.  There is no expression to read in her face, and her lovely brown eyes look straight ahead not at, but seemingly right through a group of women stringing bead necklaces at a nearby table.  Though I am in her line of vision, she doesn’t notice my approach.  I reach out and touch her shoulder and she looks up, startled at first and then puzzled.  I say “Hi Mom, it’s Sandy! I’m here to see you”. A tentative smile crosses her face and then spreads to her eyes.  I hug her and kiss her cheek.  She reaches for my hand, draws it to her face and says: “Ooohhhh!”

I used the story of Dean and Sandy to illustrate the depth of Alzheimer’s.  At this point, one wonders how mother got to that point, where she does not have it in her capacity to remember her loved ones, and perhaps even herself.  Daughter feels estranged by the one person who raised her all her life.  Daughter is thinking: “But she was so strong.  She was talented, capable, intelligent, and the best in her professional field… What happened!? What happened to all that talent and knowledge?  Where is the memory of that life? The motherboard of MY life?”

I believe you all received some amount of information regarding Alzheimer’s itself from the earlier workshops, and so I will not go into detail about the disease and its effect on the patient, but rather the impact it may have on the family and caregiver.

It is not by change that sometimes Alzheimer’s is referred to as the family disease because “the chronic stress of watching a loved one slowly decline affects everyone”.  The aspects that become affected by family members are FIRSTLY: the emotions, SECONDLY: the finances and often than not FAMILY CONFLICT.

Emotional Adjustment
1. In most cases, with lack of information and knowledge, family members feel frustration, irritation and impatient.  This is often the result of family members not being able to understand the behaviour of their loved one.  “Oh, but Dad is so stupid, I don’t understand how he could forget to pick up the kids at school”.

2. Later on, as all the disease progresses and there is more understanding, family members tend to feel very angry, frustrated, depressed and most often HELPLESS.  “But I don’t know what to do.  How can I help him? Isn’t there some medication that can help him?”  This is the result of seeing someone you love and know in a particular manner become someone ‘different’ and unpredictable.

3. Family members can then go through several moments of disappointment.  “I baked for her, her favourite cake, and she didn’t even touch it”.  Disappointment, that efforts are unacknowledged, and most so, unrecognised. 

Young family members may also have cases of disappointment where they do not understand why their grandparents are unresponsive.  This can also make them feel guilty and responsible. “Mom, why doesn’t grandma remember my name?  Is it because I did something naughty yesterday?” 

4. Perhaps the greatest challenge is that everyday is different, and today will never be like yesterday.  Both the patient and family members may go threw a series of emotions in one day, at a given time.  Loved ones may feel grief that their parent or spouse seems to be replaced with a stranger in the same body.

5. Some family members are grieving the loss of their loved one before they have even passed on, and again this brings a tremendous amount of guilt, and of course a strong sense of loss.

Financial Problems
Persons living with dementia may end up making erratic decisions that may have serious financial implications.  Taking over the financial management of someone close may be a difficult and sensitive thing that would have to be done by a family member.  This in turn could bring about emotional turmoil for the family member/ caregiver.

The financial implications are far worse for the average lower class family in South Africa.  Family members want to do what is best for their loved one, but it would not be so simple on a state grant.  Especially if the gogo, through her state pension, was the “bread winner”.

Family members now need to find a way to support not only the person living with Alzheimer’s, but other family members as well.  
The financial burden can have a negative impact on the wellbeing of the family members, and bring about frustration, exhaustion and stress.

Family Conflict
Sharing the responsibility of looking after a loved one with Alzheimer’s is often a battle.  If we look at our family components today, we can recognise the differences in ourselves as individuals.  And above that we are challenged by our circumstances, for instance some family members living far away.  
However so, usually the first point of conflict is related to the WHO - who should be looking after her?  “You live alone, you have one child, you make more money than we do, you have a bigger house etc.” 
Then of course family members will have differences of opinion about HOW the individual should be taken care of.  “I don’t think she should take medication / I think she needs the medication” and “I think we should get a full time nurse / I think she should be sent to a home” etc.
Taking good care of an Alzheimer’s patient requires the family to work together.  This can be assisted through having family meetings with a knowledgeable mediator, or even attending support groups.  It is important, however, to remember that the needs of the Alzheimer’s patient should supersede personal needs, in order to make decisions that are best for that person.

Caregiving can’t be easy

The role that family caregivers must accept can be rather overwhelming.  In addition to meeting the physical needs of the relative with Alzheimer’s, such as helping with personal hygiene, meals and housekeeping, it is important to ensure that the person is stimulated by both social and physical activity.  The caregivers must also think of the future, plan for medical care, take over financial responsibilities, and still manage their own lives.  And being faced with all these tasks, caregivers can easily fall victim to illness, stress and depression.  This can be detrimental to both the caregiver and the patient.
The danger of an overburdened caregiver is that he or she could become resentful to the point of neglecting the care recipient’s needs or engaging in abusive behaviour (psychological or physical).
As it is, elderly persons are vulnerable and fall victim to abuse, and it can be far worse for persons living with Alzheimer’s.  This is because they cannot understand what is happening to them, defend themselves, or communicate their distress to those who might help them.  Caregivers, in their stress, may also end up taking advantage of the person with Alzheimer’s on a financial level, because they would be at the advantage of taking care of the finances of the patient.

With the above in mind I cannot emphasise enough how CRUCIAL it is for caregivers to take care of themselves too … and not feel guilty about it.  Because the more strength you have, the more you can give.
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