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In order to serve dementia patients and their families living in the community, family 
agencies have a responsibility to train social workers to work with this population. Social 
workers . . . in turn have an obligation to learn to function in this complex area. 

Introduction 

TH I S p a p e r will b e a r e p o r t o f a t w o 
year e x p e r i e n c e in in i t iat ing a n d 

l e a d i n g a n A l z h e i m e r Fami ly S u p p o r t 
G r o u p as a p i lot serv ice p r o g r a m for a 
fami ly a g e n c y . T h e a u t h o r , t ra ined as a 
social w o r k e r a n d p s y c h o l o g i s t , has h a d 
a 3 0 year in teres t in d e m e n t i a o f v a r i o u s 
o r i g i n s . H e has w o r k e d in tens ive ly wi th 
o v e r 2 5 0 A l z h e i m e r pat i ent s a n d the ir 
fami l i e s in t h e c o m m u n i t y a n d a n in 
st i tut ional se t t ing , d u r i n g the past 10 
years . 

T h e q u e s t i o n m a y wel l b e a s k e d as to 
w h y t h e fami ly a g e n c y s h o u l d u n d e r t a k e 
s u c h a task? Is n o t A l z h e i m e r ' s d i s e a s e a 
m e d i c a l respons ib i l i ty? T h e a n s w e r , in 
m y e x p e r i e n c e , l ies in t h e f o l l o w i n g c o n 
s idera t ions . Medica l l e a d e r s h i p is re
q u i r e d in t h e d i a g n o s i s , t r e a t m e n t a n d 
m a n a g e m e n t o f t h e c o m p r e h e n s i v e 
m e d i c a l aspect s o f t h e c o n d i t i o n a n d its 
s e q u e l a e a n d o t h e r m u l t i - o r g a n d i seases 
to w h i c h t h e pa t i en t s are a lso subject . 
Per iod i c n e e d for hosp i ta l care rarely 
r e q u i r e s m o r e t h a n a t h r e e w e e k stay o n 
a v e r a g e . A p p r o x i m a t e l y f ive p e r c e n t o f 
t h e ill a g e d a n d ill n o n - a g e d are p l a c e d 
in l o n g t e r m ins t i tu t ions , e .g . c h r o n i c 
d i s ease hosp i ta l s , h e a l t h re la ted faci l i t ies 
a n d ski l led n u r s i n g h o m e facil it ies. 

Wel l o v e r n i n e t y p e r c e n t o f t h e Al 
z h e i m e r p o p u l a t i o n r e s i d e in the c o m 
m u n i t y wi th a w i d e variety o f h o m e c a r e 

*Presented at the Annual Meeting of the Con
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s y s t e m s , r a n g i n g f r o m the s o p h i s t i c a t e d 
t o t h e s u b - m a r g i n a l . A s u b s t a n t i a l 
majori ty o f pa t i ent s a re u n d e r t h e di
rect o r ind irec t s u p e r v i s i o n o f fami ly 
care takers . T h e n e e d for serv ice exis ts 
in t h e c o m m u n i t y at large , w h i c h t h e 
fami ly a g e n c y is d e s i g n e d to s e r v e . T h e 
o n l y q u e s t i o n , it s e e m s , is w h e t h e r w e 
c h o o s e as p r o f e s s i o n a l s to a v o i d t h e 
c h a l l e n g e o r p l a n to m e e t it. It is t h e 
c l in ica l soc ia l w o r k e r in t h e f a m i l y 
a g e n c y w h o s e skills are n e e d e d t o o f f e r 
d irec t a p p r o p r i a t e serv ices t o t h e af
f e c t e d pat i ent s a n d the ir fami ly m e m 
bers , w h o are c a u g h t in a c o m p l e x s i tua
t ion . T h i s cons is t s o f b e i n g r e s p o n s i b l e 
for re lat ives wi th a d i s e a s e i n v o l v i n g 
p r o g r e s s i v e loss o f in te l l ec tua l capac 
ity a n d la ter -s tage loss o f s ign i f i cant 
n e u r o - m o t o r f u n c t i o n s . T h e e m o t i o n a l 
i m p a c t o n pat i ent s a n d fami l i e s o f the 
d y s f u n c t i o n a n d t h e stress re la t ed to o n 
g o i n g c a r e are suf f ic ient ly s e v e r e as to 
i m p a i r fami ly f u n c t i o n i n g itself. S u p 
p o r t i v e a n d rest i tut ive serv ices a re n e c 
essary to p r e v e n t fami ly b r e a k d o w n a n d 
t o faci l i tate fami ly capaci ty . 

A s to t h e i n c i d e n c e o f A l z h e i m e r ' s 
D i s e a s e in t h e g e n e r a l p o p u l a t i o n , p u b 
lic h e a l t h e p i d e m o l o g i s t s s e e m to b e in 
g e n e r a l a g r e e m e n t a b o u t t h e f o l l o w i n g 
data: 1) T h e i n c i d e n c e o f Early S t a g e 
O n s e t ( o c c u r r i n g pr inc ipa l ly f r o m 4 5 to 
6 4 years) is a p p r o x i m a t e l y 3 .5 to 4 p e r 
c e n t p e r 1 0 0 0 p o p u l a t i o n ; 2) T h e inci
d e n c e o f Late S t a g e O n s e t ( o c c u r r i n g at 
a g e 6 5 o r o l d e r ) is a p p r o x i m a t e l y 2 .5 
t o 3 p e r c e n t p e r 1 0 0 0 p o p u l a t i o n . T h e 
a b o v e e s t i m a t i o n s d o n o t i n c l u d e o t h e r 

160 



J O U R N A L OF JEWISH C O M M U N A L SERVICE 

types o f n o n - r e v e r s i b l e d e m e n t i a s u c h as 
t h o s e c a u s e d by m u l t i p l e smal l s trokes 
a n d revers ib le d e m e n t i a c a u s e d by tox ic 
d r u g e f fec t , s evere i n f e c t i o u s or psychi 
atric d i s o r d e r s . I f o n e c o n s i d e r s that 
e a c h A l z h e i m e r pat i en t (both early a n d 
late onse t s ) has a n e s t i m a t e d a v e r a g e 
o f t w o f a m i l y m e m b e r s i n t i m a t e l y 
c o n n e c t e d in e i ther care taker or n o n -
care taker ro les , t h e n t h e m a g n i t u d e o f 
t h e pa t i en t a n d fami ly p o p u l a t i o n l iv ing 
in t h e g e n e r a l a n d J e w i s h c o m m u n i t i e s 
b e c o m e s m o r e e v i d e n t . W h e n o n e a d d s 
to the p o p u l a t i o n the re lat ives o f t h o s e 
pat ients r e s i d i n g in ins t i tut ions , t h e n t h e 
size o f the c o m m u n i t y at risk, r e q u i r i n g 
pro fe s s iona l s u p p o r t i v e serv ices , is by n o 
m e a n s insubstant ia l . 

