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“Although I  would 

never have invited 

this disease into m y 

household, I  am  

glad that  I  am  able 

to be there for 

them  at  their t im e 

of greatest  need.”  

Older carer 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

“ I  had ideas about  

how I  would like to 

spend this t im e of 

m y life. Now I  feel 

as if I  am  start ing 

all over again.”  

Older carer 

Psychosocia l support  for older 

carers: a sum m ary 

Millions of older  people are car ing for  orphaned children and for  

fam ily m em bers living w ith AI DS-related illnesses, but  they are 

often overlooked by developm ent  programm es. These guidelines, 
a im ed at  program m e m anagers, explain the issues facing older  

carers and set  out  w ays to give them  the em ot ional and social 

support  they need to carry out  their  vita l role. 

Most  people expect  their  caring dut ies to ease off in later life. But  around 

the world, m illions of older people find them selves looking after their  

adult  children as they becom e ill or die as a result  of HIV and AI DS, and 
taking on care of grandchildren. In east  and southern Afr ica, older people 

care for at  least  40 per cent  of the 12 m illion children orphaned by AI DS, 
according to studies by UNI CEF and HelpAge.  

For m any older carers, caring for children is a great  privilege, but  it  is 

also a huge responsibility that  com es at  a t ime when they are gr ieving 
for the loss of their son or daughter. 

All carers need a range of support , including emot ional and social 

support , as well as pract ical things such as adequate shelter, nutr it ious 
food, clothing, healthcare and incom e. But  often carers’ needs are not  

m et , and their  car ing dut ies leave them physically and psychologically 

overwhelm ed and financially st ruggling. Older carers, in part icular, face a 
num ber of specific challenges. 

W hat  challenges do older  carers face? 

The dem ands of caring can put  a great  st rain on an older person’s sense 

of wellbeing. Older carers, m ost  of whom  are wom en, frequent ly lack 
regular incom e and enough food. Many have to sell assets, including 

land, to enable them  to meet the needs of children in their  care. Tim e 

spent  on caring leaves them  with lit t le or no t ime to earn an incom e.  

Many st ruggle to m ake sure that  their grandchildren receive an 

educat ion. Many have diff icult y m aintaining their  own health and that  of 

their grandchildren. Older carers often find it  hard to pass on life skills to 
their grandchildren and give them em ot ional support . All these factors 

can have a severe im pact  on the relat ionship between older carers and 

children.  

Every carer ’s situat ion is different , but  older carers often describe 

difficult ies in the following areas:  

• The caregiving role   Older carers face the physical st rain of looking 

after sick adults and children, and the responsibilit y for providing 

children with care, love, affect ion, protect ion, inform at ion and 
discipline. 

• Mater ial needs  They have to cover the cost  of housing, food, 

clothing, shelter, schooling, healthcare and funerals, often m ade worse 
by the lack of any regular incom e such as a pension, or t ime to 

generate an incom e. 

• Ent it lem ents  They have to find out  what  benefit s and services they 
and their family m em bers are ent it led to, and how to access them . For 

exam ple, older people are often excluded from  HIV prevent ion 

program m es, while parent ing programm es are often open only to 
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“Older people want  

the way they have 

grown up to be 

respected. They 

take t im e to get  

used to new ideas.”  

Older carer 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Case study: South Afr ica 

In South Afr ica, Muthande 

Society for the Aged (MUSA)  

t rains older carers as volunteer 

counsellors and peer educators. 

The volunteers provide support  

and advice, ranging from HIV 

prevent ion to recognising and 

report ing cases of abuse. The 

t raining also helps volunteers t o 

cope with their own grief. 

 

 

m others. 

• Staying healthy   They often have lim ited t im e to rest , a poor diet  or 

difficult y accessing health services because they are too busy or t ired, 
or cannot  afford t ransport  or m edicines. 

• Em ot ional needs  They face the m ental st rain of coping with family 
sickness and bereavem ent while caring for others. 

• Relat ionships w ith fam ilies  They m ay have difficult y comm unicat ing 

with the children they care for (especially teenagers)  and coping with 
fam ily disputes on issues such as childcare, m oney or inheritance. 

