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Forward

“Medications and Choices:  The Perspective of Families and Youth” is an important contribution to

a complex and often confusing set of issues.  Much is unknown but some things are certain.  Emo-

tional and mental health difficulties, so severe as to challenge a youth’s capacity to function, are in-

creasingly common.  Yet only a fraction of afflicted youth are able to access care.  We are now just

beginning to scientifically understand the developmental, mental health and substance abuse disor-

ders that can appear in childhood and adolescence.  For some of these, effective treatments have

emerged, including: stimulant medication for attention deficit hyperactivity disorder; applied behav-

ioral analysis (ABA) for skill acquisition and reduction of self-harm in autism; and cognitive behavioral

therapy (CBT) in combination with selective serotonin re-uptake inhibitors (“SSRI antidepressants”)

in moderate to severe obsessive compulsive disorder and in depression.  For many other conditions

the current treatment options are not yet as well proven.

Obtaining the right treatment for one’s child is not an easy task.  It requires that pediatricians and

teachers join parents in recognizing a child’s distress, finding an accurate diagnosis, matching that

unique child’s strengths and needs to a specific set of services and care, and accessing evidence-

based treatments—when they are known and available.  This often makes for a hard journey fraught

with delays, changing or multiple diagnoses, and repeated attempts before finding a treatment that

works well for one’s child, relieves their distress and enables them to better participate in the things

they enjoy.

Amidst these hurdles, there are many reasons for parents and youth to be proud and optimistic.  You

have demonstrated a heroic determination to find answers and to trust the best available options –

and these options keep improving.  Disorders once thought to occur only in adults are now more ac-

curately recognized in our youths, and are more precisely understood and diagnosed.  More clinicians

are being trained in increasingly well proven therapies and medication treatments.  Breakthroughs in

other medical specialties are showing us that what we have thought of as single disorders often

turns out to be sets of distinct disorders – each with its own unique genetic and biochemical hall-

marks.  When these features are identified, treatment becomes targeted,  works effectively with less

trial and error, and side effects can be markedly reduced and avoided.

This survey powerfully reminds us that prescribing physicians must partner with parents and youth

to craft and evolve treatment plans and must always remember to fully explain what we now know,

what we don’t yet know, and what choices that gives us.  It is an honor to participate in any PAL proj-

ect, especially this one.

Joseph Gold, M.D.

Chief Medical Officer, McLean Hospital

Director, Community Child Psychiatry Services, Partners Health Care

Medical Co-Director, Massachusetts Child Psychiatry Access Project (MCPAP)
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Thanks & Acknowledgements

Over the past several years, there has been both interest and scrutiny in the rising use of
psychotropic medications to treat children and adolescents.  Some of the media coverage
has produced mixed reactions in many parents, who have felt their experiences were not
accurately reported.  This project grew out of their desire to be heard and our thanks go to
them for making this project possible.

The Deborah Monroe Noonan Memorial Fund recognized the value in this study at the onset.

Our thanks for their generous support and belief in this project, which allowed us to provide

a vehicle for parents and youth to articulate their experiences.

We are also grateful to the following people for helping us to focus our attention and ques-

tions to come up with a survey tool that touched on the pertinent topics:  John Anderson,

Representative Ruth Balser, Alison Bauer, Elizabeth Childs, MD, David DeMaso, MD, Chief

Justice Martha Grace, Katherine Grimes, MD, Walter Harrison, MD, Gordon Harper, MD, Rep-

resentative Kay Khan, Arnold Kirschner, MD, Senator Richard Moore, Barry Sarvet, MD, Ron

Steingard, MD, Marylou Sudders, Isa Woldeguioguis, Lynda Young, MD

We also appreciate the efforts of Matieu Bermingham, MD and Joseph Gold, MD for their

constructive guidance in the reviewing process.

We are greatly indebted to Elaine Slaton and Shannon Crossbear at the Federation of Fami-

lies for Children’s Mental Health for their guidance in developing family-driven research meth-

ods which ensured that the values and experiences of families shaped this effort.
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IntroductionThe use of psychotropic medications as a

treatment for emotional, behavioral and

mental health needs in children and teens

has become commonplace.  It has also be-

come a far more controversial topic than the

use of medication to treat other childhood ill-

nesses.  The rising number of children taking

medications has been widely discussed in

the media, by doctors, by school profes-

sionals and even by policy

makers.  Yet, the experi-

ence of the primary deci-

sion makers – families —

has been missing from this

conversation.  

For many families, medica-

tion has dramatically im-

proved daily life for their

child and for their family.

However, the process of

finding out which medica-

tions are helpful and which

side effects are tolerable is

countered by the ambivalence many parents

feel.  Decisions around medications are often

arrived at through a lengthy and difficult

process.  Both policy makers and clinicians

should have an understanding of that process

so that both policy and practice result in the

most beneficial outcomes for children and

adolescents with mental health disorders.

While each parent’s decisions are personal,

based on their own and their child’s experi-

ences, they share several common character-

istics. All parents seek information that is reli-

able and easy to access.  Most consider op-

tions besides medications.  They are

concerned about the financial costs and

whether their insurance coverage will be ade-

quate.  And they are very aware of prevailing

public opinion about children and psychotropic

medications.  After all, they are members of the

same society that holds those opinions.

Parent/Professional Ad-

vocacy League (PAL) is

an organization of Mas-

sachusetts families

whose children have

emotional, behavioral

and mental health

needs.  This study was

conducted by PAL in

collaboration with the In-

stitute for Community

Health (ICH), an organi-

zation dedicated to

health improvement

through community-based research, assess-

ment, dissemination and educational activities.

This project was created to add the perspec-

tive of families and youth to the continuing dis-

cussion of the pros and cons of using

psychotropic medications.  As policy makers,

clinicians and others debate these issues and

their solutions, an important stakeholder in the

discussion has gone unheard.  It’s crucial that

we listen to parents and hear the insight that

can only be provided by the families of chil-

dren taking these medications.  

“I do not think parents casu-
ally consider the pros and cons
when choosing to medicate
their children. We have found
medications, even with their
side effects, to outweigh the
risks and help my son to be
fairly stable and remain liv-
ing at home.” 
— Observation of a parent
whose child takes psychotropic

medication.
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Parents of children taking psychotropic med-

ications decide whether their children take

specific medications, whether they try new

ones if the previous medications don’t work

and if they are pleased with the results.  Yet

this decision making process almost never

occurs in a neutral, stress-free environment.

Parents, grandparents and other caregivers

receive conflicting messages from their chil-

dren, their extended families, medical profes-

sionals and society at large.  And each of

these messages can influence those impor-

tant decisions.  

PAL and the Institute for Community Health

conducted a survey with members (parents

and caregivers) of the PAL network in 2006.

The survey was also distributed through ad-

ditional parent organizations.  Over 300 par-

ents responded to the survey answering

questions about one of their children who

was currently taking psychiatric medications.

Analysis was conducted on 274 completed

surveys. Information supplied by many par-

ents indicated their child had significant men-

tal health needs. In addition, children whose

parents responded to the adult survey were

also invited to take an online youth su rvey.

Eighty-six youth responded and analysis was

conducted on 66 surveys. 

Parents expressed strong satisfaction with

medications for their children simply because

they work.  However, although most parents

wrote of their satisfaction, they also related

their ambivalence.  Many felt caught between

their desire and sense of responsibility to find

an effective treatment for their child and

strong public messages that psychotropic

medications for children are risky and stig-

matizing.

The majority of youth (80%) expressed sat-

isfaction with their medications, noting that

medications made a positive difference in

their lives.  Youth focused on specific ways

that medications helped and expressed less

ambivalence than their parents.  However,

most youth felt the desire for privacy around

both their diagnosis and prescription med-

ications.

Several shared experiences, common ele-

ments and key values emerged from the myr-

iad experiences of families. 

PPaarreennttss rreeppoorrtteedd hhiigghh lleevveellss ooff ssaattiissffaaccttiioonn

with the use of psychotropic medications

simply because they work more effectively

than anything else available to them.  