I n a d d i t i o n to t h e e v i d e n c e subs tan
t iat ing pat i en t a n d fami ly n e e d a n d t h e 
a r g u m e n t s u p p o r t i n g the a p p r o p r i a t e 
ness o f fami ly a g e n c y i n v o l v e m e n t in 
service de l ivery , t h e r e are several re le 
vant i ssues re la ted to social w o r k e r atti
t u d e s a n d k n o w l e d g e . Success fu l social 
w o r k i n t e r v e n t i o n wi th A l z h e i m e r pa
t ients a n d their fami l i e s requ ires a c o m 
p r e h e n s i v e a c c e p t a n c e a n d k n o w l e d g e 
o f t h e c o m p l e x in terac t ion o f m i n d a n d 
b o d y in asses s ing b o t h func t iona l a n d 
d y s f u n c t i o n a l states . F u r t h e r , t h e r e has 
to be r e a s o n a b l e k n o w l e d g e a n d c o m 
p e t e n c e a b o u t t h e p s y c h o - b i o - s o c i a l 
c h a n g e s in p e o p l e wi th A l z h e i m e r ' s Dis
ease p lus t h e n a t u r e a n d r a n g e o f fami ly 
r e s p o n s e s to t h e e v o l v i n g d y n a m i c s . 
W h i l e w e d o n o t yet k n o w h o w to p r e 
v e n t or c u r e A l z h e i m e r ' s , w e d o k n o w a 
great dea l a b o u t h o w to h e l p p e o p l e in 
distress . Mos t i m p o r t a n t l y , to b e truly 
e f fec t ive , p r o f e s s i o n a l s m u s t l ike s u c h 
pat ients a n d their fami l ies a n d h a v e a 
realistic a c c e p t a n c e o f t h e n a t u r e o f t h e 
c o n d i t i o n . It is a l so neces sary for us to 
be r e a s o n a b l y f r e e o f a n x i e t y w h i l e 
w o r k i n g wi th fami ly m e m b e r s w h o are 
f requent ly in t o r m e n t , unti l t h e t i m e 
they are h e l p e d to w o r k o u t that level o f 
adapta t ion o f w h i c h they are capable . 

Establishing the Program 

T h e d e c i s i o n to u n d e r t a k e an Al
z h e i m e r Fami ly S u p p o r t G r o u p was t h e 
p r o d u c t o f several key factors . T h e au
thor h a d b o t h e x t e n s i v e e x p e r i e n c e a n d 
c o n v i c t i o n a b o u t t h e d e s i r a b i l i t y o f 
s u c h a p r o g r a m . T h e a g e n c y E x e c u t i v e 
D i r e c t o r w a s c o m p l e t e l y s u p p o r t i v e 
t h r o u g h o u t the p r o c e s s . T h e i n c r e a s i n g 
i n c i d e n c e o f c o m m u n i t y cases b e i n g 
d i a g n o s e d was o b s e r v e d . F e d e r a t i o n 
a n d sister a g e n c i e s a g r e e d wi th t h e ser
vice p r e m i s e . T h e m e d i a w e r e b e g i n 
n i n g to pay substant ia l a t t en t ion to the 
p r o b l e m . Most i m p o r t a n t l y , w h e n the 
r e c o m m e n d a t i o n f o r serv ice was raised 
with the a p p r o p r i a t e B o a r d c o m m i t t e e s , 
t h e r e was t h o u g h t f u l e n c o u r a g e m e n t , 
c u l m i n a t i n g in pol icy a p p r o v a l for the 
project by the en t i re B o a r d . 

