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Parents of individuals with intellectual disability (ID) experience a chronic sorrow throughout their
lives. This begins with the diagnosis of ID, and is similar to the process of grief. Parents experience
denial, anger, sadness, and acceptance; this cycle repeats itself when the child is passing through
major developmental milestones as well as during crises and times when the service system is
providing inadequate supports. Suggestions for awareness and helping parents and families are
made.Keywords: chronic sorrow, developmental, families, intellectual disability, mental retardation,parents
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Q.Dr. Hurley, parenting any child is wonderful,
difficult, frustrating and anxiety provoking.

How does having a child with intellectual
disability (ID) typically affect the family?

A.Every family is different, and individuals with
ID are a heterogenous group. Having said

this, however, there are some guiding principles
and findings that are helpful to use when working
with an individual with ID and his or her family.

A classic article was published in 1967 by a social
worker specializing in developmental disability.
Olshanky described “chronic sorrow” as a
pervasive response to having a child with ID and
his conceptualization has stood the test of time,
Briefly, he conceptualized the diagnosis of ID as a
traumatic event imposed on the family of a child.
By nature, new parents feel their child is a
wonderful gift and harbor the wish and belief that
their child will be the best, most wonderful, and
the brightest. As the child develops, his or her
own personality, preferences, temperament, and
abilities unfold. As a result, parents are always
adjusting their wish for the perfect child to the
reality of the individual the child has become.

When the child is diagnosed with ID, typically
before age 5, this process is traumatically

interrupted. The diagnosis is a shock and is often
met with anger and resentment, even if done in a
caring and hopeful way. The parents then have to
integrate this new information with their
conceptualization. The reaction is compared to
that felt when a death occurs. The parents go
through a period of shock, denial, anger, and
finally acceptance.

Olshansky  pointed out, however, that the process5

never stops. Throughout their lives, the parents
may accept the disability, but stay in a state of
“chronic sorrow.” When the child has a problem,
or goes through normal developmental phases or
rites of passage (such as starting high school), the
parents are again reminded of the diagnosis, and
again relive the entire process of shock, denial,
anger, and hopefully some acceptance. Thus, the
parents experience an ongoing chronic sorrow,
interspersed with acute periods of grief.  When the4

child experiences normal problems and
disappointments in life, the parents feel it more
deeply because of the “unfairness” of the
disability.

Q.Does this apply to other family members as
well?
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A.Yes. Comparatively little has been written on
siblings in this way, but research suggests

that siblings are drawn into the complex
phenomenon of parental adjustment and
management of the child with disability. Most
frequently, and understandably, the child with ID
typically requires more attention than other
children in the family, including many medical
appointments. Further, the child with ID is often
rejected by baby sitters, or even extended family.
Thus, siblings become very aware of the
“difference” and being children, and cognitively
self-centered, they often become jealous or
resentful of the sibling with ID. They may become
aware of the sibling being teased at school, or they
may be ridiculed themselves for having a sibling
with ID. Thus, the social consequences are
complex also. Clearly, siblings need their own
special place for talking about the situation and
understanding it better. Parents can use guidance
about how to handle these family situations. 

As a result, two situations can occur. Siblings and
other extended family can become very devoted to
their family member with ID; in contrast, some
never stop being either embarrassed or resentful
for the rest of their lives. There can be a complex
ambivalence: a devotion but also a guarding
against being consumed by the challenges posed
by ID.

Q.Do you think the theory of “chronic sorrow”
is true?

A.Yes. When I bring up these concepts with a
family, they can talk about it, and it often

provokes tears in a session. They are usually
grateful for being heard, and having someone who
can help them articulate their emotional response
to the child without embarrassment. It also helps
parents put a label and cognitive framework on
their reactions which is helpful to understanding,
and it helps them feel that they are not alone in
their reactions.

Q.Can this process help with concrete decision-
making?

A.Absolutely. When working with any person
with ID, or a family directly, one must have

an understanding of how the family feels, what
they have gone through, and how difficult it is to
deal with the lifelong upheavals.

Recently, the Department of Mental Retardation in
Massachusetts developed a videotape series to
help parents make the decision to place their

children in residential homes and supported
apartments. Because of a lawsuit brought by the
Massachusetts Association for Retarded Citizens
(ARC), families with children on a long waiting list
were guaranteed the funds to develop appropriate
placements for their children. There is a time limit
on making the decision, and many parents were
not participating. One of the videotapes was a
discussion group with five mothers and I was
asked to facilitate this group. One mother
discussed her decision to find a placement for her
daughter and discussed how the years had gone,
with problems, but also with great success and
increasing happiness and independence for her
daughter. Another discussed her decision to place
her child and was working on developing the
home. Three others discussed their fears and
many complex reasons to not place their children.
This discussion group allowed a public forum for
all staff in the field and parents to hear people
voice their deepest concerns, conflicts, wishes,
guilt, and love for their children with ID. These
feelings need to be articulated and understood.
Since the production of this video, many parents
have contacted me to have further discussion
about their feelings on a very personal and
emotional level. Several parents I am working
with, upon seeing the videotape, said that for the
first time they can discuss their feelings in the
home, and want to think more seriously about
placing their child. 

Q.How can understanding of “chronic sorrow”
help the professionals working with people

who have ID?