• 90% of parents reported that their 

child’s medications helped him/her deal 

more effectively with his/her problems 

and 74% said they are satisfied with the 

medications.

• 86% reported that they would recommend 

that a friend consider psychotropic medica

tions if their child needed help.

• 86% of the children taking psychotropic 

medications were also receiving 

psychotherapy

Executive
Summary
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TThhee mmaajjoorriittyy ooff ffaammiilliieess ttrriieedd aalltteerrnnaattiivvee ffoorrmmss

ooff ttrreeaattmmeenntt for their children, often before

and then in combination with psychiatric

medication.  Parents wrote of the need for

more choices in the range of available treat-

ments.

• 50% of families tried alternative and 

complementary treatments before beginning 

psychotropic medications.  These included 

behavioral plans, restricted diets, yoga and 

herbal remedies.

• Almost half (44%) rated the alternative 

treatments they tried as somewhat 

effective for their child.

• Less than 5% of families said that they 

themselves suggested beginning 

medications.

MMaannyy ppaarreennttss wwoorrrriieedd aabboouutt ssiiddee eeffffeeccttss and

were frustrated with trying a succession of

medications.

• Almost half of the families stated that their 

child had tried 5 or more medications and 

an additional 45% had had trials of 2 to 4 

different medications.  

• Parents frequently mentioned their concerns 

about side effects and worried about long 

term effects.  

• Youth shared their parent’s worries about 

side effects, but were strongly focused on 

 the impact on their bodies today. 

PPaarreennttss ssttrreesssseedd tthheeiirr nneeeedd ffoorr ggoooodd ccoomm--

mmuunniiccaattiioonn with their child’s prescriber.

When these relationships were strong, they

were highly valued by families.  Both parents

and youth were clear that a strong working

relationship must include a role for the parent

(and often the child) so that there is an ex-

change of information.

•Families relied strongly on the professional 

prescribing their child’s medications for in

formation and guidance.  Nearly one-half 

(48%) viewed their child’s psychiatrist as the 

most reliable source of information.

• The majority of parents (84%) reported that 

they were included in decisions about 

medications.  However, nearly one-third 

(29%) felt that their child’s prescriber was 

not as available to speak with them as often 

as they needed him or her to be.

• While parents rely strongly on the profes

sional prescribing medications for important 

information, many youth (62%) rely on their 

parents.  It is important that information 

from the prescriber to the parent be clear 

and complete.

TThhee mmaajjoorriittyy ooff ffaammiilliieess ssoouugghhtt oouutt sseevveerraall

aavveennuueess ttoo ggaatthheerr iinnffoorrmmaattiioonn about med-

ications.  Neither parents nor youth were in-

fluenced by advertisements by

pharmaceutical companies.  They were,

however, influenced by the experience of

other family members.

• Most families sought out 2 to 5 sources 

of information about psychotropic 

medications.

• Less than one-fifth (18%) consulted 

advertisements and less than 1% 

considered them a reliable source.
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• Not one youth reported using advertisements 

as a source of information.

• The majority of parents (58%) said they were 

aware of the FDA “black box” warnings and 

were not influenced by them.

• However, if another family member was 

taking psychotropic medications, most of 

those families (56%) reported that they felt 

this impacted their decision making.

AA ssiiggnniiffiiccaanntt ccoohhoorrtt ooff cchhiillddrreenn wweerree 44 yyeeaarrss

oorr yyoouunnggeerr wwhheenn tthheeyy ffiirrsstt bbeeggaann ttaakkiinngg

mmeeddiiccaattiioonnss..

• 16% of families reported that their child 

began taking medication when he or she 

was 4 years or younger

• Many of the children were diagnosed at 

young ages with 26% receiving an intial di

agnosis at age 4 or younger.

PPaarreennttss rreeppoorrtteedd tthhaatt tthheeiirr hheeaalltthh iinnssuurraannccee

wwaass mmoorree lliikkeellyy ttoo ccoovveerr mmeeddiiccaattiioonn tthhaann

tthheerraappyy ffoorr tthheeiirr cchhiilldd..

• When asked if their insurance covered all 

of the medication visits their child needed, 

an overwhelming majority (76%) of the 

families said that it did.  

• However, when parents were asked 

whether their insurance also covered all of 

the psychotherapy visits their child 

needed, far fewer reported that it did (53%).  

Parents are the experts on their children and

their families.  They often go through a com-

mon process of seeking multiple sources of

information and trying alternative treatments

before agreeing to begin medications for their

child.  Once their children are on medication,

parents struggle to reconcile negative mes-

sages about the use of psychotropic med-

ications for children (by everyone from their

extended family to the media) with their own

positive experience of that same medication’s

effectiveness.  In the end, people they know

and trust, from their child’s doctor to a family

member taking medication, have more influ-

ence over their decisions than government

bodies or pharmaceutical companies.  

Parents were clear that this was more than

just a medical decision.  In more than half the

completed surveys, parents wrote comments

and shared stories by writing in the margins,

next to their answers as well as in the section

reserved for their observations.  They were

clear that this was a complicated decision

and that the process was often difficult.  They

spoke of the need to persevere and the relief

and satisfaction they felt when the treatment

with psychotropic medications was successful.
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The trend in prescribing psychiatric medica-

tions as a front line treatment for children and

adolescents over the past decade has been

well documented.1 Increasingly, medications

have been prescribed for younger children

as well as children with a range of moderate

and severe psychiatric illnesses.  More chil-

dren are being prescribed two or more psy-

chotropic medications routinely.  Until

recently, managed care companies had few

restrictions around access to medications or

medication visits as contrasted by greater

management around access to mental

health therapy.  Few barriers to accessing

medications have existed.

Over the past few years, the public percep-

tion has changed regarding children taking

psychotropic medications.  A study pub-

lished by Julie Magno Zito, PhD noted a

three to five fold increase in antidepressant

use2 as well as the fact that 72% of youth re-

ceived their prescriptions from primary care

providers.  The reaction of state and federal

policy makers as well as the general public

has been one of concern and an increasing

belief that risks may outweigh benefits.

There has also been a marked trend in ques-

tioning whether parents, together with prac-

titioners, can make optimal choices about

medications based solely on clinical consid-

erations.  Outside factors such as advertis-

ing, internet-based advice and availability

have been cited as influencing the decisions

of parents.  In some instances, parental de-

cision-making has come under attack, as if

parents had not carefully considered the de-

cision to use medication, or had even been

cavalier in their dismissal of potential risks in-

volved.  Little, if any, research has been done

to capture the factors, decision-making

paths, or experiences of families who have

chosen, agreed to, or decided against the

use of psychotropic medications to treat

their child’s mental health disorder.

Until recently, few, if any, medication trials in-

cluded children and adolescents.  Physi-

cians, teachers and parents have reported

the efficacy of some psychotropic medica-

tions for children, but there is a growing per-

ception that many medications are more

risky for children and teens.  In October

2004, the FDA required that all antidepres-

sants must carry a “black box” warning

around increased risks for children and ado-

lescents.3

Additionally, there is a growing list of insur-

ance barriers to accessing psychotropic

medications for many families.  These can

include three tier pharmacy co-pays, prior

authorizations, the use of reference drugs,

limits on the number of prescriptions per pa-

tient and other measures.  Justifications

range from controlling costs to evidence

based clinical standards.  The impact of

these measures on parental decision mak-

ing is seldom fully considered.

Parents also struggle to understand the im-

Background
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This research project was designed to capture the

perspective of families and youth relative to their

decision-making process in choosing to use psy-

chotropic medication as treatment.  In order to ac-

complish this, the project used a parent5 survey,

parent focus groups, an online youth survey and

youth focus groups. (See youth survey results in

“Taking Medications:  What

Do Youth Say?”)  Approval

for each phase of the proj-

ect was obtained from the

Cambridge Health Alliance

Institutional Review Board

through the Institute for

Community Health.