A n d s o t h e p r o g r a m was l a u n c h e d . A 
series o f p r o m i n e n t l y f e a t u r e d not ices 
was p u b l i s h e d in t h e w e e k l y J e w i s h 
c o m m u n i t y n e w s p a p e r . A s ix w e e k 
Fami ly S u p p o r t G r o u p ser ies at t h e 
a g e n c y w a s a n n o u n c e d in i t ia l ly f o r 
t h e p u r p o s e o f s u p p o r t i n g h e a l t h y 
c a r e t a k e r r e l a t i v e s t h r o u g h w e e k l y 
g r o u p d i s cus s ions thus h e l p i n g m a i n t a i n 
A l z h e i m e r pat i ent s l iv ing in t h e c o m 
m u n i t y . I n t e r e s t e d p e r s o n s w e r e a s k e d 
to call t h e g r o u p l e a d e r for f u r t h e r in
f o r m a t i o n . N i n e fami l ies r e s p o n d e d by 
t e l e p h o n e . F o l l o w i n g br ie f p h o n e d is 
c u s s i o n g e a r e d to d e t e r m i n i n g s o m e 
data a b o u t t h e pat ient 's c o n d i t i o n , t h e 
relat ives' in teres t a n d availability a n d 
the g r o u p p u r p o s e s , all i n t e r e s t e d par
t ies a g r e e d to a t t e n d . A c o n v e n i e n t 
week ly m e e t i n g t i m e was m u t u a l l y d e 
c i d e d . T h e first g r o u p cons i s t ed o f f o u r 
s p o u s e s a n d 6 a d u l t c h i l d r e n ( two sis
ters). T h e i r a g e r a n g e was f r o m 2 2 years 
to 8 3 years a n d all to ld t h e r e w e r e 7 
w o m e n a n d 3 m e n . T h e y descr ibed their 
pat ients at h o m e as b e i n g equa l ly di 
v i d e d b e t w e e n Early O n s e t A l z h e i m e r ' s 
(age r a n g e 5 2 to 6 3 years) a n d Late 
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O n s e t A l z h e i m e r ' s ( age r a n g e 6 5 t o 8 2 
years ) , 6 w e r e w o m e n , 3 w e r e m e n . T h e 
a g e , g e n d e r a n d o n s e t d i s t r ibut ion for 
re lat ives a n d pat i ent s r e p o r t e d a b o v e 
w e r e character i s t ic o f b o t h a s e c o n d t e n 
w e e k - s e r i e s g r o u p o f t w e l v e fami l i e s (six 
r e t u r n e d ) a n d t h e c u r r e n t o p e n - e n d e d 
g r o u p o f f i f t een fami l i e s ( f o u r r e t u r n e d ) 
w h i c h h a s b e e n m e e t i n g w e e k l y for s ix
t e e n m o n t h s e x c e p t for h o l i d a y p e r i o d s 
a n d s u m m e r vacat ions (over fifty ses 
s ions to da te ) . E a c h ser ies has h a d at 
least t w o fami l i e s w i th m u l t i p l e m e m 
b e r s a t t e n d i n g in v a r i o u s c o m b i n a 
t ions e .g . wel l p a r e n t / a d u l t ch i ld; s ib
l ings ; a d u l t c h i l d / s p o u s e ; a d u l t c h i l d / 
g r a n d c h i l d . T h e g r o u n d ru les es tab
l i s h e d by c o m m o n a g r e e m e n t w e r e that 
m e m b e r s are f r e e to a t t e n d for as l o n g 
as t h e y w i s h , wi th respons ib i l i ty to in 
f o r m t h e g r o u p w h e n t h e y wi sh to ter
m i n a t e contac t . B y c u s t o m a n d e x p e c t a 
t ion m e m b e r s n o t i f i e d t h e g r o u p o r 
l e a d e r w h e n t h e y w e r e u n a b l e t o a t t e n d 
a se s s ion . I n pract ice , m e m b e r s a t t e n d e d 
wi th g r e a t regu lar i ty a n d h a d a s t r o n g 
s e n s e o f respons ib i l i ty t o e a c h o t h e r a n d 
t h e l e a d e r . 

Program Dynamics 

S o m e c o m m e n t s are in o r d e r a b o u t 
t h e d y n a m i c s o f m e m b e r s h i p in a s u p 
p o r t g r o u p . U n l i k e t h e r a p y p a t i e n t s 
w h o at tr ibute the ir p a i n to faults t h e y 
s e e w i t h i n t h e m s e l v e s o r o t h e r fami ly 
m e m b e r s , s u p p o r t g r o u p m e m b e r s v i ew 
t h e m s e l v e s as n o r m a l p e o p l e c a u g h t in a 
l i fe cyc le s i tuat ion b e y o n d the ir c o n t r o l . 
A s a resu l t o f this v i ew , they quickly 
b o n d wi th o t h e r g r o u p m e m b e r s s imi
larly a f f e c t e d . T h e y are usua l ly n o n -
d e f e n s i v e , e m p a t h i c wi th o t h e r s a n d 
fairly o p e n t o e x a m i n i n g p e r s o n a l a n d 
fami ly var iables a n d o p t i o n s . T h i s is n o t 
t o d e n y that e a c h has h i s / h e r charac
terist ic m e t h o d o f u n d e r s t a n d i n g a n d 
c o p i n g . S i n c e t h e s u p p o r t g r o u p e x p e r i 
e n c e e n c o u r a g e s part i c ipants to e x a m 

i n e e a c h i d e a o n its mer i t s , m e m b e r s 
a lways s e e m to re ta in t h e f e e l i n g that 
t h e y are in c h a r g e o f the ir o w n d e c i s i o n s 
a n d c h o i c e s . T h e s e reac t ions s e e m t o 
a p p l y e v e n w h e n u n h e l p f u l a t t i tudes 
t o w a r d s self, ill re lat ives o r a l t ernate o p 
t ions are d i s c u s s e d . A d d i t i o n a l l y , m a j o r 
m o v e m e n t o n crucial i s sues o f t e n o c c u r s 
fairly rap id ly (e .g . o f t e n in t e n w e e k 
c y c l e s ) . E x a m p l e s i n c l u d e b e c o m i n g 
m o r e realist ic a b o u t re lat ives ' disabi l 
ity, a c k n o w l e d g i n g the ir o w n c o n t r i b u 
t ion t o fami ly p r o b l e m s , m a k i n g c h a n g e s 
i n r e s p o n s i b i l i t y f o r h o m e c a r e ar
r a n g e m e n t s , a n d r e s o l v i n g c o n f l i c t s 
a b o u t re lat ives ' ins t i tu t iona l i za t ion . O n e 
s ee s a l so shifts in fami ly c o m p l e m e n t a r 
ity a n d a c c e p t a n c e o f r o l e c h a n g e s p r e 
v ious ly re jec ted . 

T h e s u p p o r t g r o u p p r o c e s s , i n c l u d i n g 
t h e l e a d e r ' s c o n t r i b u t i o n , h a s t h r e e 
m a j o r e l e m e n t s ; e d u c a t i o n , s u p p o r t a n d 
t h e r a p y . A l l t h e e l e m e n t s c o m b i n e 
s o m e h o w to m a k e t h e g r o u p p r o c e s s a 
t h e r a p e u t i c o n e , e v e n t h o u g h it is a var
iant o f m o r e tradi t ional f o r m s . T h e 
s u p p o r t g r o u p is u n q u e s t i o n a b l y a 
major f o r c e for c h a n g e . It is a n o t h e r 
i m p o r t a n t r e m i n d e r t h a t s i g n i f i c a n t 
p e r s o n a l c h a n g e c a n c o m e a b o u t in 
m y r i a d ways , e spec ia l ly d u r i n g p e r i o d s 
o f p r o l o n g e d stress w h e n i n d i v i d u a l s 
s e e m to b e m o r e o p e n t o r e a d a p t a t i o n . 
T h e e x p e r i e n c e o f a n A l z h e i m e r s u p 
p o r t g r o u p is a l so a t r ibute t o t h e h u m a n 
spirit . B o t h o r d i n a r y a n d g i f t e d p e o p l e 
f a c e d wi th t h e respons ib i l i ty act wi th 
g r a c e for t h e m o s t part , w h i l e in t o u c h 
wi th the ir p e r s o n a l a n g u i s h , loss a n d 
a n g e r o v e r t h e p r o g r e s s i v e d e t e r i o r a t i o n 
o f a n i m p o r t a n t fami ly m e m b e r . 