• Discrim inat ion and abuse   Older carers who are vulnerable 

them selves are at  risk of neglect  or violence, which puts the whole 
fam ily at  r isk. 

• Relat ionships in the com m unity   Older carers m ay be isolated by 

HIV- related st igm a and a weak social support  network -  the “web”  of 
people around the carer, including fam ily, neighbours, com munity 

groups, and com munity or religious leaders. 

W hat  is psychosocial support? 

Psychosocial support  for older carers can be defined as showing love and 
respect  for them , and connect ing them  to social support  system s, so that  

they regularly receive care and appreciat ion from  their  families and 

com munit ies.  

Psychosocial support  covers a range of act ivit ies focusing on carers’ 

em ot ional needs, relat ionships with fam ilies, discr im inat ion and abuse, 

and relat ionships in the community. I t  can include set t ing up a support  
group, providing one-to-one counselling or t raining, helping the local 

com munity to become m ore aware of the older carers in their m idst  and 

the support  they need, or helping family mem bers to talk through their 
differences. 

When psychosocial support  is set  up to suit  an individual carer, it  can 
m ake a big difference to their  qualit y of life and their abilit y to care. The 

best  place to start  is by consult ing the carers them selves, so that  they 

can determine what  they would find m ost  helpful. You could do this by 
running a group discussion or visit ing individuals in their  hom es. Then 

you can decide what  services or system s to set  up, and review and 

im prove them  over t im e.  

W hat  psychosocial support  is m ost  needed? 

Boost ing social netw orks 

Social support  networks are ext rem ely im portant  for older carers and 

those they care for. These m ay include older carers’ groups, or linking 

older carers to women’s groups. Support  can be provided through 
regular contact  with the carer, encouraging them  to talk about  problem s, 

helping with chores, br inging them  food or m oney, or praying together. 

Som et im es relat ions and neighbours do not  offer to help because they 

are not  aware of the difficult ies the carer is facing, or they are not  sure 

what  to say. Som et imes they are  aware of older carers’ difficult ies, but  
they are facing similar hardships them selves, making it  diff icult  for them 

to assist  others. St igm a, discr im inat ion and fear of HI V are also reasons 

why people m ay not  offer to help. You can encourage the com munity to 
be m ore support ive by helping them to understand older carers’ needs 

and dispelling myths about  HIV and AI DS. 
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Case study: Tanzania 

In Tanzania, KwaWazee runs 

separate psychosocial support  

groups for grandparents and 

grandchildren to share their 

experiences, discuss problems 

and f ind solut ions. 

 

 

 

 

“Older people do 

not  need to be 

rushed. Treat  them  

with pat ience and 

care.”  

Older carer 

 

 

Case study: Kenya 

Nazareth Mission Hospital, 

Kenya, runs a clinic and support  

groups for older carers to ensure 

they receive equal access to 

healthcare. The clinic is staffed 

by a team t rained to 

comm unicate well with older 

people. 

 

 

You can help carers find out  what  help is available and how to access it . 

You could also set  up support  groups and drop- in cent res. For m any 

people, part icularly those with m ore stable incom e, leisure act iv it ies such 
as singing groups or lunch clubs, can help to relieve st ress. 

Strengthening relat ionships 

Children whose parents have died often say they want  to live with their  

grandparents, because they receive m ore love and affect ion than they 
would if they joined the household of an aunt  or uncle. Children who live 

with their grandparents often help with household chores and care for 
their grandparents when they becom e older. However, the wide age gap 

can lead to conflict  and a lack of understanding on both sides.  

Grandparents often ask for help with issues such as discipline, 
com municat ion, and drug or alcohol use. Program m es can provide 

inform at ion, advice or counselling and help fam ilies to work through 

disagreem ents. I t  is im portant  always to prom ote mutual respect  and to 
em phasise that  children need love as well as boundaries.  