A 53 question survey was

developed with input from

both families of children with mental health disor-

ders and professionals working in the children’s

mental health delivery system.  A draft survey was

developed by PAL and ICH and sent to a group of

10 clinicians for comment.  The survey was piloted

with a group of five families in Lynn, Massachusetts

who represented a cross section of parents in

terms of socio-economic status and cultural back-

grounds.  Their children were diagnosed with a

range of mental health disorders.  Both clinical and

family comments were integrated into the survey.

The final survey, printed in English and Spanish,

consisted of 52 structured questions and one

open ended question.  A list of medications was

included with the survey for

reference. The survey

asked families about their

experiences related to di-

agnosis, number of med-

ications used, age at which

medication was begun,

sources of information

about medication, family

attitudes, cost and insur-

ance factors, use of alter-

native treatments and satisfaction levels.  There

were four qualifying questions to ensure that re-

spondents resided in Massachusetts; were in-

volved with decision making around their child’s

medications; that their child was 19 or younger;

and had been taking medications in the past

twelve months.   Parents with more than one child

were asked to focus on one qualifying child in their

Methodology

plications of the diagnoses being given to

children.  Over the last several years, several

studies have shown a marked increase in the

application of “major” psychiatric diagnoses

to children.  A September 2007 study, funded

in part by the National Institute of Health, re-

ported a 40 fold increase in the diagnosis of

bipolar disorder in adolescents and children.4

Parents are torn between feeling alarmed

upon hearing multiple and often serious psy-

chiatric diagnoses and relieved to find out that

their child’s constellation of behaviors has a

name and can be treated.  Often the recom-

mended treatment includes medication.

“I realize that I was not sup-
posed to complete the survey due
to my daughter’s age.  However,
I very much wanted to complete
the survey and contribute in
some way.  It would be terrific
if you could glean something
from my answers…
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Demographics

family and provide answers based on their ex-

periences with this child.  Only one survey was

filled out per family.  

The survey was distributed through the PAL net-

work, a variety of other parent-run organizations

and posted on several list serves.  The survey

was also posted on the PAL website

(www.ppal.net) so that families could download

and print out a copy.  

Drawing on discussions from the survey devel-

opment process, a focus group guide was de-

veloped.  The focus groups were intended to

explore more thoroughly some of the areas out-

lined in the survey and provide information that

would link various topics.  Five parent leaders

were trained by a research team from the Institute

for Community Health as focus group modera-

tors.  They then arranged and conducted focus

groups in their communities (Amherst, Brighton,

Leominster, Lynn, and Plymouth).  A member of

both the ICH and PAL research teams were also

present at each focus group.  Each focus group

was two hours in length.  A total of 34 families

participated in the focus groups.

Of the 1059 surveys distributed to families be-

tween April 2006 and October 2006, 302 sur-

veys were returned.  This represents a response

rate of 29%.  Twenty-eight surveys did not meet

criteria for the study (e.g., children over 19, par-

ent not involved in decision making) and were ex-

cluded from analysis.   A number of parents

returned surveys knowing that their child did not

meet the criteria (e.g., over the age of 19).  As

with many respondents, they wanted their expe-

riences to make a difference by providing infor-

mation on what decision making for families is

really like.

Of the 274 families whose surveys were

analyzed, 90% were parents, 5.5% were

grandparents, 2.2% were foster parents

and others were guardians or step-par-

ents.  The majority (93%) spoke English at

home while 5.3% spoke Spanish with a

smattering of other languages reported.

The socio-economic status of the respon-

dents was spread across all income

brackets with approximately a third

(34.4%) reporting that they made less

than $29,000, another third (34.3%) say-

ing they had incomes between $30,000 to

$69,000 while an additional third earned

more than $70,000. 

When asked to identify their child’s health in-

surance, 62.4% identified the insurer as a

commercial carrier while 52.2% had

MassHealth6 and another 3.3% had supple-

mental insurance such as CommonHealth or

free or reduced care.  While the majority

(79.6%) had a single type of health insur-

ance, some families reported that they had

more than one type of coverage.



Often, one of the keys to open the door to

treatment is a clear diagnosis.  Many families

find that, without a diagnosis, their access to

necessary services for their son or daughter

through their insurer or at school is difficult at

best.  Formally diagnosing children and ado-

lescents seems to be trending upward.  In a

2004 study9 of children under age 18 who

were receiving outpatient mental health serv-

ices, the authors noted that there was a dra-

matic increase in the proportion of children

diagnosed with autism and bipolar disorder,

with an additional increase in diagnosing anx-

iety, ADHD and depression.  

Criteria for psychiatric diagnoses from Anxi-

ety Disorder to Bipolar Disorder are being

more clearly delineated for use in children and

adolescents.  While some of these guidelines

are intended for physicians and mental health

professionals, many are accessible through

books and the internet.  Most parents re-

sponding to our survey displayed a familiarity

with diagnostic language.

The majority of children had more than one

mental health diagnoses.  The largest num-

ber had two diagnoses, closely followed by

children carrying three and four separate di-

10 Medications & Choices: The Perspectives of Families and Youth

Diagnosis

Parents taking part in this study were asked

several questions about their children.  The

ages of the children were between 5 and 19,

with a mean age of 13.4 years.  While the ma-

jority of the children were teens, 38.3% were

12 or younger.  Seventy percent of the chil-

dren were male; 30% were female.  The

racial/ethnic characteristics of the children

were similar to the data from the 2000 Mas-

sachusetts census7.  Of the respondents’

children, 76.4% were Caucasian, 5.7% were

African American, 1.5% were Asian, 11.8%

were Hispanic Latino and 3% were multiracial.

The children reported on had moderate to

significant mental health needs.  About two-

thirds were receiving services from a state

agency (Department of Mental Health, De-

partment of Social Services, Department of

Youth Services, Department of Mental Retar-

dation, Department of Public Health or the

Massachusetts Rehabilitation Commission).

Eighty-six percent of the children were receiv-

ing psychotherapy as well as medications.

The majority of the children were also receiv-

ing some form of educational services.  These

ranged from Title 1 services to an out-of-

district placement.  81% were receiving serv-

ices through an Individualized Education

Program (IEP), while an additional 12.8%

were receiving services through a 504 plan8.

About one-quarter of the children attended a

collaborative school or day school and 10%

were in residential settings.  Less than 1%

were home schooled.
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agnoses.  An additional 16% had five or

more psychiatric diagnoses.   The mean

number of diagnoses was 3.1.  Many fami-

lies find that good information and commu-

nication is essential when their child’s

diagnostic picture is complicated.  One par-

ent commented, “Given the complexity of

our son’s diagnoses…requires an ongoing

relationship with a psychiatrist that is acces-

sible.  We have been very fortunate in this re-

spect.”  

A wide range of diagnostic categories were

reported by families.  The most commonly

reported diagnoses were ADD/ADHD

(64.6%), Anxiety Disorder/OCD (50%), Bipo-

lar Disorder (46.4%), Learning Disability

(39.8%), Depression (36.5%) and Opposi-

tional Defiant Disorder (24.1%).  Less com-

monly cited were Autism Spectrum Disorder

(including Asperger’s), Post Traumatic Stress

Disorder, psychosis, eating disorders and

substance abuse as shown in Figure 1.

Many of the children were diagnosed at

young ages with about a quarter (26.4%) re-

ceiving an initial diagnosis at age 4 or

younger, and half (49.8%) were diagnosed at

ages 5-8.  Another 16.6% was given their

first diagnosis between ages 9-12 and an

additional 7.2% were diagnosed at 13 or

older.  In a study investigating access to chil-

dren’s mental heath care in 200210, 48% of

Massachusetts parents whose children had

mental health needs reported that their child

showed signs of a mental health problem by

age 4.  Because many of the children had

moderate to serious mental health needs,

their symptoms (often concerning behaviors)

may have manifested at an earlier age.