S o m e o b s e r v a t i o n s a b o u t t h e r o l e o f 
g r o u p l e a d e r are n e e d e d . T h e g r o u p 
n e e d s very m u c h to trust t h e l e a d e r . I n 
o r d e r t o g i v e that trust , t h e g r o u p m e m 
bers e x p e c t o f h i m / h e r a s o u n d cl inical 
k n o w l e d g e o f t h e n a t u r e o f A l z h e i m e r ' s 
D i s e a s e , t h r o u g h its f o u r g r a d e s o r 
s tages . T h e g r o u p n e e d s r e a s s u r a n c e 
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also that t h e l e a d e r u n d e r s t a n d s t h e 
n a t u r e a n d d y n a m i c s o f fami ly reac t ions 
a n d c a n u n d e r s t a n d the spec i f ic find
i n g s for e a c h g r a d e , ( s tage or p h a s e ) . 

F o u r S t a g e s o f t h e D i s e a s e 

Grade I: (Early Stage) 
Subjective complaints o f memory deficit. 
Self awareness that something is different. 
Decreased functioning in complex situations 

at work and on social occasions. 
Beginning anomia (word loss) and, or con

centration deficit. 
Deficit in handling money and numbers. 
Diminished comprehension and reaction. 
Some anxiety, depression and denial. 
Increased irritability. 
Avoidance of the unfamiliar. 

Grade II: (Middle Stage) 
Evident retardation of comprehension and 

expression. 
Marked difficulty in calculation and a con

centration deficit. 
Substantial problem with decision making 

and planning. 
Inability to perform complex tasks. 
Flattened affect and significant denial. 
Marked self absorption and insensitivity to 

other's feelings. 
Avoidant of any challenging situation. 
Periodic confusion and episodic disorienta

tion to time and place. 
Lose thread of conversation. 

Grade III: (Middle Stage) 
Marked personality and behavioral changes 

(variable) e.g. delusional and/or accusa
tory behavior, marked anxiety, agita
tion, etc. 

Misidentification of people . 
Marked memory deficit for recent events. 
Substantial loss o f orientation to time and 

place. 
Marked deficit with numbers or in identify

ing objects, body parts, etc. 
Confused by changes in routine and loca

tion. 
Neuro-motor loss evident (variable) e.g. gait, 

balance, locomotion swallowing dis
orders. 

Incontinence of bladder and bowel (variable) 
Difficulty with activities o f daily living e.g. 

eating, dressing, bathing, etc. 
Loss of purposive behavior and willpower 

due to inability to retain a thought long 
enough to complete an action. 

Grade IV: (Late Stage) 
Marked apathy. 
Recent and remote memory poor to absent. 
Loss of intelligible speech. 
Marked confusion and disorientation. 
Complete loss bladder and or bowel control. 
Requires assistance with ambulation, eating 

and other activities of daily living. 
Marked perseveration of words and actions. 
Startle reactions evident. 

P a t i e n t a n d F a m i l y M a n a g e m e n t 

Discussion with family m e m b e r s about 
t h e m a n a g e m e n t o f t h e p a t i e n t at 
h o m e c o v e r e d b o t h basic s i tuat ions e n 
c o u n t e r e d p l u s p r e - e x i s t i n g conf l i c t s 
h e i g h t e n e d by the stress o f a n Alz 
h e i m e r p a t i e n t w i t h i n t h e f a m i l y . 
Fami l i e s w e r e c u e d a b o u t t h e charac
teristic p a t i e n t r e a c t i o n s in early s tages 
o f A l z h e i m e r ' s o f a v o i d a n c e , subst i tu
t ion a n d wi thdrawal in s i tuat ions t h e y 
w e r e h a v i n g d i f f i c u l t y , e . g . n a m e s , 
p laces , faces , e tc . T h e pat ient 's s e n s e o f 
loss , vu lnerabi l i ty a n d lack o f c o n f i d e n c e 
c a n be o v e r c o m e in part by a d o w n - t o -
e a r t h fami ly a t t i tude in w h i c h r e m i n d e r , 
s i m p l e r e p e t i t i o n , c o n s i s t e n c y a n d ca lm
ness c o n v e y e d in a q u i e t vo i ce are m o s t 
h e l p f u l . T h e s i m p l i f i c a t i o n o f da i ly 
r o u t i n e s a n d t h e r e d u c t i o n o f avai lable 
c h o i c e s f r e q u e n t l y p r e v e n t u n n e c e s s a r y 
stress . 

Real i ty o r i e n t a t i o n wi th pat i ent s o n a 
dai ly basis is vital, espec ia l ly in c o m b i n a 
t ion with s i m p l e inte l lec tual s t i m u l a t i o n . 
I r e c o m m e n d always t h e insta l lat ion o f 
smal l b lackboard o r c o r k b o a r d o n the 
k i t c h e n wall . T h e day , d a t e a n d t i m e o f 
all major dai ly e v e n t s s h o u l d b e n o t e d 
a n d r e p e a t e d f r e q u e n t l y . Famil iar o b 
j ec t s , e .g . n e w s p a p e r , m a g a z i n e s , s h o u l d 
b e r e t a i n e d in t h e s a m e locat ion . P h o t o 
g r a p h s o f fami ly , f r i e n d s s h o u l d b e 
l o o k e d at t o g e t h e r f r e q u e n t l y wi th re
m i n d e r s o f n a m e s , faces a n d places . A 
large c lock a n d a l arge c a l e n d a r , m a r k e d 
o f f dai ly, s h o u l d b e wall m o u n t e d a n d 
r e f e r r e d to o f t e n . 
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B a t h i n g , g r o o m i n g a n d c h a n g e s o f 
c l e a n c l o t h i n g are o f t e n dai ly f u n c t i o n s 
t o w h i c h pat i ent s object . S ince c leanl i 
ness a n d presentab i l i ty are i m p o r t a n t 
for g o o d h y g i e n e a n d s e l f - e s t e e m , it is 
i m p o r t a n t that pa t i ent s b e r e m i n d e d 
dai ly o f t h e r e a s o n s t h e s e t h i n g s are 
neces sary . T h e p r o c e d u r e s s h o u l d be 
s impl i f i ed a n d c o n s i s t e n t t o m a k e pa
t ient's par t i c ipa t ion eas ier a n d m o r e 
acceptab le . 