A.Staff at many levels are constantly interacting
with the families of people with ID. Many

professional staff in agency offices are insensitive
to the family’s point of view and have no
knowledge of the concept of chronic sorrow. For
example, the move from special education services
to the adult service system can be most traumatic.
It generally does not go smoothly and parents are
overwhelmed learning an entire new system of
service. In addition, the adult service system is
not an “entitlement” as education is, and often
there are waiting lists and few choices among
service options. Many staff involved in this
transition make it more difficult by not
understanding or verbally acknowledging how this
is a highly emotional and problematic situation, a
major new adjustment, and a situation that
evokes many old feelings. Several case managers
in the adult system, upon viewing the videotape,
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called and told me they never understood the
nature of the feelings and conflicts parents had
around placement of their child.  1,2

Q.Can particular ID syndromes add additional
factors to family stress?

A.Very definitely. Many metabolic and other
disorders require careful dietary and medical

monitoring by the family, adding stress, and
potentially guilt. The necessary medical follow-up
may be time-consuming and financially draining,
with consequences for every member of the family.
Some of this necessary medical monitoring and
follow-up is poorly understood by caregiving
systems, adding another cause for stress and its
consequences for families. 

Heritable syndromes (e.g., chromosome anomalies
and translocation syndromes, familial syndromes,
syndromes with identifiable genetic causes)
require evaluation of immediate and sometimes
extended families, potentially raising fears
(sometimes justifiably) and guilt. Such syndromes
may affect many members of a family, creating
competing needs in variably affected siblings.
Diagnosis of a heritable disorder may set off
problems in relations with extended family.

Some syndromes may affect parent carriers of the
gene. The most common example is fragile X
syndrome; carrier mothers and sisters may have
varying degrees of cognitive dysfunction and
proneness to anxiety and depressive disorders.
Carrier grandfathers may be prone to a
neurodegenerative disorder (FXTAS). Genetic
counseling is an issue for all the siblings in such
a family, and for extended family as well.

Q.Do you have any final suggestions?

A.When a family is present, or when you are
speaking with them on the telephone, do not

be afraid to initiate discussion of feelings so that
they can be talked about. We have a phrase in
psychiatry, “If you can’t put it into words, you act
it out.” Helping parents put their feelings and
thoughts into words is very helpful. One can say,
“This must be difficult, you love John so much,
and seeing him deteriorate must bring up a lot of
feelings.” Affirm the feelings: express your
understanding. 

When you meet a family for the first time, take
this opportunity to discuss the history. For
example, “Sarah has Down syndrome. When did
you first get the diagnosis?” That may open a

discussion, but perhaps not. Thus, you follow up
with feeling. “When you heard that she had Down
syndrome, how did you feel?” Then, there is an
obvious follow up. “What was it like to get services
in those early years?” “What was your experience
in the school system finding the right educational
services for Sarah?” This gives the family a chance
to talk about what they have been through with a
supportive person. During these discussions,
affirm the difficulty when it is discussed. (e.g.,
“That must have been a bad time when summer
programming was denied.”)

Additionally, parents experience interaction with
health care providers and system staff as a nearly
continual barrage of statements about how
“disabled” and “inadequate” their son or daughter
is. Professionals tend to focus on “what is wrong
with the child” and not the child’s strengths. One
must discuss the strengths at length and often.
One must also know, or be prepared to be
educated about, the details of ID syndromes to
better understand what a family’s concerns might
be.

Lastly, parents are typically given advice about
how to handle the problems: suggestions,
alterations of care patterns, and criticism. Parents
need to hear what is good about what they have
done. Give parents enthusiastic praise frequently.
Never end a treatment session, even a short
psychopharmacology appointment, without
praising the parents or family members. For
example, “Cara is always so well dressed—you
take such good care of her.” “I appreciate your
attention to Sam’s medicine—you are such a
devoted parent to him.”

Such discussions also lead to crying. This is
because there are few people who want to have
these discussions with parents and an
opportunity is unexpected and leads to a well of
buried feelings. Welcome the opportunity, support
them, and have a tissue box handy.
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ANNOUNCEMENT
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London:   Gaskell: Royal College of Psychiatrists, October 2003
Website:  http://www.rcpsych.ac.uk/publications/gaskell/99_4.htm

The Camberwell Assessment of Need for Adults with Developmental and Intellectual
Disabilities (CANDID) is a tool for assessing the needs of people with mental retardation/
intellectual disability and mental health problems. It is a modification of the CamberwellAssessment of Need, the most widely used needs assessment for people with severe
mental health problems. The CANDID assesses met and unmet needs in 25 areas,
covering the full range of social, physical health and mental health domains. The
perspectives of staff, service users and caregivers are each assessed so that treatment
and support planning is fully informed. Two versions have been developed: the CANDID-R
is the full version for research use and the CANDID -S is the short version for both clinical
and research use. Both versions are included in photocopiable form, along with a training
program and full rating guidance.

CANDID has been rigorously developed and tested by a multidisciplinary team at the
Institute of Psychiatry in London. It is suitable for use with adults with all levels of mental
retardation/intellectual disability, and will be of particular interest to managers, health and
social care staff and other professionals who wish to meet their legal requirement to
undertake a comprehensive assessment of need. 
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