Figure 1:  Children's diagnoses
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Throughout their comments, families spoke

of their wish for more choices in treating their

children.  Therefore, it was unsurprising that

the majority of families (82%) tried comple-

mentary and alternative treatments.  Ac-

cording to the American Academy of

Pediatrics (AAP), comple-

mentary and alternative

medicine (CAM) is a

group of diverse medical

and health care systems,

practices and products

that are not presently

considered to be part of

conventional medicine.11

Complementary medicine is used together

with conventional medicine while alternative

medicine is used in place of conventional

medicine.  Parents reported doing both.

The demand for complementary and alter-

native treatments for children has increased

tremendously in recent years. The AAP esti-

mates that approximately 20% to 40% of

families whose children are “healthy” use

these therapies while more than 50% of par-

ents whose children have

“chronic, recurrent and

incurable conditions” use

complementary medi-

cines, usually in conjunc-

tion with mainstream

care12.  

In alignment with this

trend, approximately 50% of parents in this

study reported using alternative treatments

before beginning medications and a large

number tried more than one either sequen-
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Taking 

Medications:

What Do 

Youth Say?
Lisa Lambert 

and Shira Goldenholz

Parent/Professional 

Advocacy League 

Introduction
Youth who take psychotropic medications as a part of their treatment regimen can

do so willingly, resist mightily or act somewhere in between.  For the most part, their be-

havior has been chalked up to expected teen behavior or a product of their diagnosis.  The

reality, however, is more complicated.

In order for medications to work, they must be taken consistently.  While parents

struggle with their own ambivalence and need for better information, their sons and daugh-

ters go through a parallel process.  They receive society’s messages about psychotropic

medications and weigh that against their own experience.  They look for information, pri-

marily from those they trust, and value being part of the decision making process.  And

most of all, they want to know if psychotropic medication is going to work in the immedi-

ate future.

Yet, many of the conversations about medications take place between the parent or

guardian and the prescriber.  Youth are key players in the process and often display an ex-

pertise about their bodies and their lives that is essential.  Their perspective, focus and wis-

dom deserves attention as part of these important decisions.

“We very effectively
treated sleep difficulties
with melatonin. Six months
later when his aggression
increased we reluctantly
began our trial of meds.”

Alternatives 
to Medication
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Methodology
This research project was designed to capture the perspective of youth as they took part

in the decision-making process in choosing to use psychotropic medication as treatment.

In order to accomplish this, the project used an online youth survey and youth focus

groups. Approval for each phase of the project was obtained from the Cambridge Health

Alliance Institutional Review Board through the Institute for Community Health.

Based on parent focus group comments about their children’s experiences, a draft youth sur-

vey was developed.  The survey was piloted with three youth from the Framingham area.

Comments from the youth were incorporated into the survey and the final survey was posted

online using SurveyMonkey, an online software tool. Upon request, paper copies of the sur-

vey were mailed to parents to give to their children.  The final survey consisted of 19 structured

questions and one open ended question.  Questions focused on diagnosis, types of medica-

tions, quality and type of information/support around medication use and comfort level in dis-

cussing medication use.  Information about this survey was disseminated to parents through

a process similar to the adult survey.  Parents then passed the online URL to their teen.  

tially or in a combination.  Of those that tried

a form of treatment or intervention other than

medications, the overwhelming majority

(90.9%) tried behavioral plans.  Other popu-

lar trials included restricted diets (25.6%), ex-

ercise or yoga (23.7%), herbal remedies

(18.3%) and visualization (15.5%). A smaller

number of parents tried alternative or com-

plementary therapies that were more un-

usual including chiropractic, massage

therapy and acupuncture.  Some have con-

tinued to use these interventions along with

medications.

In a 2003 study, parents of children referred

for evaluation for Attention Deficit Hyperac-

tivity Disorder, were surveyed about their use

of alternative and complementary thera-

pies13.  Overall, 54% reported using these

therapies and most commonly reported

using expressive therapies, vitamins and re-

stricted diets.  When asked to rate their rea-

sons for choosing complementary and

alternative treatments, parents reported that

“natural therapy” and “having more control

over treatments” were the top reasons.  Al-

though the reasons parents choose alterna-

tive treatments was not investigated in our

study, parent comments in focus groups and

in the open ended question show that they

hold similar values. One commented, “I

wish we had a place to go to consider alter-

natives to these medications.”

While the use of behavioral charts and diet

restrictions can be designed and imple-

mented at home, some of the other inter-

ventions (e.g., yoga, acupuncture) are more



difficult to find for children and require out-of-

pocket payment.  The families who located

and obtained these services were motivated

and resourceful.  Their desire to find a greater

range of choices is evident in their comments.

Less than 4% of all families reported trying no

alternative treatments.

Most families found alternative treatments

at least modestly effective.  While few said

that they were highly effective, almost half

(44%) rated alternatives as somewhat ef-

fective for their child.  An additional 19%

rated the alternative treatments they tried

as either very effective or effective.  Another

30% were more discouraged, however,

and felt the treatments they had tried were

not at all effective.  See Figure 2.

However, many parents were willing to try al-

ternative treatments again.  Although nearly a

third (30.8%) said they would be open to try-

ing these treatments on their own another

time, more than half (51.7%) said that they

would only do so in conjunction with medica-

tions.  Another 11.7% said they were unwill-

ing to give these treatments another try.
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A focus group guide to explore the understanding, comfort level, access to information

and satisfaction of teens was developed for the youth focus groups.  Three focus groups

were held with youth ranging in age from 10 to 21.  The focus groups lasted from one and

a half to two hours each and were held in Lynn, Plymouth and Worcester.  Two members

of the PAL research team were present at each group.  A total of 13 youth participated.

For the youth survey, 86 youth responded with a final sample size of 66 respondents.  Fif-

teen respondents did not meet the inclusion criteria (residence in Massachusetts, an age

of 19 or younger and the youth must have taken psychotropic medications within the last

12 months); five respondents answered only the first three questions, leaving the rest of

the survey blank.

Characteristics
More than half (54%) of those who answered the survey were male, while another 29%

were female and 3 did not answer the question.  The majority of respondents (84.4%)

were Caucasian, with smaller numbers of African-American, Asian, Hispanic/Latino and

Figure 2:  Effectiveness of Alternative Treatment

Very Effective
Effective
Somewhat Effective
Not at all Effective
Didn't try alternative
Not sure if tried
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Starting
Medication

mixed race youth responding.  Youth responding lived in all parts of the state.  

A small number (3%) of respondents indicated that they were 11 years old or younger.  The

remaining youth ranged in age from 12 to 19 years old.  The mean age of youth taking the

survey was 15.3 years.

Figure Y-1:  Ages of Youth Responding to Survey
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Parents of children with mental health needs

reflect the general interest of the public in

complementary and alternative treatments.

They are also often motivated to explore as

large a number of options as possible for

treatment for their children.  An additional

factor may be that many parents are aware

of the stigma associated with mental health

treatment and are worried about the long-

term effects of psychotropic medication.

One mother wrote, “I do look forward to the

day when we have other choices and my

daughter can find her place in this world

where people do not condemn, criticize,

make fun of and otherwise stigmatize her.”

Contrary to popular perception, only 4.5% of

families said that they themselves were the

ones to suggest starting medications.  Doc-

tors and other mental health professionals

were most likely to recommend medications.

The majority of families reported that their chil-

dren were in elementary or middle school

when they began medications:  51.7% re-

ported their child was 5-8 years old and an-

other 23% said their child was 9-12 years old.

One mother remarked, “My son was only 9

years old when he first went on meds.  It took

us 2 weeks after we filled the prescription be-

fore we could actually give it to him.”  An addi-

tional 8.6% said their child was an adolescent

between 13 and 17 years.
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Medications
Most of the teens reported being on multiple medications with 21% taking 2 medications,

25% said they took 3 medications, 22% reported taking 4 or 5 medications and 13% took

6 or more medications.  Only 9% were on just one medication.  Five percent reported that

they were unsure how many medications they were on and another 5% were not on any

medications at the time they were taking the survey.  Most of the youth responding to the

survey disliked being on multiple medications.  One said, “It is too bad one pill can’t do it

all.”  Another remarked, “Taking so many medications is really annoying.”