A s p a t i e n t c o m p r e h e n s i o n l e s s e n s , 
fami ly m e m b e r s f r e q u e n t l y r e s p o n d by 
r e d u c i n g the ir in t erac t ion wi th the ir rel
at ive . T h i s o f t e n takes t h e f o r m o f n o 
l o n g e r ta lk ing with t h e pa t i en t b u t at 
h i m / h e r . It is p a i n f u l t o l o w e r o n e ' s e x 
p e c t a t i o n o f a d i sab led re lat ive wi th 
w h o m o n e has a s igni f icant r e l a t i o n s h i p , 
b u t it m u s t b e d o n e w h e n e n c o u n t e r i n g 
A l z h e i m e r ' s D i s e a s e . T o a v o i d stress 
fami ly s h o u l d n o t insist or e x p l a i n that 
t h e p a t i e n t d o s o m e t h i n g h e / s h e is n o 
l o n g e r c a p a b l e o f u n d e r s t a n d i n g . A 
g o o d subst i tute m e t h o d is to s h o w lit
eral ly w h a t is e x p e c t e d , r e i n f o r c e d by 
g e s t u r e s , a n d a n y e a s i l y g r a s p a b l e 
m e t h o d that c o n v e y s m e a n i n g o t h e r 
t h a n verbal e x p l a n a t i o n . T h e p r i n c i p l e 
is that t h e c a r e taker m u s t d e v e l o p n e w 
m e a n s o f i n t e r a c t i n g wi th t h e pat i ent , 
b a s e d o n a n a c c e p t a n c e o f the realistic 
l imi tat ion . 

A s s u r i n g c o m p e t e n t a n d i n t e r e s t e d 
m e d i c a l care for A l z h e i m e r pa t i en t s is 
o f t e n p r o b l e m a t i c . M a n y phys ic ians , as 
d o m a n y social w o r k e r s , a n d o t h e r s walk 
away f r o m pat i ent s wi th d e m e n t i a . T h i s 
is n o t b e c a u s e phys ic ians o r social work
ers are bad p e o p l e , b u t b e c a u s e m a n y 
p r o f e s s i o n a l s h a v e h i g h l y p e r s o n a l 
r e a c t i o n s t o d e t e r i o r a t i n g c o n d i t i o n s 
t h e y c a n n o t c h a n g e . T h e fact r e m a i n s 
that A l z h e i m e r pat i ent s r e q u i r e m e d i c a l 
m a n a g e m e n t o f the ir c o n d i t i o n , c o u p l e d 
wi th t h e n e e d for c a r e for o t h e r c o n d i 
t ions t h e y d e v e l o p , all c o m p l i c a t e d by 
the ir dif f iculty in r e p o r t i n g s y m p t o m s . 
My r e c o m m e n d a t i o n to fami l i e s is that 

they h a v e f rank face - to - face d i s c u s s i o n 
with the ir p r e s e n t o r p r o s p e c t i v e phys i 
c ian o u t l i n i n g the ir c o n c e r n s a b o u t b o t h 
pat i en t a n d the ir o w n n e e d s f o r p r o f e s 
s ional l e a d e r s h i p . I f a p h y s i c i a n e lects 
n o t to b e t h e p r i m a r y c a r e p h y s i c i a n 
t h e n it is u n w i s e to try to c o n v i n c e h i m / 
h e r o t h e r w i s e . It is p r e f e r a b l e t o o b t a i n 
t h e services o f a d o c t o r w h o is c o m f o r t 
ab le wi th t rea t ing s u c h pat i ent s a n d 
fami l i e s as d e m o n s t r a t e d by b o t h p e r 
sonal a g r e e m e n t a n d availabil ity w h e n 
ca l led . 

A re la ted p r o b l e m is t h e f r e q u e n c y 
wi th w h i c h A l z h e i m e r pat i ent s d e v e l o p 
tox ic d r u g e f fects w h e n the ir m e d i c a t i o n 
in take is n o t carefu l ly m o n i t o r e d . T h i s 
o c c u r s w h e n t h e r e a re several p h y s i c i a n s 
p r e s c r i b i n g , n o n e o f w h o m a s s u m e s 
m e d i c a l l e a d e r s h i p , w h e n pat ient 's take 
the ir o w n m e d i c i n e or w h e n a wel l f a m 
ily m e m b e r d o e s n o t take respons ib i l i ty 
for d i s p e n s i n g m e d i c i n e d irect ly to t h e 
pat i ent . T o x i c d r u g e f fec t s m a y o c c u r in 
t h e p r e s e n c e o f carefu l m o n i t o r i n g , b u t 
is less l ikely t o o c c u r a n d can b e cor 
r e c t e d m o r e r e a d i l y w h e n i n t a k e is 
s u p e r v i s e d . A major p r o b l e m a n y phys i 
c ian faces in t i trat ing d r u g d o s a g e s a n d 
in e v a l u a t i n g d r u g e f fec t s is t h e u n r e l i a 
bility or inabil ity o f t h e p a t i e n t to d e 
scr ibe c h a n g e s , s y m p t o m s , d r u g reac
t ions , e tc . A p h y s i c i a n m u s t care fu l ly 
m o n i t o r clinical s y m p t o m s o f A l z h e i m e r 
pat i ent s s ince t h e s e d i sab led p e o p l e are 
n o t re l iable i n f o r m a n t s . 