Helping w ith bereavem ent  

Many older carers are caring at  a t im e of intense gr ief, having recent ly 

lost  a son or daughter. Their  son or daughter may have been an 
im portant  source of em ot ional support , econom ic security, hope for the 

future, freedom  and autonom y. Grieving for all this loss can result  in a 

range of feelings, including anger, sadness, shock and guilt . I t  can take a 
long t im e for them  to heal. Even years later, the person m ay be deeply 

affected – especially on special days such as anniversaries or family 

celebrat ions.  

Older carers need care and support  to heal in their  own way. I t  is 

im portant  to support  carers who are bereaved, help fam ilies discuss 
com plex issues, and help carers to com fort  the children they are caring 

for. I f the person shows signs of “com plicated grief” , where they are 

unable to cope for extended periods or are neglect ing them selves or the 
children, they should be referred to specialist  psychological or 

counselling services. 

Dealing w ith abuse 

Older carers and the children they care for m ay be vulnerable to a range 
of abuse and exploitat ion, including exclusion from  comm unity act ivit ies 

or vital services, accusat ions of witchcraft , discrim inat ion because of HIV 

and AI DS, property grabbing, sexual or physical abuse, child labour, 
theft , v iolence or neglect . 

I f t here are signs of possible abuse, it  is im portant  to respond with care. 

A sensit ive approach to the family m ay be all that  is needed, or the 
person m ay sim ply need inform at ion about  rights and ent it lements. 

Other responses m ay include put t ing people in touch with agencies or 

support  groups or, in ser ious cases, contact ing specialist  organisat ions or 
the authorit ies. 

I ncluding m ale carers 

Older m en who are caring m ay need addit ional support  because of 

cultural and social at t itudes. Program m es are often designed to m eet the 
needs of wom en, but  men m ay need specific support  in certain areas. 

For exam ple, they m ay need help with parent ing skills, m anaging the 

household, m aintaining social t ies, coping with their  own em ot ional 
wellbeing and caring for people who are sick. Useful responses include 

educat ing com munity leaders and the com munity about  the im portance 
of involving m en, providing m ixed-sex and single-sex discussion forum s, 
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“The children bring 

a lot  of energy and 

joy into the hom e. 

They are keeping 

m e young.”  

Older carer 
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and creat ing role m odels for m ale carers. 

Encouraging self- care 

Caring for children and people who are sick can be very rewarding, but  it  

can also be draining. Older carers m ay need to take a break from  t im e to 
t im e. They m ay also benefit  from  st ructured act iv it ies that  help to relieve 

st ress, burnout  or com passion fat igue. Helpful init iat ives include support  

for carers (both one-to-one and in groups) , clubs and social act ivit ies, 
and t raining. 

Carers can be encouraged to care for their  own health – for exam ple, by 
get t ing enough sleep and exercise and eat ing well. They can also be 

encouraged use social support  system s, including links with other carers, 

to share their  concerns and talk through difficult ies. They m ay need help 
to become aware of their  lim itat ions and to find ways to have a break 

from  caring dut ies. 

Hom e- based care policies 

Many nat ional hom e-based care policies and guidelines do not  include 
references to the specific needs of older carers, children orphaned by 

AI DS or people liv ing with HIV and AI DS. Consequent ly, hom e-based 

care provider t raining programm es do not  focus on how to support  older 
carers. There is a need to advocate for their inclusion in nat ional hom e-

based care policies and guidelines.   

Key points 

• Older wom en and men play a vital role in caring for children and people 

who are sick, but  they face serious diff icult ies. 

• Program m es can provide older carers with psychosocial support  to help 
them  carry out  their  caring dut ies. 

• Many intervent ions focus on enabling carers and com munit ies to 

support  each other. 

• Support  to older carers should be included in nat ional hom e-based care 

policies and guidelines. 

Find out  m ore 

Psychosocial care and support  for older carers of orphaned and 

vulnerable children:  programm ing guidelines  
Full guidelines on which this summ ary is based. 

HelpAge Internat ional, Nairobi, 2011 

www.helpage.org/ resources/ publicat ions 

Building bridges:  a hom e-based care m odel for support ing older carers of 

people liv ing with HIV 

Describes a m odel developed by HelpAge Internat ional in Tanzania. 
HelpAge Internat ional, London, 2010 

www.helpage.org/ resources/ publicat ions 

 