Youth reported, just as their parents did, that the most common medication they took was

mood stabilizers (59%).  Other commonly prescribed medications included antidepres-

sants (46%), ADHD medications (38%) and antipsychotic medications (35%).  The majority

of youth knew the names and types of the medications they were taking.  Many of them

identified the medications in their comments and in the focus groups and they seemed to

know which medications caused side effects and which ones were especially helpful.  One

teen commented, “I have been on many different medications since I was diagnosed with

A significant cohort of children (16.1%) were 4

years or younger when they first began taking

medications.  For parents of very young chil-

dren, the choices for treatment are often ex-

tremely limited.  They find it difficult to access

expertise around emotional and behavioral dis-

turbances and to find the tools for dealing with

their child’s mental health issues.  Given the

paucity of options, medication may be seen as

the only available option for families facing

these challenges. One mother complained, “I

feel the resources available for children are very

few and far between, inconsistent and lack true

understanding of the child.”

Although most parents reported trying alterna-

tives to medications, the period of time between

receiving a diagnosis and beginning medications

was relatively short, averaging a little less than

11 months.  Some families, however, reported

waiting years before beginning medications.

The longest reported interval was 9 years.  In

very few instances, medications were begun be-

fore the child had been given a diagnosis.

Most families (83.5%) reported that their child

had received a mental health assessment be-

Psychotropic Med Types Taken in Last 12 Months
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fore beginning medications.  In 12% of the

families, parents reported that their child had

received more than one assessment before

the first medication trial.  Psychiatrists (62.8%)

were most likely to provide these assess-

ments, followed by psychologists (23%).  In

some instances, parents reported that pedia-

tricians or school based or other mental health

professionals provided the assessment.  One

parent commented, “Our pediatrician is won-

derful but she is the first to say that dispens-

ing psych meds is beyond her expertise.  She

referred us to one of only two child psychia-

trists in our area.  The wait was extremely long

– even with the referral.  Luckily the psychiatrist

is wonderful – taking the time to really assess

the situation and pay attention to the family

history before prescribing.”

When asked about the medications them-

selves, the majority (53%) of families reported

that their child took between 2 and 3 medica-

tions at the time of the survey. More 

than one-quarter said that their child was tak-

ing 4 or more medications to treat their be-

havioral health needs. The most common

medications were mood stabilizers (64.6%)

followed by ADHD medications (56.9%), anti-

psychotics (51.5%) and antidepressants

(43.4%).  Many families involved in the focus

groups noted that their children were on mul-

tiple medications at the same time.
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bipolar disorder, depression and anxiety disorder.  It seems that I have finally found the

right doctor, after switching around many times.  I am also on the right medications and

they definitely help with my mood swings and other problems.”

Side Effects, Stigma and Other Worries

“People without the need for medications and emotional support don’t under-

stand those with the support.  I feel I am looked down upon by those who don’t

need that support.”

Youth also reported that although their medications helped them overall, they are con-

cerned about side effects.  When asked whether the side effects made them want to stop

taking medications, 53% said they wanted to stop and 46% said they did not.  When

asked more specifically if they worried about the effects the medication might have on

their bodies, 61% said that they certainly did.  One young man remarked, “No one told me

about the bad acne and weight gain.”



The single issue that generated the most

comments from parents was medication tri-

als.  Trying various medications in an effort to

find one that worked was nearly a universal

experience.  Only 5% of all parents reported

that the first medication

they tried was the one that

worked for their child.

23.5% of the families

stated that they had tried 1

or 2 medications, while an-

other 22% told us that

their children had tried up

to 4 medications.  An additional 17.2% had

had medication trials of 5-6 medications and

another 18 described trying 7 or more differ-

ent medications.  Some parents (14.6%) re-

ported that their child was still trying different

medications. See Figure 3.  One mother re-

marked, “My experience with my daughter

taking medications was trial and error.  It was

a constant battle for a while to find the perfect

combination.”  Another’s advice was short

and to the point:  “Keep trying until you get

the right mix.”

But for many families, finding

an effective medication (or

combination) includes stop-

ping medications that don’t

work or produce trouble-

some side effects.  Nearly

57% of parents reported that their son or

daughter had stopped at least one medica-

tion during the previous year.  

The most commonly reported reason for

stopping a medication was the side effects.
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Although adults often focus on long term effects, youth in this study were primarily con-

cerned with side effects that interfered with their day to day life.  Dry mouth, sleepiness

in school, weight gain and feeling “hyper” were mentioned most often.  One teen asserted,

“Sometimes the side effects seem bad enough that they are not worth the benefit of what

I’m taking.”

Many teens felt that taking medications left them open to the judgment of others about

their psychiatric condition as well as about the medication itself.  One explained, “It some-

times feels like I am not normal.  I feel different from other kids.  I wish I could control my

mood swings and stop myself from crying better.”  Another remarked, “My experience

has been that when people find out about my illness I get treated differently, so I don’t tell

a lot of people about it.”

However, most young people’s comfort level increased when they were sharing informa-

tion about their medications with a close friend.  In focus groups, youth made a clear dis-

tinction between sharing information with close friends as opposed to a larger peer group.

Medication
Trials

“Some medications work,

then don’t.  It’s frustrating

we have had to try so many

different medications but we

have found some helpful

meds in the long run.”
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When asked if they were comfortable having friends know they took psychotropic med-

ications, the respondents were evenly divided.  About half (49%) were comfortable shar-

ing this information, and the other half (51%) were not.  One teen explained, “Basically, I

am very open with it.”  Another took a different stance, “I don’t like people knowing.  If you

can’t tell I have ADHD, the meds are working and I don’t need to tell.”

Getting information
Nearly all youth who responded knew the type of medication they took (a short list was

provided for consultation).  The majority of youth reported getting information about their

medications from their doctor (82%), but this was followed closely by their parents or

other close adult (62%).  Even though teens are often very familiar with the Internet, only

5% reported using it to find out information about their medications.  

Most teens (70%) reported that they had the opportunity to ask their prescriber questions

at medication visits.  When asked if they were included in decisions about the psychiatric

medications they take, half agreed that they were included in the decision making.  An-

One parent said, “The side effects for my

daughter have been incredibly difficult.  I

worry about long term side effects on her

body and I also worry about the use of more

medication to control the side effects of the

current medications.  I worry that a “side ef-

fect” may be a new symptom and vice

versa.”  Other reasons for stopping medica-

tion included that the medication wasn’t ef-

fective (45%), the doctor suggested

discontinuing the medication (28%) or the

child (19%) or parents (15%) wanted to halt

the use of that medication.  One family felt

that the side effects far outweighed any ben-

efits that they gained:  “If we could do it all

over, my son would have never taken any

medication.  It helped in elementary school,

but once he entered high school all hell

broke loose:  tremendous weight gain, awful

acne, unpredictable and erratic behaviors,

including drugs and alcohol, to the point of

total chaos in our household.”   Yet another

parent summed it up by saying, “It is a con-

stant battle of side effects vs. containment

of symptoms.”

Figure 3:  Number of different medications child has tried

none,  first worked
1--2
3--4
5--6
7--8
still trying meds



20 Medications & Choices: The Perspectives of Families and Youth

other 25% checked “neutral” and only 24% disagreed.  

Youth responding to the survey expressed strong concerns about side effects and inter-

actions and they characterized their communication with their prescriber on these subjects

as not meeting their needs.  When asked if the doctor or nurse prescribing their medica-

tions clearly explained any side effects, 47% agreed that they got the information they

needed.  Another 22% checked “neutral” and almost one third (31%) did not believe they

got clear information about side effects.  Several teens remarked that they knew about

side effects but had little idea about potential interactions.   One young man said, “I know

not to take certain meds, but not what would happen if I did.”   Only 31% agreed that their

prescriber clearly explained what would happen if they took their medications and used

illegal drugs or alcohol.  Half (50%) of the teens believed that their prescriber did not give

them this information and 19% checked “neutral.”  