O v e r t h e y e a r s I h a v e l e a r n e d a 
n u m b e r o f i m p o r t a n t l e s sons f r o m Al
z h e i m e r pat i ent s a n d the ir fami l i e s . A s 
p e o p l e , t h e y react to t h e d i s e a s e a n d its 
m a n i f e s t a t i o n s in t h e c h a r a c t e r i s t i c 
f a s h i o n wi th w h i c h t h e y h a v e dea l t w i th 
p r o b l e m s a n d crises all the ir l ives . Bas ic 
p e r s o n a l i t y p e r c e p t i o n a n d a d a p t a t i o n 
c o n t i n u e to o p e r a t e as b e f o r e . P r e 
e x i s t i n g p e r s o n a l a n d fami ly conf l ic ts 
c o n t i n u e to p lay the ir a c c u s t o m e d r o l e 
in t h e i r a p p r o a c h a n d s o l u t i o n s t o 
h u m a n p r o b l e m s . O n l y as t h e fami l iar 
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a d a p t a t i o n s fail to w o r k in t h e n e w situ

a t ion d o p e o p l e e x p e r i e n c e t h e stress 

a n d p a i n w h i c h m a y o p e n t h e m u p to 

be t t er s o l u t i o n s . M a n y fami l i e s b e g i n to 

look at t h e m s e l v e s m o r e in trospec t ive ly 

in r e s p o n s e to the p a i n a n d s o m e b e g i n 

to m o v e t o w a r d s qual i tat ively i m p r o v e d 

re la t ionsh ips . O t h e r s , o f c o u r s e , d o not . 

O f the t h i r t y - o n e fami l ies I w o r k e d wi th 

ex tens ive ly d u r i n g t h e c o u r s e o f this 

two-year project , e i g h t fami l ies s o u g h t 

i n d i v i d u a l a n d family c o n s u l t a t i o n for 

var ious u n r e s o l v e d p r o b l e m s . S u c h s u p 

p l e m e n t a l contac t lasted f r o m several 

w e e k s to m a n y m o n t h s . O f t h e e i g h t 

fami l ies , I i n c o r p o r a t e d f ive pat ients 

w i th in fami ly ses s ions . T h e o t h e r t h r e e 

pat ients w e r e unava i lab le by v ir tue o f 

l iv ing at the t i m e wi th o t h e r adu l t chi l

d r e n or s p o u s e s in d i s tant states . 

T h e n a t u r e o f c o m p l e x fami ly s i tua

t ions d i s c u s s e d in t h e s u p p o r t g r o u p 

a n d in s u p p l e m e n t a l family t r e a t m e n t 

w e r e w i d e r a n g i n g . 

C a s e I l l u s t r a t i o n s 

/. A Death-Bed Promise—The V Family: 
An anxious 25 year-old pregnant woman, 
mother of a hyperactive toddler was an ac
tive member of the first and second support 
groups. T h e presenting problem was in con
nection with providing adequate care for her 
73 year-old widower father, diagnosed several 
years earlier as having Alzheimer's Disease. 
Her only sibling was a 22 year-old sister more 
recently married than she, with a small infant. 
T h e two sisters, who were in disagreement 
about the severity of the father's disability, had 
been caring for him alternately in their own 
homes for six week periods at a time until 
recently. Following an argument, the older 
sister insisted on placing the father in a senior 
citizens' hotel outside New York City. This 
failed after two weeks due to the patient's dis
orientation and toxic drug reaction from a 
lanoxin (heart medicine) overdose requiring 
hospitalization and restabilization. When the 
hotel refused to readmit the father as unsuit
able the sister in the group took him into her 
own h o m e again. 

T h e family has had much trauma. T h e par
ents had been in a concentration camp as 

Holocaust victims where each had lost their 
previous spouses and children. They emi
grated to the United States after the war, sub
sequently met and married, and had both 
daughters in their middle age. T h e father, a 
retired kosher butcher, was described as a 
rigid, cold, agitated person, out of control. T h e 
younger sister accepted my invitation to join 
the group and she travelled in from Brooklyn 
regularly, infant and all. Discussion revealed 
that the daughters had the more meaningful 
relationship with their mother who developed 
cancer when they were teenagers. T h e y nursed 
their mother at h o m e for the last two years of 
her life. T h e older daughter could never for
give her father for his childlike dependence on 
the mother and his unavailability to them all 
their lives. His total helplessness during the 
mother's last years was especially galling. T h e 
mother extracted a death bed promise from 
the older daughter, who hated her father 
thoroughly, that she would care for him after 
the mother's death to which the daughter 
agreed. 

Several family interviews, incorporating the 
father, revealed a frightened, rigid, childlike 
man with Grade II Alzheimer's Disease, mildly 
confused, disoriented and overwhelmed. T h e 
angry older daughter was feeling trapped by 
her promise to her mother and a continuing 
rage toward the father which she could barely 
contain. T h e younger daughter was trying un
successfully to mediate an impossible situation. 
Group and family sessions succeeded in con
veying to the family that regardless o f hurtful 
family history, the daughters were dealing with 
a sick, old man incapable of change or restitu
tion, who required family leadership in ob
taining a supervised environment where he 
could feel safe and be cared for more ade
quately. 

T h e older daughter tempered her rage suf
ficiently to allow her sister to play a more 
prominent role. T h e sister obtained admission 
for her father to an acceptable health related 
facility near her own h o m e in Brooklyn, where 
the father made a more adequate adjustment 
for the first time in many years. T h e older 
sister Finally was able to acknowledge that her 
angry behavior towards her father was her 
method of punishing him for his misdeeds, of 
which she had been hitherto unaware. She 
found some peace at last and the sisters then 
continued the support group through the 12th 
(final) session of the second series. 