Other teens reported that they relied on their parent(s) to ask questions and would lis-

ten or jump in only if something was unclear.  A number pointed out that there was

Finding 
Information

Access to reliable and easily understood in-

formation is essential for parents who are

making decisions about their children’s

medications.  One parent noted that, “It is

difficult to find information on these drugs

and their effects on children anywhere.”

For most parents, accessing information,

especially information about medications

that apply to children, requires effort and

persistence.

Yet despite the effort required, most fami-

lies responding to the survey consulted two

to five sources of information about med-

ications to initially learn about medications

as well as to increase their knowledge.

Very few were willing to rely on a single

source.  While families consulted a variety

of resources, for most, the prescriber was

a key source of information.  The over-

whelming majority (84.3%) went to their

child’s psychiatrist to gain information and

knowledge about psychiatric medications.

Another large group (65.3%) consulted the

Internet, other mental health professionals

(51.8%) and their pediatrician (40.1%).

Smaller numbers said they spoke to

Figure 4:  Sources of Information Used
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friends, family members or their pharma-

cist (see Figure 4).

Very few parents (18%) consulted magazine

or television advertisements to gather infor-

mation and fewer still (<1%) found these ads

to be a good source of knowledge. A small

number of parents (7%) consulted books or

written articles for information.

Although families consulted many

sources, they tended to rely heavily on one

or two.  The majority (48.5%) found their

child’s psychiatrist to be the single best

source of information about psychotropic

medications. One parent commented,

“Our experiences have luckily been guided

by a knowledgeable, informative therapist

who is a psychopharmacologist.  Yeah, I

know we are among the lucky few who

found the best care.”  Another 23% found

information on the Internet to be the

source they relied upon the most.
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information on the bottle after the prescrip-

tion was filled.

Many teens said that their parent(s) had origi-

nally filled them in on why medication was

needed and what it was for. One remarked, “I

know the medications help me think more

clearly and I don’t think I would be as far as I

am right now if I didn’t take them.  My mom 

and dad helped me to understand about them

when I was younger.”  In addition, 62% felt their

prescriber had clearly explained why they were

taking psychotropic medications and 58% felt

they had been told how the specific medication they were taking was going to benefit

them.  Nevertheless, even youth who felt that their doctors were available to give them in-

formation relied strongly on their mother or father to fill in the details.

Figure Y-2:  The doctor or nurse clearly explains what would happen if 
I took my medication with drugs or alcohol

Strongly agree
17%

Agree
14%

Neutral
19%

Disagree
28%

Strongly disagree
22%

It is critical for an adult family

member to be very well educated on

what drugs are available to treat a par-

ticular disorder.  I spend at least 2 to 3

hours collecting data on my son’s psych

meds through internet sites, discussions

with parents and teachers, informational

sessions with clinicians and the latest

workshops in psychopharmacology.  As a

very well educated consumer, your deci-

sions regarding medications for your

child are based on the best possible infor-

mation available, as opposed to just your

prescribing doctor.



Other 
Influences

A great deal has been written about the FDA

“black box” warning14 and its impact on the

decision making of parents when agreeing to

medications.  Media stories commonly assert

that families worry about this warning and are

strongly affected by it.  Parents who re-

sponded to the survey were aware of the

warning yet the majority (58%) said it did not

influence them. While an additional group

(42%) felt that the warning had influenced

their decision making, the degree of impact

varied.  Most parents in this group (58%) felt

they were impacted to only some extent,

while slightly more than a third (36%) said

they were influenced to a great extent.

However, if another family member (spouse,

another child or self) was taking psychotropic

medications, most of those families reported

(56.3%) that this was an influence on their de-

cision making, at least to some extent.  And

a large number of parents (69%) reported

that someone else in their family was taking

medicationst the time they answered the sur-

vey.  It was unclear, however, whether the

other family member began taking the med-

ications before or after the child.

Cost and insurance coverage are also factors

that influence families.  While the majority of

families (62%) reported that their child had

private insurance, 55% also reported that

their child received MassHealth, Common-

Health or another form of publicly funded

coverage.  (A significant number of families

(18%) reported that their children had more

than one type of insurance coverage.)  When

asked if their insurance covered all of the

medication visits their child needed, an over-

whelming majority (76%) of the families said
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Several made the distinction between information about a specific medication, which they

preferred to receive from their doctor, and general information about psychotropic med-

ications, which they received from their family.  One young man commented, “My mom is

a walking encyclopedia.”  It is important to note that parents depend strongly upon their

child’s prescriber for information and youth in turn depend on their parents.  When the

communication of information to parent is inadequate, the child may not receive the in-

formation he or she needs.

Not one respondent reported using advertisements for medications as a source of infor-

mation.  During focus group discussions, most teens said they had not seen (or noticed)

ads for psychotropic medications although some remembered seeing them for physical

conditions such as asthma.  In one focus group, the teens were somewhat offended by

the ads they had seen, feeling that the message was to make viewers feel the pharma-

ceutical company cared, when ”the point is to sell specific meds.” 



that it did.  However, when parents were

asked whether their insurance also covered

all of the psychotherapy visits their child

needed, far fewer reported that it did

(52.8%).  Most of families who responded

(85.6%), reported that a psychiatrist is pre-

scribing medications for their child.  

Yet even with access to medication visits,

some families struggled to get the medica-

tions when needed due to constraints such

as prior authorization and restricted drug

lists.  As one parent noted, “There have been

many instances this year where the child’s

meds are delayed due to the insurance com-

pany newly requesting prior authorization

and has delayed the pharmacy from filling

our prescription.”

Other families lamented the impact of co-

payments for medications.  One mother

wrote, “Our biggest roadblock however, is

the cost of meds.  Our costs for all of our

meds monthly can range $300-$400, de-

pending on needs.  We are a family of five,

four with mental health needs.”  Another was
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Medications and schools
Youth responding to the survey had a higher comfort level sharing information about

their medications with the school nurse than with anyone else in their life except their

therapist or immediate family.  An overwhelming majority (81%) were comfortable

talking to the school nurse and an additional 61% were comfortable letting their

teacher know about 

their medications.  Other school staff

such as counselors, coaches and princi-

pals were deemed acceptable to share in-

formation with by 50% of the youth, while

49% felt it was okay to let friends or ex-

tended family have information about

their medications.

However, most teens strongly preferred

taking their medications at home instead

Figure Y-3:  People that youth are comfortable letting know that they 
take psychotropic medication(s)
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Families found that they relied strongly upon

the professional who was prescribing their

child’s medication for information about their

child’s medications, dosage instructions, ex-

pected benefits and possible side effects.

The majority of children (85%) had had a sin-

gle person prescribing psychotropic medica-

tions in the previous year.  While

communication was strong around dosage

and the reasons a child was taking medica-

tions, many parents felt they were poorly in-

formed about possible side effects and

potential interactions with other medicines.

Most parents were satisfied with the commu-

nication between the person prescribing their

very direct about the impact of costs on her

decision making.  She wrote, “Medication

prices, availability and co-pays make a dif-

ference when deciding to change or add a

med.”
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of at school.  The reasons varied but privacy played a consistent part.  One focus

group participant said, “I prefer taking my meds at home because it’s easier.  One

time I forgot to go to the nurse and she came looking for me.  My friends saw and it

was uncomfortable.”  Another commented, “I like taking meds at home because it

keeps it private.”

Satisfaction:
When asked if their medication(s) made a positive difference, 80% of the youth re-

sponded that it did.  Unlike their parents, they didn’t speak of the impact in global

terms.  Instead they noted the specific ways in which psychotropic medications

helped them.  One wrote, “I like it when my night time pill kicks in so that I can sleep.

It was pretty hard to get to sleep before.”  Another noticed, “Some meds help you

concentrate and focus at school.”

Even youth who disliked medications didn’t dispute that they could be effective.  One

said,  “Personally, I think meds suck and I wish I could live without them or at least

Figure 6:  Insurance Coverage of Medication Visits
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None of med visits needed
Unsure of coverage
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go one week without taking meds and see how I do…If my meds worked I wouldn’t

want to die right now, so I guess my meds aren’t working.” Others asserted that being

part of the decision making was an important element to them.  One said, “Having a

say in what you take is one of the most important things.  Your opinion is important.”

Although teens emphasized their desire for privacy with regard to their medication

use, they didn’t wrestle with the issue in the same way their parents did.  One said,

“It’s just not a big deal.  I don’t talk about meds with my friends, I have more inter-

esting things to discuss.  I rarely forget my meds, and when I do, it’s only for a day –

and all I get is a headache.  I TAKE the pills but as far as I can tell, all they do is stop

me from getting depressed in wintertime.  It’s a good thing, but it also doesn’t have

a major effect on my life in terms of other things.  I swallow and get on with my day.”

child’s medication and themselves when the

discussion concerned the need for the med-

ication and how to administer it.  The vast

majority of families (91%) reported that their

child’s prescriber clearly explained why their

child was being prescribed the medication(s)

and how often (96%) and what amount of

medication (97%) should be given to their

child.  

However, when asked whether the person

prescribing those medications clearly ex-

plained the side effects of that medication,

fewer parents (76%) agreed (see Figure 7).

Almost a quarter of the families (24%) re-

sponded that they disagreed or strongly dis-

agreed that their child’s prescriber had been

clear when explaining side effects.  And

when asked whether that prescriber had

clearly explained the potential interactions

with other medications to them, more than

a third (36%) responded negatively.  (An ad-

ditional 64% agreed that the prescriber had

been clear when explaining potential inter-

actions.)

These responses are clearly concerning.

Parents reported that they rely on their

Figure 7:  Prescriber Clearly Explained Side Effects
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Conclusions
Children and adolescents who take psychotropic medications have more straight-

forward feelings, and less ambivalence, about those medications than their parents.

They are pleased when medications help them, worry about their privacy and express

frustrations with ineffective medications and side effects.  Many of them have strug-

gled to keep their attention focused, their mood on an even keel or their behaviors

controlled on their own.  A sizeable number have experienced difficulties at school or

at home.  They know why they take medications and clearly expressed their viewpoint

about them.

Like most adolescents, the teens who responded to our survey are looking for a way

to be part of important decisions that impact their lives and want information about

medications in order to do just that.  Many struggled to find a balance between their

dislike of “having” to take medication and the knowledge that it often made a differ-

ence.  They were focused on the impact of medications in their lives today and did-

n’t worry much about long term effects.  And most of them were realistic enough to

child’s prescriber as the foremost source of

information, yet a substantial number felt that

they were not receiving sufficient information

about side effects and interactions.   As one

parent commented, “One thing that made me

change providers was when the doctor pre-

scribed an antidepressant to my  14 year old

son who was diagnosed with depression.  I

called her after 3 days of mania that I had

never seen before.  She said to me, ‘…If an

antidepressant makes a child manic, he may

get a bipolar diagnosis.’  She needed to

WARN me that I could have been observing

this.  I was furious.”

Parent comments throughout the survey fo-

cused heavily on their experiences with med-

ication trials, side effects and their relationship

with their child’s prescriber.  These were seen

as key elements to a successful outcome

with medications.  One parent remarked,

“Choosing the doctor is the most important

part of getting the correct medication.”

While families understood the constraints that

short medication visits place on communica-

tion, nearly one-third (29%) still felt that their

child’s prescriber was not as available to

Figure 8:  Prescriber Clearly Explained Potential Interactions

0

5

10

15

20

25

30

35

40

45

Strongly Agree Agree Disagree Strongly Disagree



27Medications & Choices: The Perspectives of Families and Youth

understand that their medications were only part of the answer.  As one commented,

“I think it’s good when you need it, but I don’t want to take meds my whole life.  It

helps stabilize things, but it doesn’t do everything.”

Youth taking psychotropic medications are seldom asked for their opinions and their

experiences.  They have strong feelings and are surprisingly well informed.  They

were glad to be asked for their perspective and thoughts about the medications they

take and what impact those medications have.  Nearly half of the teens who took the

survey wrote comments and a number of those comments included their thanks for

the chance to talk about medications.  

Schools

speak with them as they needed him or her

to be.  The majority (84%) reported that they

were included in decisions about the psy-

chotropic medications their child takes.  And

parents appreciate and value of being in-

cluded as a part of their child’s team.  One

observed, “We have experienced many bad

psychiatrists that do not explain to us or lis-

ten to us when it comes to meds.  We finally

found a great child psychiatrist.  I will do

everything in my power to stay with this psy-

chiatrist because I know that there are long

waiting lists everywhere and the doctors are

few and far between.”

The majority of children and adolescents in

Massachusetts spend six or more hours a

day in public school.  Teachers often ob-

serve emotional and behavioral difficulties

that impact a student’s day to day perform-

ance.  School nurses frequently see stu-

dents who are agitated, depressed, unable

to concentrate or who may even harm them-

selves.  

It is a popular conception that teachers or

other school staff often recommend that a par-

ent consider whether their child needs to be

prescribed medications.  Yet, when asked who

first suggested that psychotropic medication

might be helpful, less than 10% of families re-

ported that their child’s teacher made this sug-

gestion (see Figure 9).  Even fewer (4.8%)

reported that another school professional or

child care staff made this recommendation. 
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As mentioned earlier, the majority of families

reported that their children were in elemen-

tary or middle school when they began 

medications:  51.7% reported their child was

5-8 and another 23% said their child was 9-

12 years old. However, at the time their par-

ents participated in the study, the majority of

children were in middle school or high school.

A large number of families felt comfortable

sharing information about their child’s psy-

chotropic medications with both teachers

and school nurses.  In fact, many families felt

nearly as comfortable sharing this information

with trusted school personnel as they did with

family members. However, 81% of the chil-

dren were receiving special education serv-

ices and most parents reported that the

special education 

staff understood their child’s mental health

needs better than earlier teachers who had

had no training.

Many parents find themselves in the role of

supplying information about their child’s med-

ications, including the positive impact and

possible side effects to school staff.  One

mother noted, “I feel as if I am constantly

needing to educate the staff.”  It is troubling

that nearly one-fourth of the parents did not

feel they understood the side effects of their

child’s medications given that parents are

often required to relay this information to

school staff.

Some parents related how difficult it was to ad-

equately explain their child’s mental health

needs to school personnel and to relay what

are reasonable expectations for any improve-

ments with or without psychotropic medica-

tions.  One parent expressed frustration in her

statement:  “One of the biggest hurdles has

been getting school personnel to understand

that a child with a mood disorder will continue

to have difficulties at school even with the best

medicines and treatments in place outside of

school, if educators do not receive training in

the appropriate care of mentally ill children.”

Figure 9:  Person who suggested medications would be helpful
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Specifics about Child's Medication
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Little research has been done on the impact

of a child’s psychiatric illness on the rest of

the family.  All parents must manage a num-

ber of responsibilities for their family includ-

ing finances, child-care, sibling relationships,

overseeing their child’s education and med-

ical needs.  Studies on the effect of chronic

childhood illness on parents reveals an in-

crease in distress, increased financial bur-

den, time constraints and

higher marital stress.  Pa-

tricia Sloper, PhD notes

that there are high levels of

distress for parents at 6

and 18 months after a

child receives a diagnosis of cancer with lit-

tle change over time15. She concludes that

there is a significant need for family support

on an ongoing basis when childhood chronic

illness is present.  This is also true for fami-

lies whose children have mental health dis-

orders.

Another study, conducted at the University

of Queensland,16 found that mothers of chil-

dren with autism had significantly more fam-

ily stress than mothers of children with a

physical disorder or mothers whose children

had no physical or psychological disorders.

Families responding to our survey confirmed

this.  One parent wrote, “This illness has a

tremendous impact on the rest of the family.