2. A Case of Role Reversal—The Q Family: 
A 58 year-old gentle, bright, successful busi
ness man jo ined the support group two years 
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ago and has continued active participation to 
date. His 55 year-old wife w h o m he loves 
dearly had been diagnosed several years earlier 
as having Alzheimer's Disease. H e was deeply 
troubled by her angry denial that she had Alz
heimer's, by his inability to please her in any 
way and by the burden and anger he felt at 
having to take care of everything, a job previ
ously carried very well by his wife. Several joint 
evaluatory sessions with the couple confirmed 
a relationship that was loving and an angry, 
denying and avoidant wife, with Alzheimer's 
dementia , grades I—II. Several additional 
joint sessions devoted to dealing openly with 
the reality of the wife's condition led to her 
r e l u c t a n t a c k n o w l e d g e m e n t , t h e r e b y di
minishing her fear somewhat and the hus
band's concern that he could never deal with 
this issue. 

T h e husband's participation in the support 
group over the months has been thoughtful , 
reflecting the great pain he felt at the turn his 
life has taken. Periodic discussion of his con
cerns revealed the following additional dilem
mas. H e is basically dependent at h o m e , was 
trained to d e p e n d on the woman of the house, 
has always had difficulty sharing his feelings 
with his children, expects himself to be able to 
come u p with solutions for all troubling family 
matters, without informing anyone about his 
worries. Over a period of months, h e began to 
experience the group as a supportive place 
where he could talk openly, with acceptance, 
about his concerns. 

H e was subsequently helped to resolve the 
following issues. He discussed with their three 
sons who lived out of state, particularly the 
oldest son and daughter-in-law, his need for 
assurance that in the event o f his death, the 
children would administer the estate in a man
ner designed to provide h o m e care and in
stitutional care when needed for their mother. 
T h e children's ready assent and personal ex
pression of concern for both their mother and 
himself was most reassuring. Next , he was 
helped to hire a part-time h o m e health aide 
and companion for his wife over her objections 
to assist in both homemaker and socialization 
functions. H e became somewhat more com
fortable in living with his wife's disapproval of 
anything which confirmed that she had a 
problem. H e accepted gradually that as the 
responsible caretaker, he had to do what he 
believed was genuinely in her best interest. As 
her condition progressed over the next year-
and-a-half, the husband introduced a trained 
recreation worker two days a week to provide 
exercise, intellectual stimulation and socializa

tion, especially important now that she had 
fewer activites and friendships than before. 

T h e most difficult task for the husband to 
accept is the role of family planner, social sec
retary and sole decision maker, though h e in
forms his wife sensitively of all that is go ing on. 
A major hurdle is his feeling that this is 
woman's work and that he feels his manhood 
diminished thereby. I have taken the tack that 
he is fully justified in his feeling by virtue of his 
training and our cultural values. T h e di lemma 
which he must accept, though he is not re
quired to like it, is that the task is his by default. 
His only choice is whether to do it or to leave it 
undone . Since he is essentially such an orderly, 
responsible person he elects to do it, albeit re
luctantly and sometimes tardily. O f greatest 
importance is that the husband continues to 
function well as both husband and wage earner 
under difficult circumstances. His relationship 
with his children continues to improve and be
come closer. H e feels less alone with his family 
and within himself. H e is managing a difficult 
task with dignity, courage and caring and with 
less pain. T h e Support Group has played a 
helpful role in his improved functioning. 

3. The Angry Wife—The F Family: 
An attractive, assertive and very angry 73 
year-old woman jo ined our open-ended family 
support group in January 1984. Her 74 year-
old husband was diagnosed last fall as having 
Senile Dementia of unknown origin. T h e wife's 
description of the event centered on the argu
ment she had with the consulting neurologist 
who suggested that her husband's dementia 
was probably Alzheimer's, but he could not 
confirm this in the absence of a C A T scan 
(computerized axial tomography) to demon
strate loss of brain mass. In the group, we 
ascertained that her great anger was related to 
blaming her husband for becoming ill, thereby 
making the rest o f her life forever different 
and harder. She acknowledged the unrea
sonableness o f her thinking, but found it hard 
to control her outbursts. She decided to come 
to the group because she knew she was fright
ened and needed both knowledge and the 
ability to control herself better. 

I saw the couple jointly for evaluation and 
saw evidence of Senile Dementia, probable Alz
heimer type, Grades II-III. T h e husband is a 
pleasant, passive man with good social affect, 
who at the time was fearful, apprehensive and 
almost non-communicative. H e responded well 
to reassurance and physical touch. H e had a 
medical history of surgery twice in the past five 
years for excision of a slow growing prostate 
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malignancy. H e had recently begun again to 
dribble urine daytime and to be incontinent at 
night. A urological consultation was suggested, 
since the wife had not followed up on the 
symptom. Her attitude towards her husband 
was clearly ambivalent. She described a good 
marriage based on his passivity and her domi
nance. There was obvious affection, but it was 
mixed with her marked irritability towards the 
patient. She acknowledged yelling at him con
stantly. 

During the next four months in weekly 
group meetings, the wife showed herself to be 
open to learning about the nature and prog
ress of dementia, the diminished capacity of 
the patient to comprehend and perform and to 
identify her own reactions and di lemmas to a 
frightening situation. T h e patient had less and 
less stimulus, she was working harder to care 
for him, e.g., bathe him twice daily, wash bed 
linen and all his clothing changes daily, had 
less time for her own activities, felt trapped 
and wanted to run. With discussion, the first 
major change was a diminished anger, within 
herself and towards patient. She followed u p 
on my suggestion that she consider enrolling 
her husband in the Day Care Center operated 
by the Geriatric Center. 

Patient began attending three days a week, 
giving the wife respite from 8:30 A.M. to 3:00 
P.M. for her own activities. T h e patient made a 
good adjustment and has begun to paint again, 
an activity he gave up many years ago. His fear 
has certainly d iminished. H e has recently 
begun to lose bowel control and this needs to 
be evaluated medically. T h e wife is now able to 
inform their two sons, both of whom are con
cerned, that she is less overwhelmed and will 
need their support when she eventually must 
move their father into nursing h o m e place
ment. T h e family will support that move 
whenever the mother feels she can no longer 
care for father. She has just arranged for a 
practical nurse, with experience in the field, to 
help out at h o m e during the hours before and 
after the patient is at Day Care. At a recent 
session, she announced that the nurse has 
agreed to care for the patient during the entire 
week in J u n e that the Senior Citizens Club at 
the YM-YWHA will be away on an early vaca
tion at their summer camp. Thus , she will have 
her first respite alone in more than four years. 