We consider ourselves fortunate that we

have managed to stay intact as a family

unit.”

The impact of medication

trials on families was also

highlighted.  As noted, al-

most half of the children

had tried five or more med-

ications and an additional

45% had had trials of two to four different

medications. About 15% reported that their

child was still trying different medications

(see Figure 3).  Parents noted that this “trial”

process can have an impact in and of itself.

One mother explained, “They have helped

him, but it’s been (and continues to be) a

long and challenging process to find the

“right” med, dose, etc. I often wonder, Is this

the “right” one, is there another one that is

“better,” is this the right dose?”

Impact on 
the Family

Throughout the survey, parents expressed

great satisfaction with medications simply

because they work.  Arriving at a point

where one or several medications ad-

dressed their child’s symptoms outweighed

their frustration with medication trials and

the challenges they faced.  As one parent

noted, “After years of struggle we finally

found medications that actually help my

child, which is a great relief.”  Numerous

parents recounted the struggles they went

through and the pain their child and family

Satisfaction

“When they work, it’s

a beautiful thing; when they

don’t, the whole family suf-

fers.”
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experienced.  Many pinned their hopes on

medications that would treat their child’s

psychiatric illness and kept their focus on

that goal.

The survey posed three separate questions

about satisfaction with medications.  When

asked if the medications helped their child

deal more effectively with

his or her problems, 89.8%

of parents agreed that they

did.  “My child is stable and

functioning well at home,

school and in the commu-

nity, I believe, in part, due to

his use of appropriate psy-

chiatric medications,” one

mother reported.  And a grandparent re-

sponded, “My grandchild has been much

better taking psychiatric medications.”

Another 86% of parents said they would rec-

ommend medications as an option to a

friend whose child needed help with an

emotional, behavioral or mental health dis-

order.  And finally, 74.2% of parents said

they are satisfied with the medications their

child takes. These satisfaction levels are far

greater than those given for alternative treat-

ments.  One parent stated, “I wish we had

started meds at the onset instead of trying to

work without them.”  

Satisfaction levels were af-

fected by several different fac-

tors.  Families who had family

members currently taking

medications were 1.9 times

more likely to be satisfied with

child’s psychotropic medica-

tions compared with those

who didn’t have family mem-

bers taking medications.  One mother wrote,

“Having experienced severe depression, I

understood what a mood disorder feels like

and I feel no small child should experience it

when there is medication available.”  And if

families had tried alternatives to medica-

tions, they were also slightly more satisfied

than if they had not.

Latino families were 3.2 times more likely to

be dissatisfied with their child’s psychotropic

medications compared with Caucasian fam-

ilies.  Families whose children were currently

in psychotherapy were 4.2 times more likely

to be dissatisfied with their child’s psy-

chotropic medications than those whose

children were not currently in psychotherapy. 

If my son was not taking

psychiatric meds, he

would not be able to

function in life.  He

would not make it

through one day.

Figure 11:  If a friend's child needed help, would you recommend they 
consider psychiatric medications?
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Although parents expressed satisfaction,

they also wrote of their ambivalence.  One

parent noted, “I don’t feel this questionnaire

gets to the extreme ambivalence I have

about psychiatric meds and the extreme

pressure to use them.  I found I checked off

that I am basically satisfied with the med-

ications and how they’re helping, but that

doesn’t capture how I feel about this.”

Some parents wrote of the need to destig-

matize medication.  Others noted that they

would be seen differently if they were giving

their children medications for diabetes or

asthma.  One said, “The general public

does not understand psychiatric meds and

families are often criticized for using them.”

Parents are often caught between dueling

expectations when agreeing to medications

for their child.  On the one hand they feel a

responsibility to find a treatment that helps

their child and on the other they are told

that medicating children is risky and some-

how repugnant.  Most try complementary

and alternative treatments.  Others may

delay until making a choice becomes ur-

gent.  One mother captured the sentiments

of many:  “We began these meds with re-

luctance and hope to not have to use these

or any similar meds again.  Yet, we do ap-

preciate that perhaps they helped heal

something within.  When we seemed with-

out hope, they offered some.”

In more than half the completed surveys,

parents wrote comments in the margins,

next to their answers as well as in the sec-

tion designed for their observations.  They

were clear that this was a complicated de-

cision and that the path to finding effective

medications was often arduous.  They

spoke of the need to persevere, their

search for information and how much they

valued a strong relationship with their child’s

prescriber.  

They were clear that this was more than a

medical decision.  It impacted other family

members.  Dealing with multiple medication

trials and side effects created stress and

sometimes had a financial impact.  Be-

cause prevailing public opinion is often neg-

ative, many parents felt isolated.  

When the right medication, or combination

of medications, works, parents write not

just of their child’s symptoms being allevi-

ated, but of a far larger impact.  One

mother said, “After trying many meds,

some with awful side effects, we found one

that has allowed my son to relax and focus.

My son now says, ‘It feels good to be me

for once.’”  Another put it even more suc-

cinctly, saying, “With these meds, he is able

to have a life.”
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Through responses to the survey and par-

ticipation in the focus groups, several par-

ents identified programs that have helped

them or their child.  We are pleased to pro-

vide information about those programs here.

MMeeddiiccaattiioonn EEdduuccaattiioonn GGrroouupp aatt HHuunntt

CCeenntteerr,, BBeevveerrllyy HHoossppiittaall,, DDaannvveerrss,, MMaass--

ssaacchhuusseettttss

The Hunt Center runs a medication educa-

tion group for children who are receiving in-

patient services.  The nursing staff provides

education to the children in order for them to

be part of their treatment planning and to

better understand the role medications can

have on behavioral health.  Diagnosis, symp-

toms, and medications are discussed as well

as side effects and compliance.

Various instructional tools are used such as

posters, word searches, handouts and pic-

tures.  In order for the children to feel more

comfortable about asking questions and to

respect their privacy, one of the nurses has

them write down their questions and put

them in a paper bag.  At the question and

answer portion of the group, the nurse takes

out the questions and answers them.  The

nurses are creative in their presentations and

each has their own style of engaging with

the children.  They understand group dy-

namics and keep in mind the child as an in-

dividual who brings various experiences and

backgrounds to the group.

MMeeddiiccaattiioonn WWoorrkkbbooookk aatt PPrroovviiddeennccee

BBeehhaavviioorraall HHeeaalltthh HHoossppiittaall,, HHoollyyookkee,,

MMaassssaacchhuusseettttss

The nursing staff at Providence Hospital cre-

ated a workbook for latency age children to

help them understand their medications.

The workbook includes stickers and other

tools to help children illustrate each page.

Subjects include understanding how med-

ications make them feel, how they affect

their bodies, how they help and what side

effects they might experience.  Each child’s

workbook is unique to them and is brought

home as a continuing tool to help remember

all they learned about their medications.  

Best Practices
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MMaassssaacchhuusseettttss CChhiilldd PPssyycchhiiaattrryy AAcccceessss

PPrroojjeecctt

The Massachusetts Child Psychiatry Access

Project increases the access of child psy-

chiatry services for primary care providers in

Massachusetts.  This program is funded by

the Department of Mental Health and de-

signed and implemented by the Massachu-

setts Behavioral Health Partnership.  MCPAP

is available to all children and families, re-

gardless of their insurance status and oper-

ates through six teams, each with a child

psychiatrist, a social worker, and a care co-

ordinator, providing psychiatric telephone

consultation to PCPs, often immediately, but

at least within 30 minutes.  

The consultation will result in one of the fol-

lowing outcomes, depending upon the

needs of the child and family:

An answer to the PCP’s question

Referral to the team care coordinator to as-

sist the family in accessing routine, local be-

havioral health services, with the

understanding that there may be a 4 – 6

week wait

Referral to the team social worker to provide

transitional face-to-face care or telephonic

support to the Member and family until the

family can access routine, local behavioral

health services

Referral to team child psychiatrist for an

acute psychopharmacologic or diagnostic

consultation

For more information, please visit the follow-

ing website: www.MCPAP.org
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