Staff Training 

I n o r d e r to serve d e m e n t i a pat i ent s 
a n d their fami l ies l iv ing in the c o m m u 

nity, fami ly a g e n c i e s h a v e a respons ib i l 
ity to train social w o r k e r s t o w o r k wi th 
this p o p u l a t i o n . Social w o r k e r s l ikely to 
w o r k wi th this p o p u l a t i o n in t u r n h a v e 
a n o b l i g a t i o n t o l e a r n t o f u n c t i o n in this 
c o m p l e x area . I n a d d i t i o n , social work
ers l ike m y s e l f w h o h a v e h a d a n e x p o 
s u r e to this p o p u l a t i o n a n d w h o h a v e 
d e v e l o p e d spec ia l k n o w l e d g e a n d c o m 
p e t e n c e in this field, h a v e a n ob l iga t ion 
t o t ransmi t t h e k n o w l e d g e a n d p r e p a r e 
t h e n e x t g e n e r a t i o n o f c l in ic ians to work 
wi th c l ients w h o n e e d t h e s e serv ices . 

A s part o f t h e A l z h e i m e r Fami ly S u p 
p o r t G r o u p Project , I a t t e m p t e d to m e e t 
t h e t r a i n i n g o b l i g a t i o n , by inv i t ing five 
i n t e r e s t e d c o l l e a g u e s to part ic ipate with 
m e o v e r t h e t w o y e a r p e r i o d . T h e 
t ra in ing a s p e c t c o n s i s t e d o f e a c h col
l e a g u e sitt ing in ser iat im for six to twelve 
w e e k l y s e s s ions . T h i s was f o l l o w e d by 
ind iv idua l c o n f e r e n c e s e a c h w e e k that 
p e r s o n was t h e o b s e r v e r — p a r t i c i p a n t . 
T h e c o n f e r e n c e d e a l t wi th all mater ia l 
i n c l u d i n g c o l l e a g u e s ' o b s e r v a t i o n s a b o u t 
the g r o u p p r o c e s s , t h e leader's ro le a n d 
any i s sues n e e d i n g c lari f icat ion r e g a r d 
i n g A l z h e i m e r ' s D i s e a s e a n d its impl ica
t ions . All c o l l e a g u e s e x p r e s s e d pos i t ive 
reac t ions t o t h e e x p o s u r e t o A l z h e i m e r 
p a t i e n t s / f a m i l i e s a n d felt b e t t e r p r e 
p a r e d t o s e r v e t h e m . O v e r t h e t w o - y e a r 
p e r i o d severa l s taf f m e m b e r s s e r v e d 
s u c h c l ients o n the ir c a s e l o a d s wi th p o s 
itive results . 

T w o fami ly a g e n c i e s in o t h e r parts o f 
t h e state , o n e a sister J e w i s h fami ly a n d 
ch i ldren's serv ice , e a c h s e n t a social 
w o r k e r to u s for c o n s u l t a t i o n in s e t t ing 
u p A l z h e i m e r fami ly s u p p o r t g r o u p s . 
T h e c o n s u l t a t i o n s c o v e r e d the i ssues 
d i s c u s s e d in this p a p e r . N o data are 
avai lable yet o n t h o s e n e w p r o g r a m s , 
but t h e y r e p r e s e n t a b e g i n n i n g e f for t . 

Summary 

T h i s p a p e r h a s d e s c r i b e d t h e p r o 
g r a m m a t i c p l a n n i n g , c o m m u n i t y o u t -
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r e a c h a n d s t r u c t u r i n g o f a t w o year p i lot 
A l z h e i m e r Fami ly S u p p o r t G r o u p Proj 
ect . I n c l u d e d has b e e n c o m m e n t a r y o n 
typical c o n c e r n s o f m e m b e r s a b o u t t h e 
n a t u r e a n d p r o g r e s s i o n o f the d i s e a s e , 
t h e e v o l u t i o n o f t h e g r o u p p r o c e s s a n d 
its ra t iona le a n d t h e g r o u p leader 's ro le . 
T y p i c a l c o n c e r n s a b o u t m a n a g e m e n t o f 
t h e p a t i e n t at h o m e h a v e b e e n s u m 
m a r i z e d as wel l as severa l case i l lustra
t ions o f the r e s o l u t i o n o f p r e - e x i s t i n g 
p e r s o n a l a n d fami ly conf l ic t s i tuat ions . 
Final ly , t h e fami ly a g e n c y respons ib i l i ty 
for t ra in ing staff to serve this p o p u l a 
t ion was d i s c u s s e d a n d t h e t r a i n i n g 
m e t h o d u s e d in the project was d e 
scr ibed . 
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25 Years Ago 
It is i n t e r e s t i n g t o n o t e s o m e o f t h e 

f i n d i n g s r e p o r t e d by R a b b i A l f r e d 
J o s p e , in a p i lot s t u d y in i t ia ted in 1 9 5 4 
o n t h e J e w i s h a t t i tudes a n d be l i e f s o f a 
w h o l e class o f i n c o m i n g f r e s h m e n at 
Hi l le l F o u n d a t i o n s at t h r e e un ivers i t i e s 
in t h r e e d i f f e r e n t g e o g r a p h i c areas . H e 
f inds that t h e J e w i s h s t u d e n t today is 
very "polite" to his r e l i g ion . T h e r e is a 
h i g h r e g a r d f o r t h e s y n a g o g u e . Ye t o n l y 
5% testify that t h e y a t t e n d serv ices wi th 
a n y d e g r e e o f regular i ty . N e v e r t h e l e s s 
two- th i rds o f t h e r e s p o n d e n t s assert that 
o n e n e e d s re l i g ious be l i e f in o r d e r to 
attain a m a t u r e p h i l o s o p h y o f l ife a n d 
t h e s a m e p r o p o r t i o n th inks that re l i g ion 
has h a d at least a m o d e r a t e i n f l u e n c e o n 
the ir u p b r i n g i n g . 
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